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ABSTRACT 

The aim of this thesis was to investigate physical activity and psychosocial 

functioning in adults with cerebral palsy. Four studies were conducted that 

incorporated a description of the relationship between these variables (Study 1) 

and an in-depth exploration of physical activity and psychosocial fiinctiorung in 

the lives of six adults with the condition (Studies 2, 3, 4). In Study 1, adults with 

cerebral palsy (A^= 51) completed questionnaires that included measures of 

physical activity, health-related quality of life (HRQL), mood states, physical self-

efficacy, and social support. Although most participants (70.6%) reported that 

they were involved in exercise, many of the activities they performed seemed to 

be of low intensity, even for adults with severe cerebral palsy (e.g., hand exercises 

for weak hands, massage, stretching). Most of the data were substantially skewed, 

with many participants perfomiing minimal physical activity, and experiencing 

low levels of physical function, minimal role limitations, high social functioning, 

low levels of four negative mood states (tension-anxiety, depression-dejection, 

anger-hostility, confusion-bewilderment), and high social support. With the 

exception of the correlations between physical activity and physical functioning 

(rs = .45), role limitations - physical (rs = .32), vigour-activity mood state (r^ = 

.36), and social support from friends (rs = -.43), there were typically weak 

associations between physical activity and the subscales of the HRQL, mood 

states, physical self-efficacy, and social support measures. In light of previous 

research on physical activity and people with neurological conditions (e.g., 

multiple sclerosis, Sutherland, 2001), the weakness of these correlations was 

somewhat surprising. Difficulties in recmiting participants for physical activity 



IV 

intervention studies raised the question of why adults with cerebral palsy did not 

want to be involved in physical activity (or, at least, physical activity research). I 

designed three studies that focused on the lives of adults with cerebral palsy who 

had engaged in different levels of physical activity. In Study 2,1 examined the 

lives of two adults (Judy, aged 60; Alana, aged 29) who had minimal involvement 

in physical activity. The women had similar childhood experiences, which 

included having to perform difficult, and sometimes painfiil, physiotherapy; 

needing to wear callipers to assist their walking; lacking competence at physical 

activity; and being socially isolated from their classmates. These aspects of their 

life histories seemed to contribute to their subsequent avoidance of physical 

activity, which, in tum, may have adversely influenced the timing of the onset of 

fimctional decline. In Study 3,1 investigated the lives of two adults (Amy, aged 

25; Ben, aged, 30) who were involved in physical activity. Despite both 

participants having punishing experiences with physical activity as children, they 

both were involved in, and valued, physical activity as adults. Physical activity 

was a means of displaying competence, delaying further functional loss, and 

becoming more, or remaining, socially connected. In Study 4,1 explored the lives 

of two adults (David, aged 27; Tim, aged, 24) who had minimal involvement in 

physical activity and who then participated in weight-fraining and warm-water 

aerobic programmes. Both participants learnt to walk, but lost this ability in early 

adolescence when they had to have tight hamstring muscles surgically lengthened, 

because they were experiencing back pains. The minimal physical activity in 

which they engaged during their adult fives was directed towards frying to walk 

again. Walking seemed to be intimately connected with psychosocial growth. The 



weight-training programme seemed to benefit David through providing him with 

another avenue for self-improvement towards his goal of attracting a life partner, a 

new source of narcissistic supplies, an opportunity to demonsfrate competence 

physically, and an experience of being treated with positive regard by the trainers 

and me. Tim's warm-water aerobic programme provided him with an opportunity 

to develop competence at swimming and at walking, and to enhance his self-

esteem for these activities. The six life histories also provided evidence of how 

adverse social experiences negatively influence psychosocial development. The 

main conclusion of this thesis is that involvement in physical activity may be 

important for people with cerebral palsy in their endeavours to successfully face 

the various psychosocial challenges throughout life. Implications of this research 

include that parents and teachers of children with cerebral palsy should provide 

support for their involvement in physical activity, physiotherapists should try to 

reduce the pain and increase the perceived relevancy of the treatments they deliver 

to young people with cerebral palsy, and psychologists should be aware of some 

of the difficulties people with cerebral palsy face and how they may marufest in 

adults with the condition. 
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CHAPTER 1 

INTRODUCTION 

Physical activity has significant physical health benefits (US Department 

of Health and Human Services [USDHHS], 1996), and is positively associated 

with health-related quality of life (HRQL; Berger & Motl, 2001) and psychosocial 

functioning (Landers & Arent, 2001). People with cerebral palsy may not obtain 

these health benefits, however, because many of them engage in minimal physical 

activity (Heller, Ying, Rimmer, & Marks, 2002; Longmuir & Bar-Or, 2000). 

Rimmer (2001) argued that people with cerebral palsy may need to do greater 

amounts of physical activity than people in the general population to offset 

functional loss during ageing, which is typically more rapid for people with this 

condition than for able-bodied people. Reasons for the low levels of involvement 

in physical activity may be understood through examining the relationships 

between physical activity and both HRQL and psychosocial fimctioning, and 

through investigating the meanings and experiences of physical activity in the 

lives of people with cerebral palsy. • 

Cerebral palsy is a life-long, non-progressive, neurological condition that 

adversely affects movement and posture (The Australian and New Zealand 

Perinatal Societies, 1995). Approximately 2 to 2.5 of every 1000 live bom 

children in the Westem world are diagnosed with cerebral palsy (Missiuna, Smits, 

Rosenbaum, Woodside, & Law, 2001). Comorbidities are common in people with 

cerebral palsy, with mental retardation and seizures being the most prevalent 

(Stanley, Blafr, & Alberman, 2000). 



In comparison to the research efforts that have been applied to 

investigating children and adolescents with cerebral palsy, comparatively little 

research has been conducted on adults with the condition. This situation is 

perhaps the result of researchers and practitioners viewing cerebral palsy as 

primarily a paediatric condition (Bottos, FeliciangeU, Sciuto, Gericke, & Vianello, 

2001). The available evidence, however, suggests that cerebral palsy adversely 

interacts with the ageing process (Turk, Overeynder, & Janicki, 1995). Therefore, 

more research into cerebral palsy across the lifespan would seem warranted. 

The general health of people with cerebral palsy may be improved through 

increasing their physical fitness levels (Rimmer, 2001). People with cerebral palsy 

have traditionally been advised to avoid some types of exercise (e.g., weight 

training), however, on the basis that such exercises may exacerbate certain aspects 

of their condition (e.g., spasticity; Bobath & Bobath, 1984). Research has shown, 

however, that people with cerebral palsy are able to train their aerobic systems 

(e.g., Bar-Or, 1995; Emons & Van Baak, 1993) and improve their strength (e.g., 

Dodd, Taylor, & Damiano, 2002). There has been no support for the concern that 

increased spasticity may result from performing exercises with maximal effort 

(Fowler, Ho, Nwigwe, & Dorey, 2001). 

Although there is ample evidence demonstrating that exercise can enhance 

the physical and psychological health of individuals in the general population, 

including their HRQL (Berger & Motl, 2001), little research has been conducted 

on populations with chronic neurological conditions, such as cerebral palsy. In 

their research on exercise and people with another neurological condition, 

Sutherland, Andersen, and Stoove (2001) showed that exercise can improve the 



HRQL and psychosocial functioning of people with multiple sclerosis, a 

population that health care professionals had told not to exercise, because it would 

leave them fatigued and, therefore, decrease their abilities to perform activities of 

daily living. People with cerebral palsy constitute another population in whom 

sedentary living dominates and the usefulness of some exercises (e.g., weight 

training) has been controversial. 

Research on physical activity in the lives of people with cerebral palsy is 

warranted. The purpose of this thesis was to examine the relationship between 

physical activity and both HRQL and psychosocial fimctioning in adults with 

cerebral palsy, and to investigate the meaning and experiences of physical activity 

in their lives. 



CHAPTER 2 

REVIEW OF LITERATURE ON THE EFFECTS OF PHYSICAL ACTIVITY 

ON THE HEALTH-RELATED QUALITY OF LIFE AND PSYCHOSOCIAL 

FUNCTIONE^G OF PEOPLE WITH CEREBRAL PALSY 

The literature underpirming this thesis is reviewed in two chapters. The 

original research plan for this thesis was to conduct a correlational study, followed 

by two experimental studies on the effects of physical activity on the HRQL and 

psychosocial fimctioning of adults with cerebral palsy. In the present chapter, I 

review the literature on the effects of physical activity on HRQL and psychosocial 

functioning that led to that original research proposal. 

In this chapter, I introduce the relationship between physical activity and 

health. In the following section, I explore the literature pertaining to the 

association between physical activity and both HRQL and aspects of psychosocial 

functioning, including anxiety, cognitive functioning, depression, mood, and self-

concept (e.g., self-efficacy, self-esteem). I provide a background to cerebral palsy 

before reporting on the physical, functional, and psychosocial health of adults 

with the condition. I consider the role of exercise in the management of cerebral 

palsy, focusing on the physical activity levels, energy expenditure, physiological 

exercise potential, and trainability of people with this condition. The chapter 

concludes with a statement of the purpose of this thesis. 

Physical Activity and Health 

The effect of physical activity on health has received a great deal of 

research attention. Extensive reviews (e.g., Bouchard, Shephard, & Stephens, 

1994; USDHHS, 1996) have concluded that engaging in physical activity can 



have substantial society-wide health benefits, including reduced mortality rates. 

The USDHHS concluded that regular physical activity reduces the risk of 

premature mortality, coronary heart disease and coronary heart disease mortality, 

colon cancer, and non-insulin-dependent diabetes mellitus. Physical activity may 

be beneficial for individuals who have developed osteoarthritis, and weight-

bearing physical activity in childhood and adolescence reduces the risk of 

osteoporosis in later life. Strength training may also be of benefit to older adults in 

maintaining independent living and reducing the risk of falls. Physical activity 

may also reduce obesity by increasing energy expenditure. 

The USDHHS (1996) was more reserved in stating the effects of physical 

activity on HRQL and mental health. The USDHHS stated that there was an 

apparent improvement in HRQL and mental health from physical activity in those 

individuals who were compromised by poor health. The USDHSS concluded that 

physical activity appeared to be associated with a reduction in the symptoms of 

depression and anxiety, a lowering of the risk of developing depression, and an 

improvement of mood. Recent reviews (Landers & Arent, 2001; Mutrie, 2000) 

have adopted a sfronger position on the relationship between physical activity, 

HRQL, and psychosocial functioning. For example, Mutrie concluded that there 

was evidence for a causal link between exercise and a reduction in depression. 

The recommendations of the USDHHS, however, were designed for, and 

employed evidence from, a primarily unimpaired population (Cooper et al., 1999). 

Two areas of research need, identified in the Cooper et al. consensus statement 

pertaining to research on physical activity and health among people with 

disabilities, were to "characterize the physical activity patterns of people with 



disabilities" and to "determine the relationship between type and intensity of 

activity with regard to longevity and quality of life" (p. 144). 

fri summary, there is sound evidence to support the association between 

physical activity and physical health for people in the general population. The 

relationship between physical activity, HRQL, and psychosocial functioning has 

not been as strongly established for people with disabilities. Further, research is 

sparse on the physical activity pattems of people with disabilities, and the 

potential benefits of physical activity for these people are unclear. 

Physical Activity, Health-Related Quality of Life, and Psychosocial Functioning 

HRQL is a component of the broader quality of life concept (Rejeski, 

Brawley, & Shumaker, 1996), whereas psychosocial functioning refers to various 

constmcts, such as anxiety, cognitive functioning, depression, mood, and self-

concept (e.g., self-efficacy, self-esteem). Wherever possible, meta-analyses were 

reviewed to ascertain the existence and strength of the relationships between 

physical activity and both HRQL and psychosocial functioning. 

Physical Activity and Health-Related Quality of Life 

HRQL represents "those attributes valued by patients,. . . [including] their 

resultant comfort or sense of well-being; the extent to which they were able to 

maintain reasonable physical, emotional, and intellectual function; and the degree 

to which they retained their ability to participate in valued activities within the 

family, in the workplace, and in the community" (Wenger & Furberg, 1990, p. 

344). No meta-analyses have been conducted that examine the relationship 

between physical activity and HRQL. A vast number of studies, however, have 

been conducted that have evaluated the effectiveness of physical activity 



programmes and have used measures of HRQL. This past research has shown 

that exercise can improve HRQL in healthy, but previously sedentary people 

(King et al., 2000; Stewart, King, & Haskell, 1993), older adults (Damush & 

Damush, 1999), and people with chronic health conditions, such as a history of 

sfroke (Greenlund, Giles, Keenan, Croft, & Mensah, 2002), chronic obstmctive 

puhnonary disease (COPD; Boueri, Bucher-Bartelson, Glenn, & Make, 2001; 

Finnerty, Keeping, BuUough, & Jones, 2001; Garcia-Aymerich et al , 2004; Rossi 

et al., 2005), chronic peripheral neuropathies (Ruhland & Shields, 1997), kidney 

failure (van Vilsteren, de Greef, & Huisman, 2005), and knee osteoarthritis 

(Rejeski et al., 2002). I sourced only two studies, however, that investigated 

physical activity, HRQL, and people with chronic neurological conditions, both of 

which involved people with multiple sclerosis (Oken et al., 2004; Sutherland et 

al., 2001). Sutherland et al. (2001), for example, found substantial differences in 

HRQL for people with multiple sclerosis, who participated in a warm-water 

aerobic exercise program, compared to participants in a no-intervention confrol 

group. Large effect sizes were found for the 8 of 11 HRQL subscales. The greatest 

effect was found for the energy subscale (ri = .51), where just over half the 

variance in scores was accounted for by group membership. People in the exercise 

group reported higher levels of energy. 

In summary, there is strong support for a positive association between 

physical activity and HRQL. Even so, most of the research has been conducted 

with people who have acquired cliionic health conditions (e.g., COPD) during 

their adult lives and may have experienced diminished HRQL as a consequence of 

these conditions. The timing of the onset of congenital conditions (e.g., cerebral 



palsy, spina bifida) is obviously different than that of late-onset, acquired 

conditions (e.g., COPD, multiple sclerosis). People with congerutal conditions do 

not experience events that cause marked loss of HRQL, where they can recall 

their level of function before the events. Research is needed to ascertain whether 

the relationship between physical activity and HRQL for people with congenital 

conditions is similar to that found in those with acquired chronic health 

conditions. 

Physical Activity and Psychosocial Functioning 

Physical Activity and Anxiety 

In the 1997 Australian National Survey of Mental Health and Wellbeing of 

Adults (Henderson, Andrews, & Hall, 2000; McLennan, 1998), 9.7% of adults 

surveyed reported symptoms from the prior 12-month period that allowed 

diagnosis of one or more anxiety disorders. Anxiety is commonly examined as a 

state or a frait. State anxiety refers to "subjective consciously perceived feelings of 

tension and apprehension, associated with . . . arousal of the autonomic nervous 

system" (Spielberger, 1966, p. 17), whereas trait anxiety refers to a "general 

disposition to respond to a variety of situations with high levels of state amciety" 

(Woodman & Hardy, 2001, p. 291). Six meta-analyses have been conducted on 

the relationship between physical activity and anxiety (Calfas & Taylor, 1994; 

Kugler, Seelbach, & Kriiskemper, 1994; Long & Van Stavel, 1995; McDonald & 

Hodgdon, 1991; Petmzzello, Landers, Hatfield, Kubitz, & Salazar, 1991). AU 

meta-analyses have associated physical activity with a reduction of anxiety, with 

effect sizes (derivatives of Cohen's d) ranging from .15 to .45. Not all meta

analyses, however, reported results for the overall change in anxiety because most 



effect sizes pertained to state anxiety or trait anxiety. The effect sizes for the 

overall change in state anxiety and trait anxiety with physical activity ranged from 

.28 to .38, and from .25 to .49, respectively. These findings indicate that physical 

activity is related to reductions in both transient and dispositional anxiety, albeit 

in some cases only moderately so. 

Petmzzzello et al. (1991) found that the largest reductions in state anxiety 

have been found for aerobic exercise (ES = 0.26) of 21 to 30 minutes duration (ES 

= 0.41). Similar results were found for trait anxiety, in that the greatest effect sizes 

were found for aerobic exercise (ES = 0.36) of 21 to 30 minutes (ES = 0.41) or 

greater than 40 minutes duration (ES = 0.42). The largest reductions in trait 

anxiety were also found for exercise programmes that lasted for 10 to 12 weeks 

(ES = 0.50) or greater than 15 weeks (ES = 0.90). In comparison to the number of 

studies in which aerobic exercise has been investigated, few studies have used 

non-aerobic types of exercise in the study of anxiety. Although continuous forms 

of exercise (i.e., aerobic exercise) may be more effective at reducing anxiety, 

more research needs to be conducted on non-aerobic types of exercise to ensure 

that they do not have anxiety-reducing potential. Larger effect sizes have also 

been found in studies in which having high stress levels was a criterion for 

participants to be included in the research (Long & Van Stavel, 1995). 

Physical Activity and Cognitive Fii/ictioning 

Cognitive functioning is a term that encompasses a broad range of mental 

activities. One meta-analysis has been published on the physical activity-cognition 

association (Etnier et al., 1997). An overall effect size (a derivative of Cohen's d) 

of 0.25 was found, indicating that physical activity has a smaU (Cohen, 1988), but 
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positive, relationship with cognitive functioning. Because cognitive fimctioning 

incorporates many diverse constmcts, there are numerous associated measures. 

Etnier et al. reported that 106 different cognitive tests were used in the 134 studies 

included in their meta-analysis. Because of the difficulty in comparing the results 

from such a broad range of studies, it seems premature to make a judgement on 

the efficacy of using physical activity to improve cognitive functioning. The 

sizable effects found in some studies, however, should encourage researchers to 

continue investigating this topic. 

Physical Activity and Depression 

From the data collected in the 1997 National Survey of Mental Health and 

Wellbeing of Adults, the prevalence of depression and dysthymia within the 

AustraHan population was calculated at 5.1% and 1.1%, respectively (McLennan, 

1998). Five meta-analyses have been conducted that have examined the physical 

activity-depression relationship (Calfas & Taylor, 1994; Craft & Landers, 1998; 

Kugler et al., 1994; McDonald & Hodgdon, 1991; North, McCuUagh, & Iran, 

1990). In all meta-analyses, physical activity was associated with a reduction in 

depression, with the overall effect sizes (derivatives of Cohen's d) ranging from 

0.38 to 0.97. The strength of the research literature led Mutrie (2000) to conclude 

that there was evidence for a causal link between physical activity and reduction 

in depression. 

A major issue within these meta-analyses is the inclusion of effect sizes 

from studies in which different fomis of depression were investigated. The 

Diagnostic and Statistical Manual of Mental Disorders (4 th ed., text revision, 

American Psychiatric Association, 2000) defines many forms of depression and 
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broadly classifies the forms into two parts: mood episodes and mood disorders. 

Although the authors of at least two of these meta-analyses were aware of the 

issue of definition (Craft & Landers, 1998; North et al., 1990), they combined 

effect sizes from studies that had investigated people with different forms of 

depression. A lack of conceptual clarity in the studies themselves may have 

influenced the meta-analytic results. 

North et al. (1990) identified a number of potential mediators of the 

exercise-depression relationship. The moderator variable that had the largest 

9 9 9 9 

effect (Q = .24; Q. is analogous to R and r| ) on the exercise-depression 

relationship was the length of the exercise programme (North et al., 1990). The 

effect sizes increased, monotonically, in magnitude with the length of exercise 

programme. Most studies reported small to medium effects (Cohen, 1988) and 

used protocols that lasted 5 to 8 weeks (ES = .30) or 9 to 12 weeks (ES =.31). The 

largest effects were found for programs of 21 to 24 weeks (ES = 2.93) and greater 

than 24 weeks (ES = 2.00), however, there was only one study in the 21 to 24 

week group. Craft and Landers (1998) also found larger effect sizes for 

programmes that lasted between 9 and 12 weeks (ES =1.18), than for 

programmes lasting 8 weeks or less (ES = 0.54). 

North et al. (1990) found the group of comparison (i.e., the group of 

participants to which the experimental group was statistically compared) to be a 

moderating variable (Q^ = .23). Aerobic exercise was more effective in the 

treatment of depression than no treatment (ES = 0.71), participants waiting to 

receive an antidepressant treatment (ES = 0.54), relaxation (ES = 0.50), doing an 

enjoyable activity (ES = 0.39), doing less mnning/exercise (ES = 0.29), and 
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psychotherapy (ES = 0.19). Although anaerobic exercise was more effective than 

aerobic exercise (ES = -0.20), this difference was not statistically significant. With 

only two studies performing this comparison, more work is necessary. Aerobic 

exercise in combination with psychotherapy was more effective than aerobic 

exercise alone (ES^-O.Sl). This result suggests that a combination of treatments 

may be more effective than single treatments. 

Craft and Landers (1998) concluded differently after finding no significant 

difference between the effect sizes of comparison group interventions. This result 

was probably due to lack of power in the Craft and Lander's meta-analysis. 

Compared to the North et al. (1990) meta-analysis, the Craft and Landers meta

analysis contained fewer studies (ns = 66 and 22, respectively) and fewer 

categories of comparison groups. Inspection of the effect sizes for the difference 

between aerobic exercise and each comparison group revealed substantially larger 

effect sizes for the contrast between aerobic exercise and wait-list control (ES = 

0.77) than between aerobic exercise and both group/individual therapy (ES = 

0.06) and behavioural interventions (ES - -0.03). 

North et al. (1990) found that participants' health status (Q^ = .17), where 

~> 9 

participants were sourced from (Q = . 13), their level of health (Q. =.11), and 

purpose of exercising (Q^ = .11) moderated the exercise-depression relationship. 

With regard to heath status, there was a significant difference in the strength of 

effects between people who were receiving haemodialysis (ES = 2.31) and those 

who had schizophrenia (ES = 1.43), had experienced myocardial infarctions (ES = 

0.95), were depressed (ES = 0.55), were athletes (ES = 0.42), were feeting down 

(ES = 0.36), or were apparently healthy (ES = 0.29). There was a significantly 
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greater exercise-depression association in participants with post-myocardial 

infarctions than in those who were depressed, athletes, feeing down, or apparently 

healthy. There was a significant difference between participants who were 

medical or psychological patients {ES = 0.94) and those who were high school 

students (ES = 0.60), health club members (£'5'= 0.49), commuruty citizens (ES = 

0.49), or college students/faculty (£'5'= 0.16). Concerning level of health, there 

were larger effects for participants who were undergoing medical treatment (ES = 

0.97) than for those who were requiring psychological treatment (ES = 0.60) or 

were apparently healthy (ES = 0.31). A confounding variable in these last two 

results, however, is the medication taken by individuals receiving medical 

treatment. Regarding the purpose of exercising, significantly greater effects were 

found for people being medically rehabilitated (ES = 0.97) than for those who 

participated in exercise for academic experiments (ES^ 0.67), psychological 

rehabilitation (ES = 0.55), or general health (ES = 0.29). Collectively, these results 

suggest that the relationship between exercise and depression is present 

irrespective of individuals' health. The magnitudes of the effects range from small 

(Cohen, 1988) to extremely large. It seems the largest effects have been found for 

individuals who could most benefit from antidepressant treatment. That is, larger 

effect sizes were found for individuals who were experiencing chronic health 

issues (e.g., those receiving haemodialysis, those who had schizophrenia, those 

who had experienced myocardial infarctions). 

In their meta-analysis of studies involving participants who were cUnically 

depressed or had depression resulting from mental illness. Craft and Landers 

(1998) found significantly greater exercise-depression effect sizes for individuals 
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who initially had moderate to severe depression (ES = 0.88) than for those who 

had mild to moderate depression (ES = 0.34). North et al. (1990) reported 

confradictory findings, however, in that the effect sizes of individuals who were 

initially depressed (ES = 0.53) and those who were not depressed (ES = 0.59) 

were similar. This result was not significant and the effect size was exfremely 

small (Q^ = .005), leading North et al. to conclude that exercise may not only be 

useful for those individuals who were depressed, but also for those who were non-

depressed. The appropriateness of dichotomising continuous variables in both 

meta-analyses (Craft & Landers, 1998; North et al., 1990) is questionable, 

however. A more meaningful comparison may have been between clinically 

depressed individuals and healthy individuals. 

In summary, exercise helps to reduce depression. This reduction is greatest 

for exercise programmes of long duration (i.e., over 20 weeks). From the few 

studies available, it seems that aerobic exercise in combination with 

psychotherapy may have the greatest antidepressant effect. Because few studies 

have used anaerobic exercise as their training protocol, the relative merits of 

aerobic versus anaerobic exercise remain unclear. There seems to be a monotonic 

pattern in the relationship between exercise and depression, with people most in 

need of antidepressant treatment likely to obtain the greatest reduction in 

depression through exercise. 

Physical Activity and Mood 

A consistent definition of mood has not been applied within the physical 

activity-mood literature (Arent, Landers, & Etnier, 2000). Concepts, such as 

anger, confusion, depression, fatigue, tension, and vigour, have all been included 
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within the general category of mood (McNair, Lorr, & Droppleman, 1971). The 

term mood has also been used interchangeably with other terms, such as affect, 

psychological benefit, and well-being within the literature on exercise and mood 

in older adults (Arent et al., 2000). The concepts examined under each of these 

mbrics have also differed between studies. Although Lazams (1991) has provided 

conceptual clarity by distinguishing mood from other constmcts, the two meta

analyses performed in the physical activity-mood research (Arent et al., 2000; 

McDonald & Hodgdon, 1991) have taken a broad interpretation of the mood 

constmct. 

Arent et al. (2000) specifically focused on the physical activity-mood 

relationship in 32 studies involving older adults (ESs are derivatives of Cohen's 

d). In studies that used intervention and control groups, the intervention groups 

had enhanced mood (ES = 0.34), with an increase in positive affect (ES = 0.33) 

and a decrease in negative affect (ES = 0.35). Studies that used a pre-test/post-test 

design demonstrated that mood could be significantly improved by physical 

activity (ES = 0.38), enhancing positive affect (ES = 0.35) and decreasing 

negative affect (£'iS'= 0.39). A positive relationship was also reported in studies 

that had correlational designs (ES = 0.48). These results show that physical 

activity is beneficial to mood among this age group. 

McDonald and Hodgdon (1991) separately compiled effect sizes for 26 

studies involving the subscales of the Profile of Mood States (POMS; McNair et 

al, 1971) and the Multiple Affect Adjective Check List (MAACL; Zuckerman & 

Lubin, 1965) as measures of mood. Effect sizes (derivatives of Cohen's d) ranged 

in magnitude from .18 for anger on the POMS to 1.12 for depression on the 
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MAACL. Results from the MAACL should be viewed with caution, however, 

because some authors have expressed reservations about the vaUdity and 

reliability of the instmment (Kelly, 1972; Megargee, 1972). Most effects were 

small to medium (Cohen, 1988) in magnitude and all were in the hypothesised 

direction. That is, physical activity was associated with a reduction in tension, 

anger, depression, fatigue, and confusion, and an increase in vigour. 

In summary, meta-analytic findings show a positive relationship between 

exercise and concepts classified under the mbric of mood. Effect sizes have 

tended to be small to medium in magnitude. Greater conceptual clarity in fiiture 

studies could allow firmer conclusions to be drawn on the degree to which 

different aspects of mood are affected by exercise. 

Physical Activity and Self-Concept 

Self-concept refers to "an organized configuration of perceptions of the 

self which are admissible to awareness" (Rogers, 1950, p. 78). A distinction is 

made between self-concept, which is comprised of the images people have of 

themselves, and self-esteem, which is their feelings toward those images. Such 

clarity does not always appear in the literature, however, because researchers have 

sometimes interchanged self-concept with other constmcts, such as self-

awareness, self-esteem, self-ideal, self-image, and self-knowledge (McDonald & 

Hodgdon, 1991). Therefore, abroad conceptualisation of self-concept was 

necessary when conducting meta-analyses on studies of physical activity and self-

concept. 

Four meta-analyses have been conducted on the physical activity-self-

concept literatiire (Calfas & Taylor, 1994; Gmber, 1986; McDonald & Hodgdon, 
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1991; Spence, Poon, & Dyck, 1997). The magnitudes of overaU effects 

(derivatives of Cohen's d) ranged between 0.12 and 0.56. The most recent meta

analysis (Spence et al., 1997) included 51 studies and focused on research that 

used adults as participants. The Spence et al. analysis revealed small effects for 

the association between physical activity and global self-concept (ES - 0.23), 

physical self-concept (ES = 0.23), and social self-concept (£'5'= 0.20). 

Unfortunately, none of the meta-analyses reported statistical evidence of 

possible moderator variables. Insights into what variables may moderate the 

exercise-self-concept relationship may be gained from the Gmber (1986) study, 

through visual inspection of the effect sizes for different groups of comparison 

(i.e., the group of participants to which the experimental group was statistically 

compared). These observations should be viewed with caution, however, because 

Gmber did not provide adequate information to permit the determination of the 

degree to which these variables moderate the relationship. 

Gmber's (1986) meta-analysis focused on studies that used experimental 

designs and used predominantly preadolescent children as participants. Larger 

improvements in self-concept were found for children who were handicapped (ES 

= 0.57) than those considered nomial (ES = 0.34). In this context, the term 

"handicapped" was broadly defined, and included "the emotionally disturbed, 

frainable mentally retarded, economically disadvantaged, educable mentally 

retarded, and perceptually handicapped" (p. 32). It could be that the handicapped 

children perceived themselves poorly, in comparison to normal children, and had 

the most to benefit from a programme involving physical activity. 
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Large improvements in self-concept were found for teaching by clinical 

method (ES = 0.82) and when physical fitness and aerobic activities were 

prescribed in the curriculum (ES = 0.89; Gmber, 1986). Children benefited more 

from clinical programmes than alternative methods (pupil enhancement, ES = 

0.39; teacher dominated, ES= 0.15; undefined methods, ES - 0.55), because of 

the careful planning and tailoring of programmes by specialty staff to meet 

individual needs. The children also derived greater benefit from physical fitness 

and aerobic activities in comparison to other curricula (perceptual-motor or motor 

development programmes, ES = 0.29; leaming sports skills, ES = 0.40; dance, 

mime, and creative dance programmes, ES = 0.32). The advantage of using 

physical fitness and aerobic activities may be that they are relatively simple to 

perform and children may experience positive feedback on a frequent basis 

through meeting fitness goals. 

In summary, although conceptual ambiguity has made it difficult to 

perform meta-analyses on the relationship between exercise and self-concept, 

such analyses have been conducted and show a positive relationship between the 

two variables. From the results, a tentative hypothesis would be that exercise 

might be most beneficial to people with poor self-concept. 

Summary 

The studies and meta-analyses that have examined the relationship 

between physical activity and HRQL or aspects of psychosocial functioning, have 

found physical activity to be associated with a reduction in anxiety, depression (or 

more accurately, depressed mood), and other negative mood states, and an 

increase in HRQL, positive mood states, self-concept, and cognitive functioning. 
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The overall effect sizes ranged in magnitude from small to extremely large. In the 

studies, and all meta-analyses, the overall results were in the hypothesised 

directions. That is, physical activity was consistently associated with 

improvements in HRQL and psychosocial functioning. 

The investigation of potential moderators of the relationship between 

exercise and psychosocial functioning has examined many possible variables, but 

few have been consistently found across studies. Hampering this effort has been 

the lack of effect sizes in some categories of moderator variables, which can result 

in effect sizes from only one study distorting the resuUs. A case in point is the 

comparisons between aerobic and anaerobic exercise, where results seem 

equivocal across meta-analyses, largely due to the small number of studies using 

an anaerobic exercise protocol, in contrast to the vast majority of studies, which 

have used an aerobic exercise intervention. 

The length of training was a sfrong moderator of the relationship between 

exercise and both anxiety and depression. In both cases, longer exercise 

programmes (> 9 weeks) yielded the largest effects. It appears that treatment of a 

long duration is necessary to assist people with anxiety or depression. These 

results should be interpreted cautiously, however, because few studies have been 

conducted over an extended period of time. 

Larger effect sizes have been found for those populations, which could 

most benefit from improved psychosocial functioning. Evidence of this contention 

can be found in the literature on exercise and anxiety, depression, and self-

concept. People with higher levels of anxiety, people with higher levels of 
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depression, and people with poor self-concept have been shown to benefit greatiy 

from exercise, as evidenced by improvement on these variables. 

Although the evidence for a positive association between exercise and 

both HRQL and psychosocial functioning is compelling, there is an absence of 

research examining this relationship with people who have congenital, chronic 

health conditions. Cerebral palsy is one such condition. As will be reviewed 

shortly, evidence of positive physical benefits from exercise for people with 

cerebral palsy is available in the literature. It is uncertain, however, what the 

possible benefits for this population may be, in terms of HRQL and psychosocial 

functioning. 

Cerebral Palsy 

Cerebral palsy has been defined as "not a single entity but covers 

neurological impairments characterised by abnormal control of movement or 

posture resulting from abnormalities in brain development or an acquired non

progressive cerebral lesion" (The Australian and New Zealand Perinatal Societies, 

1995, p. 85). This section provides an overview of the condition. Please refer to 

Appendix A for a fiiU review of the condition, including its incidence and 

prevalence, aetiology, classification systems, pathophysiology, diagnosis, and 

management. 

Overview of Cerebral Palsy 

Cerebral palsy is prevalent in approximately 2 to 2.5 of every 1,000 live 

bom children in the Westem world (Missiuna et al., 2001). The prevalence rate 

was stable between the 14 studies included in the Missiuna et al. review, with the 

highest rate, of 3.87, reported in the United Kingdom (Sinha, Corry, Subesinghe, 
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Wild, & Levene, 1997), and the lowest rate, of 1.19, reported in Germany and 

Sweden (Krageloh-Marm et al., 1994). 

The aetiology of cerebral palsy is complex, due to the number of 

exposures that have been associated with the condition. Exposures that lead to 

cerebral palsy may occur prenatally, perinatally, or postnatally. Stanley et al. 

(2000) have proposed that greater understanding may be developed by using a 

causal pathways model to explain the aetiology of cerebral palsy, than by 

continuing to investigate the effects of single exposures. 

Stanley et al. (2000) illustrated one Icnown causal pathway to cerebral 

palsy involving a mother and father who are Rhesus (Rh) incompatible. 

Understanding this causal pathway has allowed the development of strategies to 

prevent cerebral palsy for each couple's children. Stanley et al. suggested other 

causal pathways are initiated periconceptually or in early pregnancy, and because 

of premature birth, intrauterine growth restriction, birth asphyxia, and multiple 

pregnancy. Although research has been conducted that has associated the risk of 

cerebral palsy with these pathways, as exposures themselves or exposures within 

these pathways, much research still needs to be undertaken to understand fully the 

causal pathways to the condition and points for potential intervention. 

Comorbidity is common in people with cerebral palsy, especially those 

with more severe forms of motor disorder (Stanley et al , 2000). Mental 

retardation and seizure disorders are the most common types of comorbidities 

(Surveillance of Cerebral Palsy in Europe [SCPE], 2002). The cerebral palsy of 

people with a single diagnosis (i.e., motor disorder) may have stemmed from 

different aetiological pathways than the cerebral palsy of people with dual (e.g., 
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motor disorder and seizures) or triple (e.g., motor disorder, mental retardation, and 

seizures) diagnoses (Arpino, Curatolo, Stazi, Pellegri, & Vlahov, 1999). 

Although the impairments that manifest with cerebral palsy may 

predispose people who have the condition to shorter lives, most people with 

cerebral palsy survive into adulthood (Blair, Watson, Badawi, & Stanley, 2001; 

Hutton, Colver, & Mackie, 2000; Hutton & Pharoah, 2002). Blafr et al. found 

intellectual impairment to be the strongest predictor of mortality among people 

with cerebral palsy, with the risk of mortality doubling between each of six 

categories of intellectual impairment (i.e., IQ > 85, 70-85, 50-69, 35-49, 20-34, 

<20). 

Cerebral palsy can be classified based on the type of motor disorder, 

topography, and function. Spasticity, dyskinesia, and ataxia are three types of 

motor disorder (Stanley et al, 2000). On the Westem AustraUan Cerebral Palsy 

Register, Stanley et al. found that the pure form of spasticity accounted for 76.2% 

of cases. Topography refers to the limbs affected by cerebral palsy. The most 

commonly occurring pattems of impairment are quadriplegia, diplegia, left 

hemiplegia, and right hemiplegia. Functional classification systems have been 

developed for sport (Cerebral Palsy International Sports and Recreation 

Association, 2001) and clinical practice (Patisano et al., 2000; Palisano et al., 

1997). For international sport, an 8-grade system is used, in which athletes are 

classified according to functional ability. Athletes compete with other athletes in 

thefr grades. In clinical practice, Palisano et al. (1997) developed a 5-level system, 

analogous to medical grading systems, to measure motor function in children with 
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cerebral palsy. Sandstrom, Alinder, and Oberg (2004) have provided support for 

the validity of the system with adults who have cerebral palsy. 

The Adult with Cerebral Palsy 

A relatively small proportion of the literature on cerebral palsy has 

focused on adults with the condition (Zaffiito-Sforza, 2005). Cerebral palsy has 

typically been viewed as a paediatric condition, especially in the development of 

therapeutic interventions (Bottos et al, 2001). In this subsection, I briefly review 

the hterature on the physical and functional health of adults with cerebral palsy, 

before examining the psychosocial research. 

Physical Health 

Adults with cerebral palsy frequently develop physical health issues that 

are secondary to their condition (Bottos et al., 2001; Turk, Geremski, Rosenbaum, 

& Weber, 1997). Bottos et al. found that the most common physical health issues 

of participants were feeding (31.9%), epilepsy (25.0%), bladder (18.1%), bowel 

(18.1%), speech (12.5%), and visual (12.5%) impairments. Half of the participants 

in this study did not report any health issues. For women with cerebral palsy, the 

most common physical health issues were pain (84%), hip and back deformities 

(59%), bowel problems (56%), bladder problems (49%), poor dental health 

(43%), increased spasticity during menstmation (35%)), gastroesophageal reflux 

(28%), and increased incontinence during menstmation (24%). 

Possibly contributing to the health issues of adults with cerebral palsy, was 

the limited preventive medical care they received as adults (Bottos et al., 2001; 

Murphy, Mohiar, & Lankasky, 1995). Murphy et al. found that over 90% of the 

participants in their research did not have regular health examinations. Reasons 
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for the infrequency of examinations may have been because the examination 

rooms could not be easily accessed or the equipment was poorly set-up to be used 

by people with severe motor impaimients. 

The participants at the National Invitational Colloquium on Aging and 

Cerebral Palsy (Turk et al., 1995) suggested that health care professionals need to 

address many physical health issues of adults with cerebral palsy. Specifically, 

physical health issues that need to be addressed included musculoskeletal (e.g., 

deformities, decrements in mobility and functioning, increases in pain and fatigue, 

osteoporosis and fractures, the impact of previous treatment, soft tissue injuries), 

oral (e.g., feeding, dental health), gastrointestinal (e.g., gastroesophageal reflux, 

constipation, inadequate nutrition), urologic (e.g., urinary incontinence and 

retention issues), and reproductive problems (e.g., for men: impotence, lack of 

physical ability to meet their own sexual needs; for women: concerns regarded 

menopause, fertility, the ability to maintain a pregnancy and give birth; in general: 

birth confrol, sexually transmitted diseases, acquired immune deficiency 

syndrome, reproductive health, the issue of using a third person to facilitate sex). 

One question emanating from this identification of physical health issues is why 

men raised sexual concerns relating to reproduction, whereas women raised 

concerns relating pregnancy and childbirth. A possible explanation is that women 

also had sexual concems, but perceived pregnancy and childbirth issues to be 

more important for them. 

Functional Health 

Functional deterioration in people with cerebral palsy is typically faster 

than would be expected in the general population due to the natural ageing 
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process (Ando 8c Ueda, 2000; Bottos et al, 2001; Jahnsen, Villien, Egeland, 

Stanghelle, & Hohn, 2004; Strauss, Ojdana, Shavelle, & Rosenbloom, 2004). 

Bottos et al. (2001) found a marked decline in locomotion with age for people 

with cerebral palsy. Although 41.4% of participants walked independently before 

18 years of age, only 22.2% walked independentiy at follow-up when they were, 

on average, 33 years old. There were also declines in the number of participants 

who walked with aids, or had limited mobility using a walker, between under 18 

years of age (17.1% and 17.1%, respectively) and follow-up (13.9% and 6.9%, 

respectively). There were corresponding increases in the number of participants 

who used locomotion just to bear weight for transfers or did not bear weight at all. 

At follow-up, 25.0% of participants used locomotion to bear weight for fransfers 

and 32.0% did not bear weight. Of the 13 participants who lost independent 

walking, nine lost this function between the ages of 20 and 40 years, and seven 

reported marked insecurity when walking as the reason why independent walking 

was lost. Wheelchairs were used by 71% of participants, with higher use of 

wheelchairs by those with greater severity of both motor impairment and type of 

cerebral palsy (e.g., tetraplegia). 

Ando and Ueda (2000) found functional deterioration in 35% of adults 

with cerebral palsy who worked in community workshops in Japan. Most working 

Japanese adults with cerebral palsy are employed in community workshops, rather 

than in general industry. Although the occurrence of functional deterioration 

increased with age, as would be expected in the general population, deterioration 

was reported by 21% of adults aged below 25 years old. Accounting for 

differences in functional ability, factors that were associated with functional 
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deterioration included the type of facility at which the participants worked and the 

severity of involuntary movements of the head and neck. The magnitudes of these 

effects, however, are small. Nevertheless, this finding suggests that care should be 

taken not to place people with cerebral palsy in environments that, over a period 

of time, could exacerbate their condition. 

Psychosocial Health 

Few studies have been conducted on the psychosocial health of adults with 

cerebral palsy. In an Australia-wide survey of 279 adults with cerebral palsy, 

Morgan and Balandin (1997) found that respondents regularly experienced 

fi-usfration (36%), anxiety (22%), anger (17%), and depression (16%). Although 

some of these conditions may be associated with negative physical states or 

changes, the study did not explore the reasons behind these psychological 

manifestations. Because these variables were measured as single items, rather than 

being measured using instmments with sound psychometrics, it is not possible to 

compare the occurrence of these conditions with normative data from the general 

population. 

Of the 72 adults in the Bottos et al. (2001) study, the majority lived at 

home with thefr parents (75%), were not manied (88.7%), had a minimum of a 

secondary school education (65.7%), and were unemployed or worked in 

sheltered employment (82.3%). The intellectual level of each participant was 

classified as profound leaming disability (LD), moderate/severe LD, mild LD, or 

normal/borderline intelligence. Participants with greater intellectual impairment 

were more likely to be unemployment. Participants who were married tended to 

be those with higher intelligence and those who were older age (>40 years). Of 
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the seven participants who were married, six had normal/borderline intelligence, 

and one had mild intellectual impairment. There may be several reasons for the 

low marriage rate, including: the social stigma of having a romantically intimate 

relationship with people who have physical disabilities; the exclusion of people 

with disabilities from full participation in social activities because they are 

erroneously perceived as incapable of fiilfiUing some valued social roles; the 

myths that people with disabilities are asexual, incapable of sexual fimctioning, 

and unable to pursue their sexual desires in a socially acceptable manner; and lack 

of support from parents (DeLoach, 1994; Shuttleworth, 2000). 

Cho, Park, Park, and Na (2004) further examined marriage and 

psychosexual functioning in aduUs with cerebral palsy. In comparison to 

unmarried able-bodied men, unmanied men with cerebral palsy had lower levels 

of sexual information, experience, drive, attitude, affect, and satisfaction, and a 

higher degree of psychological symptoms. Unmarried women had greater body 

image issues than married women. Married men and women with cerebral palsy 

reported more psychological symptoms than did married able-bodied men and 

women, respectively. Adults with cerebral palsy who could ambulate in the 

community reported receiving more sexual information and having more sexual 

experience than those adults with cerebral palsy who could not ambulate in the 

community. The results of the Cho et al. study suggest that psychosexual 

functioning may be dependent upon gender, level of physical function, and 

marital status. Adults with cerebral palsy who are male, unmarried, and have low 

levels of physical ability may have less psychosexual functioning than other 

adults with cerebral palsy and adults from the general population. 
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Difficulties in communication have been highlighted as a concern of adults 

with cerebral palsy (Turk et al, 1995). Bottos et al. (2001) identified poor speech 

as a major issue of adults with cerebral palsy. Hearing and vision impairments 

also contribute to communication problems. Turk et al. stated that language and 

cenfral processing difficulties hampered communication, especially for those 

individuals with intellectual impairment. Communication may become more 

difficult with age, due to pulmonary changes having an adverse effect on breath 

confrol during speech. 

Self-concept and self-esteem. There is little research comparing the self-

concept and self-esteem of adults with cerebral palsy with that of adults in the 

general population. It may be possible, however, to gain an insight into the self-

concept and self-esteem of adults with cerebral palsy through the literature on 

children and adolescents with the condition. The majority of the empirical 

evidence (e.g., King, Shultz, Steel, Gilpin, & Gathers, 1993; Manuel, Balkrishnan, 

Camacho, Paterson, & Koman, 2003a; Ostring & Nieminen, 1982) has refuted the 

propositions that children and adolescents with disabilities may have poor self-

concepts (e.g., Abramson, Ash, & Nash, 1979) and low self-esteem (e.g., Bryan & 

Herjanic, 1980; Minde, 1978; Strax, 1988), in comparison to their peers without 

disabilities. In her review of 10 studies that examined the self-esteem of children 

with physical disabilities, Llewellyn (2001) concluded that the presence of a 

physical disability did not mean that a child would have low self-esteem. 

King et al. (1993) investigated the self-concept, social self-efficacy, 

personal values, and interpersonal styles of 53 adolescents with disabilities 

(cerebral palsy, n = 27; cleft lip or palate or both, n = 17; spina bifida, n = 9). 
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Because there was only one significant difference between adolescents with 

different disabilities (i.e., adolescents with cleft lip or palate or both scored higher 

than adolescents with cerebral palsy on the measure of athletic competence), data 

from the 53 adolescents were combined in the later analyses, which compared the 

male and female adolescents' scores with male and female scores from a 

normative sample. Although King et al. adjusted the Type I error rate for multiple 

tests of significance and commented on the power of these tests in the discussion, 

they did not report the effect sizes for the differences between the study sample 

and the normative sample on the variables of interest. Estimates of Cohen's d, 

however, could be calculated from the statistics the authors provided. In regard to 

self-concept, the largest differences between the two samples (i.e., adolescents 

with disabilities and adolescents from a normative sample, for both males and 

females) occurred for the following subscales: athletic competence (females, d = 

0.87; males, fi? = 0.62), social acceptance (females, f̂ = 0.82), romantic appeal 

(females, d = 0.72; males, d = 0.66), and physical appearance (females, d = 0.50). 

In all of these medium to large effects, the scores of the adolescents in the 

normative sample were higher than the adolescents with disabilities. 

No significant differences were found in the social self-efficacy and self-

acceptance of adolescents from the two samples (King et al., 1993). Two effect 

sizes of small to medium magnitude, however, were calculated. Females with 

disabilities had lower social self efficacy (d = 0.29), but higher self-acceptance (d 

= 0.32) than females without disabilities. No significant differences were found 

for personal values. Thi-ee effect sizes of small to medium magnitude, however, 

were calculated. Females with disabilities placed greater importance (d = 0.42), 
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and males lesser importance (d = 0.31), on achievement than adolescents without 

disabilities. Females with disabilities also placed lesser importance on variety than 

those without disabilities (d = 0.24). In terms of their interpersonal style, 

adolescents with disabilities were less independent (males, J = 0.51; females, d = 

0.46) and less persistent (females, d = 0.87; males, d = 0.48) than adolescents 

without disabilities. 

Magill and Hurlbut (1986) found no difference in overall self-esteem of 

adolescents with or without cerebral palsy. Female adolescents with cerebral 

palsy, however, were found to have poorer self-esteem than male adolescents with 

cerebral palsy and adolescents without disability. Caution is required when 

interpreting these results, because Magill and Hurlbut followed their multivariate 

analysis of variance with univariate analysis, a procedure that does not control for 

inflation of Type I error (Schutz & Gessaroli, 1993). Magill and Hurlbut did not 

calculate effect sizes for these differences. Cohen's d values, however, could be 

estimated from the statistics provided. Specifically, female adolescents with 

cerebral palsy had lower physical self-esteem than males with cerebral palsy (d = 

1.49), males without disability (d = 1.46), and females without disability (d = 

1.26). Females with cerebral palsy also scored lower on social self-esteem than 

males (d = 0.59) and females (d = 1.35) without disability. The magnitudes of 

these effects, however, are particularly striking. Magill and Hurlbut explained 

these differences between males and females, and adolescents with and without 

disability, within an interactionist framework, where self-esteem stems from 

interactions with others. Females may place more importance on social interaction 

than males, may have greater awareness of how others perceive them, and may 
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judge physical appearance to be important for successfully engaging with others 

in a social context. It would follow that the physical self-esteem of females with 

cerebral palsy would be lower than that of other adolescents. 

Blake and Rust (2002) produced contrary evidence, however, finding a 

positive association between physical impairment and social self-efficacy. 

Included in their sample of 48 university students with disabilities were eight 

students with cerebral palsy. Social self-efficacy was positively associated with 

the visibility and severity of the disabilities, as rated by the first author (rs = .30 

and .33, respectively). There was a negative association between social self-

efficacy and age of onset of disability (r = -.35), suggesting that students with 

congenital disabilities may have had higher social self-esteem than students with 

acquired disabilities. 

There may be a number of reasons why the association between physical 

impairment and social self-efficacy in the Blake and Rust (2002) study was in the 

opposite direction to those of other studies. First, the sample comprised college 

students, who, compared with other people with disabilities, may have had to 

overcome barriers to achieve in education at the tertiary level. SuccessfiiUy 

overcoming obstacles may have lead to higher self-efficacy. Second, people with 

visually obvious disabilities may have had to accept their disabilities quicker than 

those who were able to hide their disabilities from other people. Third, being 

college students, they may be way ahead of the general population in terms of 

academic, intellectual, and social ability. 

In the Manuel et al. (2003a) study of 50 children and adolescents with 

cerebral palsy, four variables were associated with self-esteem: gender, physician-
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assessed functional status, perceived parental over-protectiveness, and perceived 

impact of disabitity. These variables explained a substantial proportion of 

variance in self-esteem scores (R^ = .45); but only gender and perceived impact of 

the disability were significantly associated with self-esteem. Females and those 

who had more adverse perceptions of the impact of their disability reported lower 

self-esteem compared to males and those who perceived the impact of their 

disabilities to be low, respectively. 

Social support. Few studies have investigated the effects of social support, 

or lack thereof, and adults with cerebral palsy. This lack of research attention may 

be somewhat surprising because social support has been shown to have a key 

influence on psychological health (Penninx, Kriegsman, van Eijk, Boeke, & Deeg, 

1996; Uchino, Cacioppo, & Kiecolt-Glaser, 1996). Researchers have typically 

focused on the social support received by the parents and families of people with 

cerebral palsy (e.g., Brehaut et al., 2004; Kim & Kumar, 2004; Manuel, 

Naughton, Balkrishnan, Paterson Smith, & Koman, 2003b), rather than that 

received by those with the condition. Two studies (King et al., 1997; Martin & 

Mushett, 1996), however, have provided some insights into social support and 

people with cerebral palsy. 

In their study of 78 elite swimmers with disabilities (45 of whom had 

cerebral palsy), Martin and Mushett (1996) found that fiiends, parents (mothers 

more so than fathers), and coaches were primary providers of social support for 

the athletes. Friends and parents were prominent in providing non-sport-related 

social support, whereas coaches gave the swimmers greatest support in the sports 

setting. Social support was positively associated with self-esteem. Moderately 
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large relationships were found between self-esteem and three aspects of social 

support: emotional challenge (r = .40), listening (r = .37), and technical challenge 

(r = .37). Although these findings may suggest that higher levels of social support 

may benefit self-esteem, a weakness of the study was that self-esteem was 

measured by a single item, "How confident are you in your ability to train to 

achieve your athletic potential?" This item seems to tap the self-efficacy 

constmct, more than it does self-esteem. More research is necessary to establish 

the possible effect of social support on self-esteem. 

King et al. (1997) investigated the efficacy of a 10-week social skills 

training programme for 11 withdrawn unpopular children (i.e., those not well 

liked by their peers; M = 12.0 years old), eight of whom had cerebral palsy. The 

20-session training programme focused on five key areas: conversational skills, 

coping with difficult others, initiating interactions with peers, interpersonal 

problem solving, and verbal and nonverbal communication. Although these 

children were considered to be withdrawn and unpopular (as determined by their 

teachers' ratings of their popularity with classmates), their scores on measures of 

global self-worth, social acceptance, classmate support, close friend support, and 

loneliness were not too dissimilar from those of a normative sample of children 

without disabilities. From the statistics provided, I calculated Cohen's lvalues. 

The children in the training programme had higher global self-worth (d = 0.28), 

lower social acceptance (d = 0.55), lower classmate support (d - 0.23), higher 

close friend support (d = 0.71), and greater loneliness (d = 0.62) than the children 

in the normative sample. These results provide an unclear picture of what these 

children were experiencing. It seems that they were not accepted by many 
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classmates, but were successful in having a few close friendships. Between the 

pretest and postest of the programme there was an increase in the childrens' 

perceptions of their social acceptance (d = 0.55). There were no other changes at 

posttest, but the children's feelings of loneliness had reduced between the posttest 

and the six-month follow up (d = 0.70). Although this study highlighted that some 

children with cerebral palsy may experience adverse social circumstances, the 

extent of the unpopularity of the children with disabitities may not have been that 

substantial and the measures used may not have been sensitive to large differences 

in classmate popularity. 

Summary 

In summary, there has been minimal study of the health of adults with 

cerebral palsy. Studies have shown that adults with the condition typically 

experience a variety of physical health issues and a decline in function, which is 

faster than for people from the general population, as they grow older. 

Researchers who have investigated the psychosocial health of adults with cerebral 

palsy have suggested that these people may conunonly experience negative mood 

states, low self-esteem, and low social support. There have been few studies in 

this area, however, and some of this research has been equivocal. For example, 

cerebral palsy may influence certain domains of self-esteem (e.g., physical) more 

so than global self-esteem. In future investigations of the health and psychosocial 

fimctioning of adults with cerebral palsy, the findings of previous research offer 

strong rationale for the inclusion of physical health, functional health, mood, self-

efficacy (possibly physical self-efficacy, in particular), and social support as 

potential variables of interest. 
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The Management of Cerebral Palsy Through Exercise 

Exercise may be a core factor in a multidisciptinary approach to the 

management of cerebral palsy (Bmnstrom, 2001). Through gaining and 

maintaining physical fitness, many people with cerebral palsy may be able to 

retain mobility and independence for longer periods of time, fri this section, I 

briefly review the research on the physical activity levels, energy expenditure, 

physiologic exercise potential, and trainability of people with cerebral palsy. 

Physical Activity Levels 

To compensate for loss of function due to the natural ageing process and 

changes relating to their condition (e.g., contractures, pain, reduced mobility, 

spasticity), people with cerebral palsy may need to do a greater amount of 

exercise than people in the general population (Rimmer, 2001). Research has 

shown, however, that adults with cerebral palsy typically are not doing sufficient 

exercise to meet USDHHS (1996) recommendations for the general population 

(Heller et al., 2002; Turk et al, 1997). In the Heller et al. study, for example, 

approximately half of the adults with cerebral palsy exercised, with the frequency 

of exercise being, on average, 1.6 times per week. 

The sedentary living of people with cerebral palsy may begin in childhood 

and adolescence. Longmuir and Bar-Or (2000), in their study of 987 young people 

with health conditions (i.e., physical disabilities, chronic medical conditions, 

visual impairments, hearing impairments), found that a greater proportion of 

young people with cerebral palsy led sedentary fives than people with other 

conditions. 
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Energy Expenditure 

People with cerebral palsy typically have greater energy requirements than 

people who do not have this condition (Hemingway, McGrogan, & Freeman, 

2001; Johnson, Ferrara, & Poehlman, 1993; Johnson, Goran, Ferrara, & 

Poehhnan, 1996; Johnson, Hildreth, Contompasis, & Goran, 1997; Rose, Gamble, 

Burgos, Medeiros, & Haskell, 1990; Rose, Gamble, Medeiros, Burgos, & Haskell, 

1989). Johnson and colleagues (Johnson et al., 1996; Johnson et al., 1997) have 

found athetosis and ambulation to be important contributors to higher energy 

expenditure. Athetosis may cause hypermetabolism in people with cerebral palsy. 

Physiological Exercise Potential 

People with cerebral palsy are able to perform aerobic and anaerobic 

exercise. The physical work capacity (PWC), measuring aerobic fitness, for 

people with cerebral palsy is approximately half that of people without the 

condition (Lundberg, 1978, 1984; Tobimatsu, Nakamura, Kusano, & Iwasaki, 

1998; van den Berg-Emons, van Baak, de Barbanson, Speth, & Saris, 1996). 

Similar results have been found for mean power, a measure of anaerobic capacity 

(Bar-Or, 1986; van den Berg-Emons et al, 1996). Factors that limit aerobic and 

anaerobic performance include involuntary movements (Lundberg, 1976), 

impaired coordination, spasticity (Bar-Or, Inbar, & Spira, 1976), and 

cocontraction of muscles (Unnithan, Dowling, Frost, & Bar-Or, 1996). 

The prescription of sfrength fraining for people with cerebral palsy has 

fraditionally been rare (Fowler et al, 2001), because of assumptions made about 

the likely responses of spastic muscles to maximal lifting. Bobath and Bobath 

(1984), for example, contended that strength training would increase spasticity 
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and promote associated reactions in people with cerebral palsy. Although tittle 

research has been conducted on the validity of these assumptions, the few studies 

that have been performed have found no basis for these warnings (Fowler et al, 

2001; Ross & Engsberg, 2002). Guidelines for the prescription of sfrength framing 

for people with cerebral palsy have recentiy become available (Laskin, 2003). 

Trainability 

Several studies have shown that the cardiovascular fitness of people with 

cerebral palsy can be improved through aerobic fraining (Bar-Or et al, 1976; 

Berg, 1970; Emons & Van Baak, 1993; Fernandez & Pitetti, 1993; Lundberg, 

Ovenfors, & Saltin, 1967; van den Berg-Emons, van Baak, Speth, & Saris, 1998). 

Changes in fitness have occurred despite many of the studies using low-intensity 

fraining programmes. Femandez and Pitetti (1993), for example, had seven 

ambulatory adults with cerebral palsy participate in submaximal exercise (i.e., 

eliciting heart rates between 40% and 70% of their PWC) for 30 minutes, twice 

per week, for eight weeks. For males and females, the PWC/body weight 

(mL/kg.min) improved 10.6% and 16.3%, respectively, between pretest and 

posttest. Depending on initial aerobic endurance and the intensity and type of 

fraining, improvements in cardiovascular fitness of between 5% and 25% are 

possible (Rushall & Pyke, 1990). The results from the participants in the 

Femandez and Pitetti (1993) study compare favourably with Rushall and Pyke's 

guidelines. The pretest and posttest PWC/body weight values for both men and 

women, however, were in the bottom 10% of values for the general population 

(American College of Sports Medicine, 2005). 
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Sfrength training can benefit people with cerebral palsy (Allen, Dodd, 

Taylor, McBumey, & Larkin, 2004; Blundell, Shepherd, Dean, & Adams, 2003; 

Dodd et al , 2002; Taylor, Dodd, & Larkin, 2004). fri their review, Dodd et al. 

found that the magititudes of the effect sizes (Cohen's d), for the participants' 

sfrength gains in the 10 reviewed studies, ranged from .24 (Lockwood, 1993) to 

5.27 (Damiano, Vaughan, & Abel, 1995). Several studies have also found 

fimctional (Damiano & Abel, 1998; Darrah, Wessel, Nearingburg, & O'Connor, 

1999; MacPhail & Kramer, 1995; O'Connell & Bamhart, 1995) and psychological 

(Darrah et al., 1999) benefits of participation in strength training interventions. In 

Damiano and Abel's study of children, for example, the largest functional benefits 

of a 6-week, individualised strength-training programme were found when the 

children were asked to walk as fast as they could, without miming. Velocity at 

the fastest walking speed increased from pretest to posttest (d = 0.44), which was 

mainly due to an increase in cadence (d - 0.64), rather than an increase in stride 

length (d = 0.13). At the fastest speed, children also achieved greater stability. 

In a recent study, Blundell, Shepherd, Dean, and Adams (2003) foimd that 

a 4-week fimctional sfrength training programme produced similar changes in 

walking speed (J = 0.51) in eight children with cerebral palsy. Contrary to the 

findings of Damiano and Abel (1998), however, the increase in speed was due to 

increases in stride length (d=O.Sl), rather than cadence (d = 0.l6). This contrast 

in findings may be due to differences in the strength-training programmes. The 

programme used in the Blundell et al. study had functional exercises using the 

children's own body weight as resistance. Exercises included standing balance 

exercises and sit-to-stands. The Damiano and Abel programme, however. 
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involved exercises for targeted leg muscles, using velcro-attached free weights. 

Both approaches were effective at increasing walking speed, and the most 

beneficial form of strength training may be dependent on the needs of the 

individual with cerebral palsy. 

Darrah et al. (1999) measured the effect of a 10-week exercise programme 

on the perceived competence of 23 adolescents with cerebral palsy. The 

programme took place three times per week and incorporated both aerobic and 

strength fraining. A substantial increase in the physical appearance subscale of the 

Self Perception Profile for Adolescents (Harter, 1988) occurred from pretest to 

posttest (z = -2.75), for those participants aged over 12 years. Although a confrol 

group was not included in this research, the findings provide strong 

encouragement for more research on the effects of exercise on the psychological 

well-being of people with cerebral palsy. 

Summary 

Involvement in physical activity may have an important role in the 

management of cerebral palsy. People with this condition, however, do not seem 

to be doing sufficient exercise to offset possible fimctional loss due to cerebral 

palsy. Although cerebral palsy limits the physiological exercise potential of 

people with this condition, their aerobic capacities and sfrength are frainable. 

Exercise prescription guidelines, for people with cerebral palsy, are available to 

fitness professionals. 
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Summary of Literature on Physical Activity, Health-Related Quality of Life, and 

Psychosocial Functioning 

Research has established a positive association between physical activity 

and HRQL and psychosocial functioning in the general population. Little is 

known, however, about the potential of physical activity to affect the HRQL and 

psychosocial functioning of people with congenital, chronic health conditions, 

such as cerebral palsy. From the few studies that have been conducted on the 

health of adults with cerebral palsy, several issues may need to be addressed by 

health professionals and further examined by researchers, including poor physical 

health, functional decline, negative mood states, low self-esteem in particular 

domains (e.g., physical), and lack of social support. These variables may be 

assessed psychometrically, using instmments designed around HRQL (that, 

among other constmcts, incorporates physical and functional health), mood, 

physical self-efficacy, and social support. Many of these health and psychosocial 

functioning issues may be improved through participation in physical activity. 

Until recently, however, practitioners have been cautious in prescribing certain 

types of exercise (e.g., strength training) for people with cerebral palsy, because it 

was assumed that such training would negatively affect their condition. Research 

has shown, however, that people with cerebral palsy can obtain positive physical 

benefits from aerobic exercise and strength training, and that their condition is not 

exacerbated through involvement in such physical activity. 

Purpose of the Thesis 

The original aim of this thesis was to examine the effect of physical 

activity on the HRQL and psychosocial functioning of adults with cerebral palsy. 
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In the fu-st study, the amount of physical activity engaged in by a sample of adults 

with cerebral palsy was quantified using several self-report measures. The 

concurrent measurement of HRQL, mood, physical self-efficacy, and social 

support allowed for their association with physical activity to be determined. I 

hypothesised that greater involvement in physical activity would be related to 

higher levels of HRQL and psychosocial functioning. I then planned to conduct 

two intervention studies. These two studies were designed to investigate the effect 

of warm-water aerobic exercise and sfrength training, respectively, on the HRQL 

and psychosocial fimctioning of adults with cerebral palsy. 

Following the correlational study (Study 1), I was unable to recmit 

sufficient participants for the two exercise intervention studies. Apart from 

making intervention studies using an experimental design impossible, this 

difficulty in recmiting participants raised the question of why these people with 

cerebral palsy did not want to be involved in physical activity (or, at least, 

physical activity research). One possibility was that negative experiences with 

physical activity in the lives of people with cerebral palsy might have adversely 

influenced their decisions to be active. The remairung three studies of this thesis 

were designed to investigate the meaning and experiences of physical activity in 

the lives of adults with cerebral palsy. In Studies 2, 3, and 4,1 examined the lives 

of adults with cerebral palsy who did minimal physical activity, who were 

engaged in physical activity, and who had done minimal physical activity before 

participating in exercise programmes, respectively. As a background to these 

studies, I review the literature on people's meanings and experiences of physical 

activity (Chapter 4). I also consider many other life experiences of aduUs with 
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cerebral palsy. A life history approach (Denzin, 1989a; 1989b) was the method of 

choice for these three studies. Such a design does not call for complete 

biographies of people, however, but may focus on specific topics of interest. 

Although I focused on the participants' involvement, or lack thereof, in physical 

activity, I also discussed other aspects of their lives that influenced the 

development of their personalities and their choices regarding physical activity. 
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CHAPTER 3 

STUDY 1 - THE RELATIONSHff BETWEEN PHYSICAL ACTIVITY, 

HEALTH-RELATED QUALITY OF LIFE, AND PSYCHOSOCIAL 

FUNCTIONHMG OF ADULTS WITH CEREBRAL PALSY 

Introduction 

Little is known about the levels of physical activity in which adults with 

cerebral palsy engage. Although studies of people with cerebral palsy have shown 

that most participated in some physical activity (Heller et al., 2002; Tiu-k et al., 

1997), it seems the frequency, duration, and intensity of activity did not meet 

USDHHS (1996) recommendations, or Rimmer's (2001) suggestion that people 

with cerebral palsy should do a greater amount of physical activity than people 

from the general population. 

In the descriptive study of her doctoral dissertation on people with another 

neurological condition, multiple sclerosis, Sutherland (2001) found that physical 

activity was associated with HRQL and psychosocial functioning. Sutherland 

reported medium to large correlations between physical activity and almost all 

subscales of the HRQL, daily hassles, and mood instmments. Medium to large 

positive and negative associations were also found for the measures of social 

support and depression, respectively. The aim of Study 1 was to establish physical 

activity levels in adults with cerebral palsy and to explore associations between 

physical activity, HRQL, and psychosocial functioning. 
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Method 

Participants 

The participants were 51 (32 male, 19 female) adults with cerebral palsy 

from Ausfralia and New Zealand. They ranged in age from 19 to 66 (M= 38.20, 

SD = 11.69). The distribution of the severity of cerebral palsy by type of motor 

disorder, topography, and motor function is shown in Table 3.1. Half of the 

participants (51%) required assistance to complete the questionnaire. 

Table 3.1 

Classification of Cerebral Palsy 

Classification system 

Motor disorder 
Spastic 
Dyskinetic 
Ataxic 
Mixed 

Spastic/dyskinetic 
Spastic/ataxic 
Dyskinetic/ataxic 
Spastic/dyskinetic/ataxic 

Topography*^ 
Quadriplegia 
Triplegia 
Diplegia 
Hemiplegia 
Monoplegia 

GMFCS level'' 
1 
2 
3 
4 
5 

Present study %^ 

51.0 
7.8 
3.9 

7.8 
5.9 
7.8 

13.7 

37.5 
2.5 

25.0 
30.0 

2.5 

5.9 
23.5 
15.7 
25.5 
29.4 

Stanley et al. 
(2000) %'' 

76.2 
5.8 
5.0 

12.4 

11.9 

23.6 
43.4 

Note. ^The percentages for motor disorder and typography do not total to 100% 
due to a small number of participants (ns = 1 and 1, respectively) not responding 
to these items. ''These comparison percentages are from the Westem Ausfralian 
Cerebral Palsy Register 1975-90 (A^= 756). ^To allow comparison with Stanley et 
al. (2000), topography percentages are for the spastic type of cerebral palsy, and 
mixed types that include spasticity. ''Higher GMFCS levels indicate greater 
functional impairment. 
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Measures 

A questionnaire was used to collect background information about the 

participants and to measure their HRQL, mood states, physical self-efficacy, and 

social support. The questionnaire can be found in Appendix B. 

Background Information 

Participants were asked to record their age and gender, to classify the type 

of disability they had, and to state whether they had any other long-term medical 

conditions. They were asked to classify the type of cerebral palsy they had by the 

parts of their bodies that are affected by the condition (i.e., quadriplegia, triplegia, 

diplegia, hemiplegia, or monoplegia), by the type of movement disorders they had 

(i.e., spastic, dyskinetic, ataxic, and/or rigid cerebral palsy), and by their gross 

motor function. An adaptation of the Gross Motor Function Classification System 

(GMFCS; Patisano et al., 2000) was used as a measure of gross motor function. 

The GMFCS has five levels that are differentiated based on the severity of 

cerebral palsy. The descriptions of the five levels of fimction from Patisano et al. 

were used in the survey and participants were asked to indicate the level that 

matched the severity of their cerebral palsy. To improve participant 

comprehension, the terms "gross motor skills," "an assistive mobitity device," and 

"assistive technology" were changed to "large physical movements," "a physical 

aid, such as a cane or walking frame," and "physical aids," respectively. 

Level of Physical Activity 

A modified version of the Physical Activity and Disability Survey (PADS; 

Rimmer, Riley, & Rubin, 2001) was used to measure the type and amount of 

physical activity in which the participants engaged. Rimmer et al. reported 
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adequate reUability for the instrument's four subscales: exercise, household 

activity, leisure-time physical activity (LTPA), and time indoors. Internal 

consistencies ranged from .67 (exercise) to .77 (time indoors), and the 1-week, 

test-retest reliability ranged from .78 (time indoors) to .95 (LPTA). Rimmer et al. 

tested the concurrent and predictive validity of the PADS by correlating subscale 

scores with measures of fitness (absolute peak VO2, relative peak VO2, maximum 

workload, and time to exhaustion). Judging the concurrent and predictive validity 

of the PADS against these measures of physical fitness is, however, questionable, 

because many people are quite active without having high levels of fitness. 

Therefore, the PADS may have gi-eater validity than is indicated by the 

associations found in the Rimmer et al. study. In addition, the measures of 

physical fitness focused solely on aerobic fitness. The largest association in this 

study was between time indoors and maximum workload, before a health 

promotion intervention (r = -.33). The instmment was able to detect differences in 

experimental and control groups, before and after a 12-week health promotion 

intervention. 

The PADS was modified for the present study, because the original 

instrument was designed for use during semi-stmctured interviews. It contained 

screening items, which assessed what parts of the participants' bodies were 

affected by their disabilities and what mobility aids they used, four sections of 

questions on physical activity levels, and a demographic information section. The 

screening items and demographic information section were not used in the present 

study, because the items were either in the background information section of the 

questiormaire or were irrelevant to the study. The exercise section asked 
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participants, "Do you currently exercise?" If they answered "yes," then they were 

directed to record the activities they performed and how much time (minutes per 

day and days per week) they spent on each activity. To assist comprehension, the 

following text was added: "Some examples would be mnning for 30 minutes a 

day on 3 days of the week, and swimming for 45 minutes on 1 day of the week." 

The LTPA section was formatted the same as the exercise section. The primary 

question was, "Do you currently participate in any sports, recreational, or physical 

leisure activities?" The word "physical" was inserted into this question so that 

activities that involved physical activity were elicited, rather than activities where 

the participant was sedentary. To assist comprehension, the following text was 

added: "Some examples would be playing basketball for 30 minutes on 1 day a 

week, and going ten-pin bowling for 60 minutes on 1 day a week." The household 

activity section focused separately on indoor activities and outdoor activities. 

These two parts were formatted the same as the previous two sections. The 

primary questions were, "Are most of your indoor household activities done by 

you or someone else?" and, "Do you do any outdoor household activities such as 

gardening?" To assist comprehension of the first primary question, the following 

text was added: "Some examples would be washing dishes for 15 minutes per day 

on 7 days of the week, and vacuuming for 90 minutes on 1 day of the week." To 

assist comprehension of the second primary question, the following text was 

added: "Some examples would be mowing the lawns for 30 minutes once a week, 

and gardening for 60 minutes per day on 2 days of the week." In the Rimmer et al. 

instmment, the time indoors section had two forced-choice questions and one 

open-ended question. The two forced-choice questions pertained to how much 
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time participants spent inside their homes during the week (Monday to Friday) 

and weekend (Saturday and Sunday). The response options were 1 (less than 6 

hours a day), 2(6 to 10 hours a day), and 3 (more than 10 hours a day). To avoid 

trichotomising continuous scales, however, these two questions were modified in 

the present study to allow for open-ended responses. The modified questions 

were, "From Monday through Friday, how many waking hours a day do you 

usually spend inside your home?" and "On Saturday and Sunday, how many 

waking hours a day do you usually spend inside your home?" The third question 

asked participants to record the average number of hours per day that they spend 

sitting or lying dovm, excluding sleeping at night. 

Health-Related Quality of Life 

The RAND 36-Item Health Survey 1.0 (Hays, Sherboume, & Mazel, 

1993) was used to measure HRQL. The questionnaire is identical to the Medical 

Outcomes Stiidy Short-Form Health Survey (SF-36; Ware & Sherboume, 1992); 

the scoring methods on two of the eight subscales, however, differ. The RAND 

survey was chosen because the distance between adjacent scores within each item 

is consistent throughout the instrument, whereas the coding of two items in the 

SF-36 (the severity item of the bodily pain subscale and the overall health item of 

the general health perceptions subscale) is different from the coding of the other 

items (i.e., the points on the scales are not equidistant). Although Hays et al. 

support Ware and Sherboume's rationale for the method of coding these items, 

they suggest that the method should be applied to all items, or not at all, rather 

than to selected items. The eight subscales included in the measure are: physical 

functioning, role limitations due to physical health problems, role limitations due 
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to personal or emotional problems, energy/fatigue, emotional well-beuig, social 

fimctioning, bodily pain, and general health perceptions. There is also an 

additional item that measures perceived change in health. The internal 

consistencies of the subscales are adequate, with alpha values ranging from .78 

(bodily pain and general health perceptions) to .93 (physical functioning). The 

instmctions for items 3 to 12 were changed to "The following items are about 

activities you might do during a typical day. Does your health, including your 

cerebral palsy, currently limit you in these activities? If so, how much?" The 

words "including your cerebral palsy" were added, because people with 

congenital disabilities may perceive their disabilities to be separate from their 

health. Also, the word "currently" was changed from the word "now" to improve 

the clarity of the question. The subscales each have between two and 10 items. 

The item, "Did you feel full of pep?" was changed to, "Did you feel full of 

energy?" to suit the Australian sample. The response choices were either 

dichotomous (yes or no) or on Likert scales ranging from 1-3 to 1-7 depending on 

the subscale. 

Mood States 

The Profile of Mood States-Short Form (POMS-SF; Shacham, 1983) was 

used to measure mood states. The instmment is a shortened version of the original 

65-item POMS (McNair et al, 1971). The shortened version consists of 37 

adjectives designed to assess six transient distinct moods or affective states: 

tension-anxiety, depression-dejection, anger-hostility, vigour-activity, fatigue-

inertia, and confusion-bewilderment. Each subscale has between five and eight 

items. Two adjectives were adjusted to suit the Australian sample (i.e., "bushed" 
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was changed to "tired," and "full of pep" was changed to "full of energy"). These 

word changes were consistent with prior research conducted with an Ausfralian 

sample (Sutherland et al., 2001). The instmctions were, "Below is a tist of words 

that describe feelings people have. Please read each one carefully. Then cfrcle one 

number on each line that best describes how you have been feeling during the past 

week, including today." The words "on each line" were changed from "to the 

righf to retain consistency in wording throughout the survey. Responses on a 5-

point Likert scale indicate the participant's level of agreement with each item 

ranging from 0 (not at all) to 4 (extremely). Shacham reported that the POMS-SF 

has good face validity and intemal consistency, with the alpha values ranging 

from .80 to .91. The POMS-SF was demonstrated to be a suitable substitute for 

the original instrument with the correlations (rs) between the scores of the original 

and shortened subscales ranging from .95 to .98. 

Physical Self-Efficacy 

The Physical Self-Efficacy Scale (PSES; Ryckman, Robbins, Thomton, & 

CanfreU, 1982) was used to measure physical self-efficacy. The 22-items 

represent two subscales: perceived physical ability (PPA) and physical self-

presentation confidence (PSPC). These subscales can be summed to produce an 

overaU physical self-efficacy score (PSE). Examples of items would be, "My 

physique is rather strong," (PPA item) and "Sometimes my laugh embarrasses 

me" (PSPC item). Participants respond to the items on a 6-point Likert scale, 

ranging from 1 (strongly disagree) to 6 (strongly agree). The instmctions on the 

instrument were, "Below is a list of statements that describe different physical 

qualities. Please read each one carefully. Then circle one number on each line to 
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indicate the extent to which you agree or disagree with the statement." The words 

"on each line" were changed from "to the right" to retain consistency in wording 

throughout the survey. Rykman et al. (1982, Study 1) found adequate intemal 

consistency values for the PPA (.84) and PSPC (.74) subscales, and for the PSE 

scale (.81). Rykman et al. also found support for the scale's constmct validity, 

convergent validity, discriminant validity, and predictive validity. 

Social Support 

The Multidimensional Scale of Perceived Social Support (MSPSS; Zimet, 

Dahlem, Zimet, & Farley, 1988) was used to measure social support. The 12-item 

instrument has three subscales that measure potential sources of support: family, 

fiiends, and sigiuficant others. The scores on the subscales can be summed to 

provide an overall measure of perceived social support. An example of an item 

would be "My family really tries to help me." The instmctions were, "Below is a 

tist of statements that describe different types of social support. Please read each 

one carefliUy. Then circle one number on each line to indicate the extent to which 

you agree or disagree with the statement." The words "on each line" were 

changed from "to the right" to retain consistency in wording throughout the 

survey. Participants respond to each item on a 7-point Likert scale, ranging from 1 

(strongly disagree) to 7 (strongly agree), with higher scores indicating greater 

perception of social support. Zimet et al. reported adequate intemal consistency 

scores, with alpha values of .87 (family), .85 (friends), and .91 (significant 

others). Test-retest scores after a 2-3 month period were .85 (family), .75 

(fiiends), and .72 (significant others). Research supports the concurrent validity 
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and constmct validity of the MSPSS (Kazarian & McCabe, 1991; Zimet et al., 

1988). 

Procedure 

Approval for this study was gained from the Victoria University Human 

Research Ethics Committee. We approached major disability organisations and 

university disability officers and asked them to promote our research to clients of 

those organisations who were eligible to participate in the research. To promote 

the research to adults with cerebral palsy who may not have been known to these 

organisations, the Media and Marketing Branch of Victoria University 

coordinated a media release. Participants received questionnaires either from 

some of the major disability organisations or from the researchers, at their request. 

Participants received an envelope that contained a covering letter, 

information sheet, the questionnaire, and a reply-paid envelope addressed to the 

researchers (see Appendix B). On the last page of the questionnaire the 

participants were invited to give personal details (name, address, daytime and 

evening phone numbers, email address), if they wished to receive information 

about participating in fiirther studies. 

Consistent with previous work on the health and weU-being of people with 

cerebral palsy (Longmuir & Bar-Or, 2000; Morgan & Balandin, 1997), only those 

people with the cognitive ability to respond to the questionnaire items were asked 

to participate in the research. Sufficient cognitive ability was determined by staff 

from disability organisations, who promoted the research to their clients, or was 

self-determined by the people with cerebral palsy who responded to requests for 

participants made through the media. Those people who did not have the motor 
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skills needed to complete the questionnaire were encouraged to participate with 

the assistance of a person or computer. The covering letter to participants, which 

accompanied the questionnaire, stressed that their responses to questiormaire 

items must be their own and not those of the person providing assistance. A 

further reason why people with intellectual impairment were excluded from the 

study is that they may have found it difficult to participate in the exercise 

intervention studies, in which they would have been invited to take part. In their 

research on the effect of co-contraction on the oxygen uptake of children with 

cerebral palsy, Unnithan, Dowling, Frost, and Bar-Or (1996) noted that children 

with intellectual impairment were unable to cope with the physical testing 

regimen used in their research. Although research with people who have cerebral 

palsy and intellectual impairments is clearly warranted, psychological and 

physical testing procedures may have to be different than those used with people 

with cerebral palsy who have no intellectual impairments. 

Informed consent was implied from the return of the questionnaire. The 

questionnaires were given non-identifying codes when they were received from 

participants. When the data were entered into a computer, the responses to 

questionnaire items were kept in a separate file from any identifying personal 

details provided. On completion of the present study, and of Studies 2, 3, and 4 in 

this thesis, a summary of findings for all four studies was sent to participants. 

Analysis 

Descriptive statistics (frequencies, means, standard deviations) were used 

to report the physical activity levels of people with cerebral palsy. Correlational 

analyses were performed to explore the relationships between the physical 
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activity, HRQL, and psychosocial functioning variables. Because the physical 

activity data were not normally distributed. Spearman's rho (rs) was used to 

measure the sfrength of the associations. Using Cohen's (1988) conventions, rs 

values of .10, .30, and .50, are considered small, medium, and large in magnitude, 

respectively. Because 76 tests were performed, statistical significance was judged 

at the .0007 level (i.e., a = .05/76). 

Results 

Physical Activity 

Most participants (70.6%) reported involvement in exercise. The activities 

that the participants were involved in ranged from those of low intensity (e.g., 

hand exercises for weak hands, massage, stretching) to those of high intensity 

(e.g., training for competitive swimming). Under half of the participants (39.2%) 

undertook leisure-time physical activity. Participants were involved in a diverse 

range of leisure time physical activities, with the more common activities being 

swimming (n = 5), ten-pin bowling (n = 4), bocce (n = 3), and wheelchair sports 

(n = 3). Approximately a quarter of participants were involved with indoor 

(28.0%) and outdoor (25.5%) physical activities. 

Participants were involved in almost one hour of physical activity per day 

(M= 51.76 mins, SD = 51.61). There was, however, a wide variation in time spent 

performing physical activity, ranging from no physical activity to almost 3 hours 

(177.86 mins). The descriptive findings for each type of physical activity are 

presented in Table 3.2. The statistics for the total sample are deceptive, because 

they are heavily skewed. Due to many participants not engaging in each type of 

physical activity, the means are lower than for those participants who performed 
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physical activity. To provide information on the participants who were involved in 

physical activity, descriptive statistics for the sub-samples of participants who 

undertook each type of physical activity are also provided in Table 3.2. 

Table 3.2 

Time Spent (Minutes Per Day) Performing Each Form of Physical Activity 

Total sample Sub-samples^ 
Type of physical activity N M SD N^ M SD 
Exercise 51 22.33 29.09 33 34.51 29.81 
Leisure-time physical activity 51 7.00 14.84 17 21.00 19.37 
Household activity 51 22.42 41.43 17 67.27 46.46 
Note. ^The sub-samples are of the participants who did each type of physical 
activity, respectively. ''These Â s are lower than the Â s reported for participation in 
each of these physical activity types because some participants indicated that they 
were involved in these activities, but did not record how much time they spent 
performing them. 

Health-Related Quality of Life and Psychosocial Functioning 

The descriptive statistics for the HRQL, mood, physical self-efficacy, and 

social support subscales are shown in Table 3.3. For most of these subscales, there 

were large variations in the participants' scores. Many of the distributions of data 

on the subscales were skewed. The physical functioning subscale was positively 

skewed, indicating that many participants experienced impaired levels of physical 

function. Both role limitations subscales and the social fiinctiorung subscale were 

negatively skewed. Participants typically reported low levels of role limitations. 

They also recorded high levels of social functioning. Four of the POMS subscales 

(tension-anxiety, depression-dejection, anger-hostility, confusion-bewilderment) 

were positively skewed, meaning that participants generally experienced low 

levels of these mood states. The social support subscales (family, friends, 

significant others) were all negatively skewed, indicating that participants 

typically experienced higher levels of social support from these sources. 
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Table 3.3 

Means and Standard Deviations of Health-Related Quality of Life and 

Psychosocial Functioning Subscales 

Measure of HRQL or psychosocial functioning 
HRQL 

Physical functioning 
Role limitations - physical 
Role limitations - emotional 
Energy/fatigue 
Emotional well-being 
Social functiornng 
Pain 
General health 

Mood 
Tension-anxiety 
Depression-dej ection 
Anger-hostility 
Vigour-activity 
Fatigue-inertia 
Conflision-bewilderment 

Physical self-efficacy 
Perceived physical ability 
Physical self-presentation confidence 

Social support 
Family 
Friends 
Significant others 

M 

21.91 
68.50 
74.00 
59.09 
70.84 
77.94 
72.06 
70.47 

0.91 
0.65 
0.69 
1.90 
1.44 
0.86 

29.57 
45.75 

4.87 
5.55 
5.97 

SD 

26.19 
40.66 
40.01 
18.69 
14.70 
22.02 
22.86 
20.56 

0.84 
0.58 
0.64 
0.85 
0.96 
0.73 

7.15 
9.73 

1.74 
1.34 
1.43 

Note. The possible ranges of subscale scores were: HRQL (0 to 100), mood (0 to 
4), physical self-efficacy (PPA, 0 to 60; PSPC, 0 to 72), and social support (1 to 
7). 

Relationships Between Physical Activity, Health-Related Quality of Life, and 

Psychosocial Functioning 

Only two subscales had an association with exercise of at least a medium 

magnitiide (see Table 3.4). Exercise was positively correlated with vigour-activity 

and negatively associated with social support from fiiends. Four HRQL subscales 

(role limitations - physical, social functioning, pain, general health) and the 

vigour-activity subscale of the mood scale were moderately correlated with 
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LTPA. There was a large correlation between household activity and the physical 

functioning subscale of the HRQL measure, and a medium, negative association 

between household activity and social support from fiiends. Total physical 

activity was associated, to at least a medium magnitude, with two HRQL 

subscales (physical functioning, role limitations - physical), vigour-activity, and 

social support from fiiends. 

Table 3.4 

Relationships Between Physical Activity, Health-Related Quality of Life, and 

Psychosocial Functioning 

Measure of HRQL or 
psychosocial functioning 

HRQL 
Physical functioning 
Role limitations - physical 
Role lunitations -
emotional 
Energy/fatigue 
Emotional well-being 
Social fimctioning 
Pain 
General health 

Mood 
Tension-anxiety 
Depression-dej ection 
Anger-hostility 
Vigour-activity 
Fatigue-inertia 
Confusion-bewilderment 

Physical self-efficacy 
Perceived physical ability 
Physical self-presentation 

confidence 
Social support 

Family 
Friends 
Significant others 

Exercise 

.14 

.18 

.18 

.19 

.12 

.11 
-.08 
.12 

.07 
-.01 
.04 
.31 
.06 
.14 

.06 

.08 

-.02 
-.28 
-.03 

Leisure-
time 

physical 
activity 

-.07 
.42 
.09 

.18 

.17 

.37 

.34 

.34 

-.21 
-.25 
-.07 
.30 

-.10 
-.19 

.15 

.18 

.04 
-.19 
.09 

Household 
activity 

.63* 

.08 
-.22 

-.07 
-.02 
.09 
.04 
.01 

.15 
-.18 
-.12 
.07 
.04 

-.12 

.24 

.03 

-.22 
-.32 
-.23 

Total 
physical 
activity 

.45 

.32 

.02 

.17 

.15 

.27 

.13 

.22 

.08 
-.25 
-.11 
.36 

-.01 
-.10 

.27 

.11 

-.16 
-.43 
.00 

Note. *p < .0007. 
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Discussion 

The profiles of participants with motor disorders recmited for the present 

study closely approximated those of larger samples of people with cerebral palsy 

(Stanley et al., 2000). Although there was a comparatively lower percentage of 

participants who identified themselves as having a pure spastic type of cerebral 

palsy, than was reported from the Westem Australian Cerebral Palsy Register 

(Stanley et al., 2000), and a higher number of participants with mixed-type 

cerebral palsy, this result may have been due to participant errors in self-

classification. Many adults with cerebral palsy may be unaware of their exact 

medical diagnoses, and, therefore, may have used the descriptors of each type of 

cerebral palsy to guide them. In contrast with someone who has been trained to 

differentiate between the types of cerebral palsy, it may have been difficult for 

many participants to omit some types of cerebral palsy in their self-diagnoses. 

The distribution of participants in terms of the degree of gross motor 

function, as measured using an adapted version of the GMFCS (Palisano et al., 

2000), was relatively even among the five levels of severity. No research has been 

published, however, that provides evidence of the distribution of gross motor 

function among people with cerebral palsy. The distribution may not be reflective 

of the population of people with cerebral palsy. The lower percentage of people 

with level 1 severity may be due to the recmitment strategies used in the present 

research. Major disability organisations were the principal sources of participants. 

These organisations, however, typically are in contact with people with more 

severe forms of cerebral palsy. Promotion of the present research through 

university disability officers and the media may have been ineffective in obtaining 
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an adequate number of participants with the milder forms of the condition. It is 

also plausible that some of the people with the milder forms of cerebral palsy 

received promotional material, but did not wish to identify themselves as people 

with this condition. 

It seems doubtful that the adults with cerebral palsy in this sample were 

involved in enough physical activity (and of the necessary intensity) to meet the 

recommendations for exercise in the general population (USDHHS, 1996), or 

Rimmer's (2001) more stringent suggestions for adults with cerebral palsy. 

Similar to previous research on adults with cerebral palsy (Heller et al., 2002; 

Turk et al., 1997), most people were involved in exercise. It is uncertain, however, 

whether the activities were engaged with sufficient intensity to produce 

improvements in physical fitness. Judging the intensity of exercise from the type 

of activity should be done with caution, because an activity that may not be of 

moderate intensity for people in the general population may be of sufficient 

intensity to lead to changes in fitness for people who are physically impaired. 

Research has demonstrated that people with cerebral palsy do more work when 

exercising at a similar intensity than people from the general population 

(Lundberg, 1978, 1984; Tobimatsu et al., 1998; van den Berg-Emons et al., 1996). 

Even in exercising due caution when interpreting these results, however, it seems 

that the adults with cerebral palsy were not engaging in enough physical activity 

of sufficient intensity to gain associated health benefits 

Although many of the participants reported involvement in exercise, few 

indicated that they took part in LPTA or were active in or outside of the homes. In 

part because of the severity of their conditions, many adults with cerebral palsy 
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were not involved with household physical activities, which restricted their 

opportunities to gain and maintain physical fitness. This lack of involvement in 

household physical activities contrasts with that of the general population, and 

would require compensation in other areas (e.g., a greater amount of exercise). 

The variation in each type of physical activity was substantial. The extent 

of engagement in physical activity ranged from no involvement to elite sport 

participation. Comparing those people involved with at least one type of physical 

activity with those people in the total sample, the participants involved in 

exercise, LTPA, and household activity spent, on average, 12, 14, and 45 minutes 

longer per day, respectively, perfomiing these activities than did the total sample. 

The participants who engaged in exercise did so to a sufficient extent to meet 

USDHHS (1996) recommendations. 

With the exception of the physical functioning subscale, the means on the 

HRQL subscales compare favourably with the results from the MOS (Hays et al., 

1993). The mean of the physical functioning subscale was substantially lower than 

the mean for males and females of the general population. With most of the items 

of the physical functioning subscale expticitly or implicitly requiring ambulation, 

it is not surprising that the mean on this subscale was low in the present study. 

Over half of the participants classified themselves at a GMFCS level that 

precluded ambulation without substantial assistance. Whereas the items on the 

physical functioning subscale required participants to compare their physical 

abitity against specific standards (e.g., tifting or carrying groceries), most of the 

items on the other subscales asked them to self-reference their responses (e.g., 

how they have been in the prior four weeks). Through responding to items with 
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respect to themselves, rather than specific standards, many participants reported 

positively about their HRQL. 

Participants tended to experience low levels of tension-anxiety, 

depression-dejection, anger-hostility, and confusion-bewilderment. The 

participants, however, reported feeling fatigue-inertia and vigour-activity to a 

moderate degree. The low levels of physical activity that many participants 

performed may have contributed to the feelings of low energy and high fatigue. 

The mean scores were similar to those of the cancer patients in Shacham's (1983) 

study. 

The participants' cerebral palsy seemed to affect their perceptions of their 

physical abilities more than their confidence with their bodies. In comparison to a 

sample of undergraduate psychology students (Ryckman et al., 1982, Study 2), the 

participants of the present study had substantially lower PPA and lower PSPC. 

Although researchers (e.g.. King et al., 1993; Manuel et al., 2003a; Ostring & 

Nieminen, 1982) have claimed that children and adolescents with cerebral palsy 

do not have lower self-esteem than their able-bodied peers, these researchers did 

not consider their physical self-efficacy. The findings of the present study suggest 

that the presence of cerebral palsy may affect self-esteem in the physical domain. 

The participants received social support from a range of sources. The data 

for all three forms of social support (i.e., family, friends, sigruficant others) were 

substantially negatively skewed. Some participants received high levels of social 

support. There was wide variation, however, in the degree of support participants 

received. The mean scores on each form of social support were within one 
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standard deviation of the mean scores of undergraduate students in the Zimet et al. 

(1988) stiidy. 

There appeared to be a pattern in the comparison between the participants' 

scores on the HRQL and psychosocial fimction subscales and scores from 

normative data. The participants with cerebral palsy, from the present research, 

scored lower on subscales that related to their physical functioning. The higher 

scores on the other subscales seem to suggest that they may have found other 

ways to lead enjoyable lives and did not dwell on the consequences of their 

impairments. 

In general, the types of physical activity were weakly associated with the 

measures of HRQL, mood, physical self-efficacy, and social support. The 

sfrongest correlation was between household activity and physical functioning. 

The physical functioning subscale may have served as a proxy for the degree of 

physical impairment. Those adults who were less physically impaired undertook 

more household activity. 

Several moderate to large associations were found between LPTA and 

HRQL subscales. The presence of these correlations, and the absence of similarly 

sized associations between exercise and these HRQL subscales, suggested that the 

activity type was pertinent. Generally the activities that the participants recorded 

as exercises were directed towards maintaining and improving fitness and 

physical function (e.g., gym exercises, physiotherapy, stretching), and may not 

have been enjoyable for participants, whereas LPTAs are performed for fun (e.g., 

pool/snooker, ten-pin bowling, wheelchair sports). A further distinction was that 

the exercise activities are those that people typically perform on their own or with 
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professional assistance (e.g., physiotherapy), whereas the LIP As are those that 

people generally participate in with others. 

A potential reason for the lack of a greater number of sizable relationships 

between physical activity and the HRQL subscales is the use of the RAND 

instmment (Hays et al , 1993) as the measure of HRQL. This questiormaire was 

designed for the general population, and may not have been sensitive enough to 

detect differences in HRQL for people with cerebral palsy. The high degree to 

which the data were skewed tends to support this conclusion. Although 

instmments have been developed to measure HRQL in people with a variety of 

health conditions, a questiormaire has yet to be developed for adults with cerebral 

palsy. 

The medium-sized correlations found for the vigour-activity subscale on 

the mood measure and exercise, LPTA, and total physical activity, may have been 

influenced by the physical fitness of the participants. Although physical fitness 

was not measured in the present study, involvement in physical activity often 

causes increased fitness, which, in tum, may contribute to the feeting of vigour. 

The apparent contradiction in findings between the positive or negtigible 

associations between the physical activity types and social functioning, and the 

negative associations between the types of physical activity and social support 

from friends, may be resolved by reviewing the content of the questions. The 

items in the social functioning subscale pertained to the extent to which physical 

health or emotional problems interfered with normal social activities, whereas the 

social support from friends subscale has items relating to the closeness of 

relationships with others. The effect of physical health and emotional problems on 
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normal social activities may be independent of whether or not social support is 

received from friends. Further, whereas items in the social support subscale 

focused specifically on friends, the HRQL subscale more broadly included family, 

neighbours, and groups. 

A possible explanation for the negative associations between social 

support from fiiends and physical activity could be that many participants had 

friendships with people who did not value involvement in physical activity or did 

not participate in physical activity with the participants. Because their 

impairments may restrict the types of activities they are able to perform, some 

adults with cerebral palsy may seek out friendships with people who are not 

highly physically active (e.g., other people with disabilities) or with people who 

may not participate in physical activity with them (e.g., some carers). A number 

of the participants in the present study had extensive contact with other people 

with cerebral palsy and other disabilities, and with carers, through the disability 

organisations with which they were affiliated. Being in these types of 

environments may promote social interactions, but may, possibly, negatively 

affect involvement in physical activity. 

The associations between physical activity, HRQL, and psychosocial 

fimctioning are small in comparison to Sutherland's (2001) research on people 

with multiple sclerosis. In Sutherland's descriptive study, medium to large 

correlations were found for these variables. Although Sutherland's use of a 

disease-specific instmment to measure HRQL (i.e., the MSQOL; Vickrey, Hays, 

Harooni, Myers, & Ellison, 1995) may partially explain some of the findings, it is 

unlikely that the contrasting results could be attributable to differences in the 



65 

measures used. The differences in results were also apparent for mood and social 

support, and may have been due to the dissimilarity between the two neurological 

conditions: cerebral palsy and multiple sclerosis. Whereas cerebral palsy is an 

early onset condition, people develop multiple sclerosis much later in life. People 

with multiple sclerosis lose function, with associated psychological consequences, 

as part of the disease progression. In confrast, people with cerebral palsy do not 

know what it is like to be able-bodied, but grow and adapt to bodies that have 

impaired fimction from birth. 

The associations may have been attenuated, however, because of the 

pattems of responding. For example, many people reported that they had no 

involvement in at least one of the types of physical activity. Such restriction in the 

range of responses can reduce the magnitudes of correlations (Shavelson, 1988). 

A potential issue that could have skewed the HRQL and psychosocial 

functioning was that half of the participants required the assistance of another 

person to complete the questionnaires. The presence of another person (potentially 

a significant other) could have resulted in socially desirable reporting. Although 

not possible in the present research due to the wide geographical spread of 

participants, researchers conducting studies in the future could consider 

altemative questionnaire administration strategies. If the participants are local, for 

example, the researchers could administer the questionnaires themselves. 

A weakness of the present study is that the sample was not representative 

of the population of people with cerebral palsy in terms of cognitive function. 

Many people with cerebral palsy have associated intellectual impairments 

(Stanley et al., 2000; SCPE, 2002). Because some people with cerebral palsy and 
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intellectiial impairment would not have had the cogrutive ability to understand and 

to respond to the questionnaire items, they were excluded from participating in the 

present study. Given the number of people with cerebral palsy who also have 

inteUectual impairment, it seems worthwhile to understand how physical activity 

may affect HRQL and psychosocial functioning for these people. Research with 

people in this population would require the creation or use of instruments 

appropriate for the study of people with intellectual impairments, such as 

observational tools, pictorially based questionnaires, and third-party reports. 

In summary, the present research provides evidence that adults with 

cerebral palsy may not be engaging in sufficient physical activity to produce the 

improvements in fitness needed to obtain associated health benefits (USDHHS, 

1996), and to reduce the effect of functional decline due to ageing in combination 

with cerebral palsy (Rimmer, 2001). Although many people with cerebral palsy 

exercised, it is doubtful whether some of the activities the participants engaged fri 

were of an intensity that would bring about the desired changes in physical fitness. 

Physical activity was associated with only a small number of the HRQL, mood, 

physical self-efficacy, and social support subscales. This finding was in confrast 

to prior research that showed moderate to large associations between these 

variables in people with multiple sclerosis. An understanding of why relationships 

were not found between these variables may be gained through in-depth personal 

investigations of the role of physical activity in the lives of adults with cerebral 

palsy. Qualitative research is needed to achieve a deeper understanding of the 

meaning and experiences of physical activity for people with this condition. 

Through taking a life history approach, insight may be gained into how past 
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experiences with physical activity may influence current participation and 

psychosocial functioning. 
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CHAPTER 4 

REVIEW OF LITERATURE ON THE MEANING AND EXPERIENCES OF 

PHYSICAL ACTIVITY IN THE LIVES OF PEOPLE WITH CEREBRAL 

PALSY 

Following Study 1,1 intended to conduct two intervention studies to 

investigate the effect of warm-water aerobic exercise and strength training, 

respectively, on the HRQL and psychological well-being of people with cerebral 

palsy. Although most participants in Study 1 (49 of 51) indicated they would like 

to be involved in further research, few of those contacted wished to be involved in 

an exercise programme. 

The focus of the thesis changed to investigate the life histories of people 

with cerebral palsy. I designed three studies to consider the life histories, with 

specific interest on experiences with, and meaning of, physical activity, of people 

who (a) had minimal involvement in physical activity throughout their lives 

(Study 2); (b) had been involved in physical activity during their lives (Study 3); 

(c) had minimal involvement in physical activity before participating in a 10-week 

exercise programme, associated with this research (Study 4). I interpreted the 

participants' lives using classical and neo-psychodynamic theory. 

In this chapter, I review the literature on people's meanings and 

experiences of physical activity. Next, I consider those studies that have 

investigated aspects of the fives of people with cerebral palsy. Following this 

section, I present myself, in relation to the research topic. The chapter concludes 

with a statement of the purpose of Studies 2 to 4. 
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Meaning and Experience of Physical Activity 

Few studies have explored individuals' mearung of, and experiences with, 

physical activity using qualitative paradigms. Sport and exercise psychology 

researchers have typically preferred using quantitative frameworks (Culver, 

Gilbert, & Tmdel, 2003) to investigate the influence of physical activity on HRQL 

and psychological functioning. Although this approach has yielded much useful 

information, Mutrie (1997) has argued that qualitative research may be useful in 

understanding how physical activity affects psychological health. Berger, 

Pargman, and Weinberg (2002) attributed the lack of qualitative research to the 

focus, in Westem society, on utilitarian achievement and physical measures of 

exercise (e.g., heart rate, percentage of body fat), to the dominance of the medical 

model, and to many people lacking the skills for self-analysis. In those studies that 

have been conducted, using qualitative paradigms, researchers have typically 

focused on people with disabilities or older adults as participants. 

Several meanings of exercise have been commonly expressed in the 

literature (Berger et al , 2002). These meanings include: fun and enjoyment; 

freedom to choose, freedom from social values, and freedom from body and mind; 

health and appearance; time for one's self; creating an opportunity for self-

exploration, self-awareness, and self-reflection; becoming empowered and self-

responsible; communing with nature; delaying the ageing process; and spirituality. 

Meaning and Experience of Physical Activity for Older Adults 

Several studies have investigated older adults' experiences of physical 

activity (e.g., Crone-Grant & Smith, 2002; Dionigi, 2002; Stathi, Fox, & 

McKenna, 2002). In research with 28 retired older adults, Stahi et al. found that 
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physical activity had an important role in maintaining and enhancing many 

dimensions of subjective well-being (i.e., developmental, physical, mental, 

social). Physical activity was instmmental in assisting older adults to continue to 

develop. Having retired, some older adults stated that they had less at which they 

could be successful. Performing physical activity provided an opportunity for 

achievement. Physical activity staved off fimctional decline, meaning that 

independence could be continued. Physical activity also provided a chance to 

maintain a busy life, and influenced the participants' physical well-being. In this 

regard, physical activity was viewed as a way to improve fitness, thereby 

diminishing fimctional decline and enhancing health. Physical activity affected 

mental well-being in several ways. The older adults stated that, through physical 

activity, they were able to maintain their cognitive faculties, and keep a positive 

outlook on life. The older adults perceived they had greater control in their lives, 

had enhanced self-confidence, and had an improved body image. Involvement in 

physical activity also distracted the older adults from the negative consequences 

of ageing. Physical activity also had a role in the social well-being of the older 

adults. It allowed them to continue to interact with the world outside of their 

homes, and to maintain their family lives and social activities. Material well-being 

was also identified as a dimension of subjective well-being, but not influenced by 

involvement in physical activity. 

Dionigi (2002) conducted brief interviews with 110 Australian Masters 

Games' athletes with respect to the meanings they derived from their competitive 

sport participation. Two dominant themes emerged: adapting to older age and 

expressing youthfulness. With regard to adapting to older age, competitive sport 
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had a role in facilitating enjoyment, friendship, fitness, and travel; in forming 

individuals' identities; in enabling the display of competence; and in providing 

competition for the athletes. Within the "expressing youthfulness" theme were the 

ideas that competitive sport allowed athletes to regress to a time when they were 

younger, or to identify with people of a younger generation. It also permitted them 

to stave off functional decline, which they tended to associate with becoming 

older more than their chronological age. Diorugi's analysis of the data into two 

broad themes, however, may have been overly simplistic. Many additional themes 

seem evident in the data from participants that Dionigi cites, such as achievement, 

identity, and self-esteem. 

Meaning and Experience of Physical Activity for People with Disabilities 

Other researchers have investigated the perspectives of people with 

disabilities (Blinde & McClung, 1997; Cousminer, 2003; Goodwin & Compton, 

2004; Guthrie, 1999; Guthrie & Castelnuovo, 2001; Henderson & Bedini, 1995; 

Hutzler, Ftiess, Chacham, & Van den Auweele, 2002; Peganoff, 1984; Vogler, 

Koranda, & Romance, 2000). A strength of this literature is that the studies, 

collectively, have been conducted with people whose ages range across the life 

span, which allows some insight into how the meanings and experiences of 

physical activity may change, or remain similar, as a people with disabilities age. 

Vogler et al. reported a case study of the inclusion, with the assistance of an 

adapted physical education (PE) teacher, of a 6-year-old boy (Sammy), with 

severe cerebral palsy, in a kindergarten PE class. Although Vogler et al. did not 

interview Sammy about his experiences, perhaps because he was mostly 

nonverbal, the reactions of teachers and classmates may be informative about the 
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inclusion of a child with physical disability in early childhood physical education. 

Teachers and classmates socially accepted Sammy. As Vogler et al. clarified, 

however, this acceptance should not be equated with social competence. The 

adapted PE teacher stated that Sammy's male classmates acted as though his 

disability was not an issue for them, but some of the girls exhibited maternal 

pafronising behaviours. The classroom PE teacher had reservations about how the 

children would behave as they moved through subsequent school grades and the 

PE activities changed from being typically cooperative or individualistic, to being 

competitive. There were some activities in which children did not want to partner 

Sammy, because he was not as active as they were. With the assistance of an 

adapted PE teacher, Sammy was able to engage in physical activity with other 

children at a level that would not have been possible without assistance. 

According to the adapted PE teacher, Sammy was highly motivated to perform PE 

because he was involved in activities with his classmates. 

Wanting to be like other children, and to be accepted as part of their social 

groups were themes that were much clearer in studies with older children (Hutzler 

et al., 2002) and a girl in her early adolescence (Peganoff, 1984) with disabilities. 

Hutzler et al. (2002) investigated the experiences of 10 children (aged 9 to 14), 

eight of whom had cerebral palsy, with respect to their inclusion and 

empowerment in regular school PE classes. Although the researchers used a 

cognitive-behavioural framework to interpret the data, two, closely-related, 

psychodynamic themes were present in the data from the children, which were 

cited throughout the findings: identification with people who did not have 

disabilities, and intemalised ableism. Speaking about their involvement in PE -
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and, more generally, in school life - many children articulated the wish to be with, 

and to be like, their classmates. Involvement in PE provided children with the 

sense that they were tike other members of their classes. Two illusfrative quotes 

are, "I feel one of the group, like everybody else," (p. 311) and, "I want to be like 

everybody else" (p. 313). Exclusion from activities was distressing to some 

children, because it accentuated their differences from the other children. The 

intemalised ableism of some of the children was marufested in avoidance of 

association with other people with disabilities. Only two of the children 

participated in complementary extracurricular physical activity for people with 

disabilities. The children in the study consistently identified with people who were 

able-bodied, with one child stating that she felt ashamed if she was with other 

children who had disabilities. Hutzler et al. suggested that maladaptive behaviours 

and anxiety could result from the excessive avoidance of people with disabilities 

as role models, in favour of normative models, because there may be a larger gap 

between real and ideal self-images. 

Peganoff (1984) reported a case study of a 14-year-old female, who 

participated in an 8-week aquatic programme, which an occupational therapist 

facititated. The adolescent had spastic cerebral palsy, which affected the right side 

of her body. The posture of her right upper extremities was characterised by 

shoulder adduction, intemal rotation, and flexion of the elbow and wrist. The 

coordmation and function of her right shoulder was compromised. During the 

initial assessment, the therapist noted that the adolescent became fiiisfrated when 

executing some movements, and had poor self-image. The poor self-image 

manifested in a comment the adolescent made about herself, "I'm deformed, no 
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one wants me around. I can't do what my friends can" (p. 470). Although 

Peganoff mainly focussed on the physical and functional aspects of the treatment, 

various observations were made that gave insight into the adolescent's self-

concept and self-esteem. At the start of the intervention, the adolescent refused to 

participate in the programme in the presence of her mother and outside observers. 

She needed some coaxing to participate in the programme, and continually 

expressed concems about her physical appearance when wearing a swimsuit. The 

adolescent also frequently refeiTed to her swimming ability in negative terms. 

Although body image concems remained at the end of the programme, the 

adolescent participated in the presence of her mother and other guests. To try to 

feel more comfortable with her physical appearance, she became involved in a 

weight reduction programme. Other behavioural changes were that she became 

actively involved in the planning of the aquatic sessions and she began to pursue 

this activity in her free time, and with peers. Even though the description of the 

psychological outcomes of this case study was limited, Peganoff demonstrated 

that physical activity interventions might have many mental health benefits. A 

closer examination of the psychological outcomes of such interventions would 

seem warranted. 

As people with disabilities move through adolescence and adulthood, 

negative perceptions towards their own physical abilities, and negative attitudes of 

some people who provide access to physical activity participation, may reduce 

their opportunities to engage in physical activity with others (Cousminer, 2003). 

In Cousminer's paper, he described the difficulties he faced in joining a fitness 

centre. Cousminer was an undergraduate student with cerebral palsy who took 
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many months to join his university's fitness centre, because of his own 

perceptions (i.e., he did not feel he belonged in a fitness centre) and an initial 

failed attempt to join (i.e., there was no staff qualified to work with him and the 

cenfre stated that he was a liability). Through his doctor's intervention, however, 

he joined the cenfre and was able to perform an exercise programme with the 

assistance of a trainer. Subsequently, the centre introduced a programme to allow 

other people, who need assistance with gym equipment due to disability or injury, 

to perform effective workouts. This personal account illustrates some of the issues 

that adults with cerebral palsy confront when attempting to engage in physical 

activity. 

Given the personal and societal barriers that sometimes exist to people 

with disabilities who wish to engage in physical activity (Cousminer, 2003), 

programmes that facilitate the inclusion of people with disabilities in such 

activities may be beneficial for people in this population (Blinde & McClung, 

1997). Blinde and McClung investigated the influence of individuatised recreation 

programmes on the physical and social selves of 23 people with physical 

disabilities (aged 19 to 54). The recreation programmes were a range of physical 

activities, such as bowling, horseback riding, racquetball, and weightlifting. These 

programmes extended over periods of between 5 and 24 weeks. In terms of 

participants' perceptions of their physical selves, they experienced their bodies in 

new ways, they had enhanced perceptions of their physical attributes, they 

redefined their physical capabilities, and they had increased self-confidence to 

pursue new activities. With regard to their social selves, participants had more 

social interactions and experiences, and they initiated social activities with people 
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outside of the programmes. In essence, the participants seemed to have gained a 

greater sense of physical and social self-efficacy. 

The meanings of physical activity for women with disabilities reported in 

the literature are quite diffuse, with a common theme being the use of physical 

activity to maintain physical function (Goodwin & Compton, 2004; Guthrie, 

1999; Guthrie & Castelnuovo, 2001; Henderson & Bedini, 1995). Goodwin and 

Compton (2004) interviewed six women with physical disabilities (ages 22 to 37) 

about their experiences with physical activity and aging. Three themes emerged 

from the interviews on aging, disability, and physical activity: the experience of 

something normal, the loss of physical freedom, and the maintenance of function 

through involvement in physical activity. Aside from using physical activity to 

improve function, however, the researchers did not clearly delineate other roles of 

physical activity in the lives of these women. 

Henderson and Bedini (1995) interviewed 16 adult women (aged 29 to 53) 

about the value they placed on physical activity, the attitudes they had towards 

physical activity and disability, and the conditions necessary for physical activity. 

Three values of physical activity were identified: leisure, therapy, and mental and 

physical maintenance. These values were not mutually exclusive, in that women 

could have more than one value toward physical activity. Henderson and Bedini 

suggested that freedom of choice underpinned these values. Some women 

participated in physical activity to comply with advice from medical practitioners 

(i.e., those for whom physical activity was therapy), and others were involved for 

the enjoyment of performing the activity (i.e., those for whom physical activity 

was leisure). Henderson and Bedini, rather superficially, identified three types of 
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attitude toward participation in physical activity: conformers, resisters, and 

adjusters. The women could also fit more than one type. Conformers were those 

women who accepted that the decline in ability to perform physical activity was 

part of their conditions. Resisters were women who were determined to be 

involved in physical activity, despite their disabilities, and, sometimes, despite 

societal constraints. Adjusters were women who adapted to their situations by 

finding meaningful ways to participate in physical activity. Conditions necessary 

for women to be involved in physical activity were physical health (high energy, 

high stamina, low pain level), transportation to the place of physical activity, 

accessible places of physical activity, and social support from people with whom 

they could do physical activities. 

fri two studies (Guthrie, 1999; Guthrie & Castelnuovo, 2001), Guthrie 

explored how women with disabilities managed their disabilities, and the role that 

physical activity played in this process, tii both studies, through inductive content 

analysis, three general dimensions were identified in explaining the role of 

physical activity and disability management: minimising bodily significance, 

normalising the body, and optimising mind-body functioning. Some of the women 

managed their disability by minimising bodily significance. Mental, social, and 

spiritual activities were used to cope with their disabilities. These women 

participated in physical activity because of advice from medical practitioners, and 

generally perceived their involvement as an unpleasant experience. For some of 

these women, involvement in physical activity was motivated by the fear of the 

negative consequences, in terms of their disability, of not exercising. Other 

women managed their disabilities through normalising their bodies. Physical 
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activity was important in this process, as they tried to realign their bodies with 

able-bodied and feminine body-beauty ideals. That is, they used physical activity 

to improve function and to change the shapes of their bodies' (e.g., lose weight, 

gain muscle). Some women managed their disabilities by optimising mind-body 

fimctioning. With respect to their minds, these women typically determined their 

identity using their own criteria, rather than adopting societal values. With respect 

to their bodies, they performed physical activity to improve the quality and 

quantity of their motor performances. Women who managed their disabilities 

through the optimisation of mind-body functioning tended to be those women 

with congenital disabilities, more so than those women with acquired disabilities, 

who typically tried to minimise bodily significance or normalise their bodies. 

Summary 

The few studies that have investigated individuals' meanings and 

experiences of physical activity have provided evidence of the value of using 

qualitative frameworks for examining of the role of physical activity in people's 

lives. The interpretation of the data collected in these studies, however, has tended 

to be somewhat superficial, and the richness of the participants' stories has not 

been portrayed in depth. Researchers have typically provided joumalistic 

reportage, often reducing their ostensibly rich data to a limited number of themes. 

For people with disabilities, several issues were evident through the quotations 

provided by the researchers, and included: identification with people who did not 

have disabilities, intemalised ableism, compliance with advice from medical 

practitioners, sexuality and intimacy concems, and poor self-image. For older 

adults, issues of competence, identity, independence, regression to a younger age. 
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identification with younger people, and social connectedness were evident 

leitmotifs in the research. Although the researchers discussed some of these issues, 

a deeper consideration of individuals' experiences of physical activity, and what it 

means to them, is a fertile area for further research. 

Issues in the Lives of People with Cerebral Palsy 

Although cerebral palsy is primarily considered a physical condition, 

living with such a disability can have an influence on an individual's 

psychological development. In this section, I report on research that has 

highlighted issues that people with cerebral palsy have faced during their lives. 

Much of this research has been case reports of psychotherapy with people who 

have cerebral palsy (Acquarone, 1995; Blotzer, 1995; Donovan, 1995; Feuerstein, 

1995; Jureidini, 1988; Lantican, Birdwell, & Harrell, 1994; Olkin, 1995; Sullivan, 

1953). These cases demonstrate how the presence of a physical disability, such as 

cerebral palsy, can have a major effect on a person's psychological functioning. 

Common issues of the clients (and their parents) in these cases were: anger, 

coping with having a disability, depression, independence versus dependence, 

parental acceptance of disability, sexuality, and suicidal ideations and attempts. 

For clarity, I have presented these issues separately. In the cases, however, it was 

common for people with cerebral palsy to present with more than one of these 

issues. 

Anger 

Many of the clients in psychotherapy expressed anger at themselves, and 

their cerebral palsy, or at the judgemental and unaccommodating world they saw 

around them (Blotzer, 1995). Blotzer suggested that people with disabilities could 
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even be angry with themselves for being angry. In the case of Mathew (OUdn, 

1995), a 14-year-old with cerebral palsy, anger stemmed from his discomfort with 

the affected right side of his body, and from having to work hard at school to keep 

up with his classmates because of his functional loss. Matthew's anger manifested 

sporadically, and was expressed through punching filing cabinets and walls, 

through attempting to discredit his psychotherapist to avoid returning to the next 

session, and through lying to adults about the cause of his disability. These outlets 

for his anger represented safer targets than those that were the underling causes 

(e.g., possibly his classmates and parents). In other cases, however, anger is 

repressed (Donovan, 1995; Jureidini, 1988), and, in the case that Jureidini reports, 

anger found an outlet in quiet sarcasm and the consumption of alcohol. 

Coping with a Disability 

Issues of coping with disability were common among psychotherapy 

clients with cerebral palsy. One coping strategy present in two case studies was 

the separation of the mind and body (Jureidini, 1988; Olkin, 1995). Mathew, in a 

case Olkin described, attributed positive values to his "inner self," and attributed 

intemalised, negative messages about disability to his "outer self" He had a split 

self-concept, because he had not incorporated his disability into his self-concept. 

Olkin suggested that such a mind/body split could result in cognitive dissonance, 

or even symptoms that are more severe. The case of David, described by Jureidini, 

was similar to that of Matthew in how he separated mind from body. David 

idealised his mind and hated his body. One example of when the split was evident 

was in his projections of his fhistrations onto others. David felt that he would 
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have had fewer problems at school, if staff reatised that he had a "good" mind 

contained within a "bad" body. 

Depression 

Depression has been common in the case histories of the psychotherapy 

clients with cerebral palsy (Donovan, 1995; Feuerstein, 1995; Jureidiru, 1988; 

Lantican et al., 1994). Although the reasons for depression were not reported in 

two of these cases (Feuerstein, 1995; Lantican et al., 1994), a shared theme of the 

other two cases was the clients' failure to successfully achieve in the normal 

world. In the case of Sally (Donovan, 1995), the job she was employed in became 

too demanding for her. The severity of Sally's cerebral palsy was mirumal, and 

she perceived that people expected her to accomplish more than she was able. 

Coping with her cerebral palsy, however, seemed to require greater energy than 

Sally acknowledged and other people realised. After several years of employment, 

she was stmggling to perform her job, and became increasingly ill and depressed. 

Before she resigned from this job, Sally was feeling extremely exhausted and 

overwhehned. When Sally entered psychotherapy she had little empathy for 

herself, and blamed herself for her inability to do the work, rather than 

acknowledging that she had physical limitations due to her condition. 

Independence Versus Dependence 

The issue of independence versus dependence was prominent in a number 

of the psychotherapy cases (Blotzer, 1995; Feuerstein, 1995; Jureidini, 1988; 

OUdn, 1995). Key aspects of this issue are the concepts of competence and 

confrol. Having cerebral palsy limits physical functioning, and may make a person 

dependent on others to perform some of the activities of daily living for them. 
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Such a situation means that a person with cerebral palsy does not, and often 

cannot, display competence at a range of tasks. Relying on another person to 

perform these tasks diminishes the sense of control over the environment a person 

with cerebral palsy feels. 

For Diane, in a case Blotzer (1995) described, one of the times at which 

the issue of independence versus dependence arose was on her way to 

psychotherapy. On the day of Dianne's first session there had been a major 

snowfall and the snowplough operators had inadvertently covered most of the 

ramps around her psychotherapist's office with snow. Dianne was initially unable 

to enter the building driving her motorised wheelchair, and needed the assistance 

of two people who were walking past to life her and her wheelchair over a curb. 

Diane, who prided herself on being independent, found this experience 

demeaning. She was frustrated and angry with the snowplough operators, who had 

been unthinking in their placement of the snow, and with her psychotherapist, for 

not informing her that the building was inaccessible by wheelchair from the car 

park. 

Parental Acceptance of Disability 

The problems of parental acceptance of disability were discussed by many 

of the psychotherapy clients with cerebral palsy (Acquarone, 1995; Donovan, 

1995; Jureidiru, 1988). Having a baby with an abnormality, such as cerebral palsy, 

is an emotional blow to the parents, who have to grieve for the loss of their 

fantasised normal baby (Jureidini, 1988). How the parents then react towards the 

child over the subsequent years can have a profound impact on the personality of 

their child. Such was the case with Sally (Donovan, 1995). Sally's mother did not 
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accept her daughter's disability, and continuously tried to help Sally to overcome 

the disability, or, at least, minimise the extemal appearance of cerebral palsy. She 

mirrored her mother's lack of acceptance of cerebral palsy, which contributed to 

Sally discounting the influence of her condition on her difficulties she was having 

at work. Through psychotherapy Sally came to understand the impact of her 

cerebral palsy on her life and began to change of negative values towards 

disability. 

Sexual Behaviour and Intimacy 

Several researchers have identified sexual behaviour and intimacy 

concems as critical issues for adults with cerebral palsy (Joseph, 1991; Jureidini, 

1988; Shuttieworth, 2000; Steinbock & Zeiss, 1977; Turk et al., 1995). For adults 

with severe cerebral palsy, gaining sexual pleasure (e.g., by masturbating) is 

difficult because of their limited physical function (DeWolfe & Livingston, 1982; 

Donnelly, 1994). Sexual satisfaction is often dependent on others (e.g., 

caregivers) taking seriously the sexuality of the person with severe cerebral palsy 

and developing plans to afford the person with this condition the enjoyment of 

sexual experiences. 

For adults with cerebral palsy who wish to engage in sexual relationships 

with others, sigruficant sociocultural barriers exist (Joseph, 1991; Jureidini, 1988; 

Shuttleworth, 2000; Turk et al, 1995). Although prostitution and sex surrogacy 

remain options for people with cerebral palsy (Joseph, 1991), many desire sexual 

intimacy within a loving relationship. The desexualisation of people with cerebral 

palsy, however, makes attracting a potential partner difficult (Shuttleworth, 2000; 

Turk et al, 1995). Prominent social and cultural issues for the 12 men in 
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Shuttleworth's study included: adolescent isolation from situations in which 

sexual identities are formed and leaming about courting and sexuality happens; 

negative messages from parents about the likelihood of their children with 

cerebral palsy having sexually intimate relationships, which were often intended 

to protect their children from the heartache of possible future rejections; lack of 

sexual role models with disabilities; and unattainable cultural ideals of 

attractiveness. 

Suicidal Ideations and Attempts 

In some of the psychotherapy case histories, suicidal ideations (OUdn, 

1995) or suicidal attempts (Jureidini, 1988) were present. David, in a case 

Jureidini described, attempted suicide three times, following his failures to pass 

his matriculation examinations. Following his first suicide attempt, David's father 

arranged for him to attend a sheltered workshop, which David found enormously 

insulting because he had aspirations of gaining competitive employment alongside 

people from the general population. He experienced feelings of having lost confrol 

to his father, who David had ambivalent feelings towards; of having let dovm his 

mother; and of having been beaten by his body and by society. He attempted 

suicide by drinking kerosene. David was subsequently allowed to resit his 

matriculation examinations, but failed again and was transferred to the sheltered 

workshop. David experienced severe depression during the 18 months that 

followed, and attempted suicide a further two times. 

Summary 

There are few studies that have explored issues in the lives of adults with 

cerebral palsy. Much of the infomiation I have presented came from reports of 
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people with cerebral palsy in psychotherapy. In each case, psychological issues 

manifested, due, at least in part, to the client's cerebral palsy. The central theme to 

these issues appears to be the client's difficulties with meeting the demands of an 

unaccommodating society. Further research is required to explore more fully 

issues in the lives of adults with cerebral palsy. 

Summary of Literature on the Meaning and Experiences of Physical Activity in 

the Lives of People with Cerebral Palsy 

The examination of the meaning and experiences of physical activity in 

people with disabilities has been quite superficial From reading the quotations 

from participants, which have been reported in studies on the meaning and 

experiences of physical activity, several issues seem prevalent: identification with 

people who did not have disabilities, intemalised ableism, compliance with advice 

from medical practitioners, sexuality and intimacy concems, and poor self-image. 

Physical activity may also be connected with other issues faced by people with 

cerebral palsy, such as those explored in psychotherapy cases: anger, coping with 

having a disability, depression, independence versus dependence, parental 

acceptance of disability, sexuality, and suicidal ideations and attempts. For 

example, participation in physical activity may increase the independence of some 

people with cerebral palsy by enhancing their levels of function. Research is 

needed to explore the meaning and experiences of physical activity, and its 

connection with other issues they have faced, in the lives of adults with cerebral 

palsy. 
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Purpose of Studies 2, 3, and 4 

The aim of the three studies that follow was to investigate the meaiung and 

experiences of physical activity of adults with cerebral palsy. The following three 

studies investigated the meanings and experiences of physical activity within the 

lives of six adults with cerebral palsy. I conducted Study 2 with two adults who 

had been involved in minimal physical activity throughout their lives. I used a life 

history method (Denzin, 1989a, 1989b) and paid special attention to the 

participants' experiences with physical activity and their attempts to be physically 

active. In Study 3,1 employed an identical design to Study 2. The participants in 

Stiidy 3, however, were two adults who were involved in physical activity. The 

design of Study 4 departed from the designs of Studies 2 and 3 through the 

embedding of physical activity interventions in the life histories. Study 4 involved 

two adults who had engaged in minimal physical activity throughout their lives 

(as did the Study 2 participants). One participant undertook a warm-water exercise 

programme, which occurred as part of his attendance at a day centre for people 

with disabilities, and the other participant received physical frairung in a 10-week 

weight-trairung programme. 
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CHAPTER 5 

STUDY 2 - LJFE HISTORIES OF ADULTS WITH CEREBRAL PALSY WHO 

HAD MnvraVlAL INVOLVEMENT IN PHYSICAL ACTIVITY 

Introduction 

In Study 1, many of the participants reported minimal involvement in 

physical activity, and the relationships between physical activity and aspects of 

HRQL and psychological well-being were typically small in magnitude. Given the 

much larger associations between physical activity, HRQL, and psychological 

well-being in Sutherland's (2001) multiple sclerosis research, the findings from 

Study 1 are somewhat surprising. I suggested (see Study 1) that a possible reason 

for these differences could be the timing of the onset of these two neurological 

conditions. Unlike people with multiple sclerosis, people with cerebral palsy 

never acquire some of the functional capabilities of those who are able bodied. 

Further functional loss may also occur earlier in life for people with cerebral palsy 

than for people with multiple sclerosis. Perhaps the experiences of physical 

activity for people who have had disabilities throughout their lives, such as those 

with cerebral palsy, may be different to those who have acquired a disability in 

adulthood. 

Insight into the significance of physical activity to people with cerebral 

palsy may be gained through an investigation of the lives of people with this 

condition, fri the present study, I explored the lives of two people with cerebral 

palsy who had minimal involvement in physically activity throughout their lives, 

with the aim of understanding the meaning and experiences of physical activity. 
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Method 

Participants 

The participants were two women with cerebral palsy: Judy, aged 60, and 

Alana, aged 29. Both participants had spastic hemiplegia. They had engaged in 

little or no physical activity throughout their lives. Additional characteristics of 

these participants and the method by which they were recmited are detailed within 

each of the life histories. 

Design 

Denzin's (1989a, 1989b) approach to conducting life history research was 

used to guide the present study. According to Denzin, a life history need not 

incorporate all aspects of a person's life, but may concentrate on a selected topic 

of interest. The focus of the present study was on participants' experiences of 

engaging in, or attempting to engage in, physical activity, as well as their 

perceptions of other people and events in their lives that may have contributed to 

these experiences. 

The Researcher 

By conducting the interviews, I was the instmment used for data collection 

in the present study. These life histories are what Sparkes (2002) terms modified 

realist tales. That is, although the life histories are realist tales, they do contain 

elements oiconfessional tales. A realist tale has four main features: the almost 

complete invisibility of the researcher from the written description of the research 

to try to convey scholarly authority, the systematic focus on minute detail, the 

attempted portrayal of the points of view of those being studied, and the 

researchers' interpretations of the participants' worlds (interpretative 
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omnipotence; Van Maanen, 1988). A confessional tale has three main features: 

the written description of the researchers' presence in the research process, the 

articulation of the researchers' points of view, and the argument that the research 

data were uncontaminated, despite the researchers' confessions of difficulties 

conducting the research. Like a realist tale, to ensure the voices of my participants 

come through sfrongly, I have made extensive use of quotations from them. I also 

used interpretative omnipotence, in that I have analysed the data in accordance 

with the theory I have chosen and the research question I sought to answer. Like a 

confessional tale, my voice is a necessary component of this research. My cerebral 

palsy had an influence on the dynamics between the participants and me and on 

my interpretation of their stories. This influence has been detailed in the reporting 

of the life histories. Before launching into the participants' life histories, I provide 

some context and evolution of this research. I present some of my experiences, to 

provide some background as to where I am positioned on many of the issues that 

the participants raised during the interviews. This background primarily focuses 

on my experiences with physical activity. I then comment on my experiences as 

an interviewer. 

Context and Evolution of the Research 

I did not want to do this research. I had been extremely successful at 

avoiding people with cerebral palsy, and, generally, people with disabilities my 

whole life. I saw myself as a person who happened to have cerebral palsy, rather 

than a person with cerebral palsy. The cerebral palsy was a separate, and much 

unwanted, part of me. I was raised by my parents as a "nonnal" child, who was 

going to succeed in the normal world, and who received the message that I should 
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not use my disability as an excuse for anything. In brief, I strongly identified with 

people without disabitities. 

The choice of this topic for research was, in the begirming, not mine. I had 

originally decided on a topic in applied sport psychology. After 18 months from 

the start of my enrohnent in a PhD, however, I was stmggling to find participants, 

and the data I was collecting seemed messy, being confounded by several 

envirorunental variables. I spoke with Mark, my later co-supervisor, about the 

issues I was having, and we agreed that a change of topic was necessary. He 

suggested the present topic. I was ambivalent in that I greatly admired the work of 

another PhD student in the area of exercise, HRQL, and psychological 

functioning, but detested the thought of conducting research with people who had 

the same disability as I did. Quickly, however, I realised that time was ticking and 

that having supervisors who liked my topic, even if I did not, was valuable. I just 

wanted to get my PhD done. 

My Life Experiences 

My Mum recently recalled to me an early experience I had with physical 

activity. Mum and Dad had bought me a blue pedal car, with the anticipation that 

I would enjoy sitting in it, when Mum was hanging washing on the line. I had 

other ideas, however, and was able to pump the pedals with my feet and drive up 

and down the driveway. I can only recall positive experiences in regard to my 

family and my attempts at physical activity when I was a boy. After the pedal car 

came a tricycle (with blocks and straps so that my feet would stay on the pedals) 

and, later, a bicycle with training wheels. Mum spent hours with me helping me 

leam to waUc, and there were hours of fun playing sport (mainly cricket), either 
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with my Mum or my Grandad. My Grandpop and Nana also encouraged my 

interest in sport. I would spend hours on Saturday afternoons watching sport with 

either of my grandfathers. Even though I would never be competitive in sports 

with "normal" people, I was able to demonstrate competence through the 

progressive development of my skills, and would relish opportunities to practice 

my skills by myself, or with others. Through reflecting on these experiences, I felt 

satisfaction in what I was achieving, and decided to continue participating in 

physical activity. 

One of my earliest memories was of watching the Los Angeles Olympics 

on television. I was captivated by seeing the athletes excel, and, in hindsight, 

probably identified strongly with them. It probably did not hurt, also, that New 

Zealand did particularly well during those games. 

These experiences may have contributed to my intemalised ableism, which 

developed in tandem with disparaging attitudes towards people with disabilities. 

Although my parents did not explicitly promote negative attitudes towards people 

with disabilities, some of the messages I received were that people with 

disabilities were inferior to those who were able-bodied. For example, early on in 

my life I did not interact with other people with disabilities on the advice of a 

physiotherapist. The physiotherapist and my parents perceived it to be undesirable 

for me to be with children who had disabilities, because I might have adopted 

their bad habits. A further example is when my parents excluded me from a picnic 

being hosted by a community organisation, of which my dad was a member, for 

people with intellectual impairments. My parents perceived that the wives of other 

club members might view me as being the same as the guests of the picnic (i.e.. 
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intellectually impaired), and they were concerned with what effect this type of 

comparison would have on me. 

The drawing of negative attention from members of the general public was 

something I was aware of from a young age. This negative attention manifested, 

for example, as stares from people because I moved awkwardly or as being 

spoken to in a manner that suggested to me that they thought I had an intellectual 

disability in addition to my physical impairment. I did not want to have a 

disability, I wanted to be like the other, able-bodied, children. To paraphrase 

Pinocchio, I wanted to be a real boy (Collodi, 1883/1981). 

Because of cerebral palsy, I mastered physical tasks of daily tiving (e.g., 

walking, aspects of dressing) more slowly than would normally be expected. My 

Mum persisted with me in developing those skills, and also repeatedly delivered 

the message that persistence on my part was necessary, because there was nobody 

in the "real world" who would help me, so I had to do these tasks for myself 

Although this message may be interpreted with regard to the Oedipus complex 

(Freud, 1916/1991, 1917/1991c), it probably also laid the foundations for guilt 

and shame to be associated with dependence on others and reinforced the idea that 

people with disabilities were inferior to their able-bodied counterparts. 

My primary school days were a happy time for me. I felt that my teachers 

and classmates accepted me for who I was. I was given every opportimity to 

succeed academically, with the principals of the school providing me with the 

assistance of teacher aides and an electronic typewriter (and later a computer), to 

help me physically keep up with the other children. I was successful academically 

and had many friends. In my lunchtimes, I usually joined in with sporting 
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activities, such as cricket. During my last year at primary school, I got an adult 

tricycle (I don't have the balance necessary to ride a bicycle), which allowed me 

to ride about with my friends after school. 

My transition to high school was an anxious time for me, because I had to 

establish new social networks and achieve academically in this new environment. 

By the end of my five years at high school, I had achieved both. In my third year 

at high school, we had the first set of extemally-graded exams. When I received 

my grades I thought I did alright, and was quite shocked to find that my grades 

had ranked me fourth in the region. Having achieved this level of excellence, 

however, I academically cmised tlirough my remaining two years at high school. 

Socially, I had plenty of friends, and in my last year of school I was voted into the 

position of Student Representative on the Board of Tmstees, under the sardoruc, 

but self-flattering, banner of "The Fantastic Spastic." This success spoke volumes 

about the people in the school, and their acceptance of someone who was not 

quite "normal." 

fri my latter years at high school I was also involved in sport. One of my 

fiiends had made the first-eleven soccer team and he invited me to come and 

watch the team practice. The coach of the team was one of my teachers, and he 

quickly involved me with the team in a coaching/management role. This coaching 

relationship lasted several years, with our personal relationship enduring beyond 

the school years. I was also allowed to play cricket after several of my friends 

argued for my inclusion in a team. Although some teachers had fears for my 

safety, they permitted me to play. Even though my ability to play cricket 

competitively was virtually non-existent, it was on the cricket field where I had 
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two of my most cherished experiences; I caught two people out. Peak 

performance was something I strived for, and in those two instances I had a 

glimpse of what it felt like. 

I was also physically active during winter, when I started refereeing men's 

soccer, as well as officiating for some of the teams I coached. Often on a Saturday 

I would officiate in two or three games. Refereeing was a way that I could become 

more involved with sport. 

I had known for some time that I would never be competitive with able-

bodied athletes. Although competing with people who had cerebral palsy was an 

option, I was not aware of events, such as the Paralympics. Knowledge of such 

events, however, would have been unlikely to result in my participation in them. 

My initial thoughts regarding the Paralympics, when I found out about them in 

2000, were scathing. I did not want to be associated with anything disabled. 

Given that I did not perceive myself as having the possibility of an athletic 

career, I focused greater attention on coaching. I saw coaching as a way to be 

successful in sport. Upon leaving school, I continued to coach soccer, and began 

coaching the girls' cricket and soccer teams for the school. At university, I studied 

sport coaching and management as a major inside a business degree. 

Despite my academic success at school, I was concemed whether I would 

be able to keep up at university. To give myself a greater chance of succeeding 

academically at university, and to improve my social network, I emoUed in a one-

week infroductory course to my degree. Although I gained little academically 

from the course, I met some people, with whom I became close. 
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I was doing resistance exercises at home, but was becoming increasingly 

firistrated with the limitations of my few pieces of equipment. During my first 

year at university I plucked up enough courage to go to the gym. I wanted to be 

fitter for my soccer refereeing, and I also had a belief that if I were more muscular 

then I would be atfractive to potential partners. Since this time, I have realised that 

increased muscle mass does not equate to being more attractive. Rather than 

stopping weight training, however, I developed different motives for training, 

including the intrinsic pleasure of doing the exercises, the sense of competence 

when I increase the weights I lift, and social reasons (e.g., talking with trainers 

and regular gym patrons). 

By the end of my bachelor's degree, I had achieved academically, with the 

University awarding me a scholarship, for one-year postgraduate study, for having 

grades in the top five percent of graduates. During the degree, one of my lecturers 

for coaching was a sport psychologist. He suggested that I do my honour's 

research project with him. The entry into my honours year was a time when I was 

becoming fiiistrated with coaching. Even though I was gaining skills and 

experience, I felt the barriers to a physically-disabled person moving up the 

coaching levels were insurmountable. Having a sport psychologist as a supervisor, 

however, provided me with the model that other forms of involvement in sport 

were possible. 

My fhistration with coaching resulted in me stopping coaching the three 

teams I was with at that stage. I felt burnt out because of the organising and 

coaching I had to do for the teams, and was questioning my ability to perform 

because I could not execute the skills of cricket in ways that could be modeUed by 
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my players. Although my non-physical coaching skills were improving, I felt that 

I could not compensate for my physical inadequacies. 

I started my honour's year with the goal of gaining a first class pass. To 

this end, I progressively worked longer and longer hours, until I had little time for 

anything else. I trained at the gym five or six days per week, was involved with 

soccer, and spent the remainder of my time studying. By the time I had finished 

my honour's year, I was mentally exhausted, but I had achieved my goal of 

gaining first class honours. 

Towards the end of the year, one of the referees in my region was 

appointed to an etite panel, and, therefore, required to complete a prescribed 

training programme. Given my background, he asked me to come and assist him. 

Before long, a small group of referees, who all aimed at officiating at the highest 

level, had formed, and I became their coach. The next winter soccer season, I gave 

up active refereeing, continued coaching, and started to leam how to inspect 

(grade) the referees. Working with these highly-motivated people was the most 

rewarding coaching I had done. I was able to use my coaching knowledge and 

abiUty to its fullest, and be innovative. 

At the end of my honour's year, I was awarded a scholarship to do a 

master's degree. I completed research for an extemal organisation, and, in the 

process, was awarded the degree with distinction. 

During the year that followed, I was employed to perform a range of 

academic tasks, including research, teaching, and grading of papers and exams. I 

was at another fransition period of ray life, where, as it tumed out, I left home and 

left the country on the same day. 
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I had been awarded a PhD scholarship at Victoria University in 

Melboume. Although I was concemed with a range of issues (e.g., how would I 

cope living on my own, would I be able to succeed academically, would I be able 

to develop a new social network), I resolved to deal with issues as they arose, 

rather than trying to work my way through a great number of variables mentally. 

My ffrst year in Melboume was one of the best years in my life. I lived in student 

accommodation and was readily accepted by the somewhat younger students, fri 

some ways, this was a reversal, in age terms, of my first year at university. I was 

now the older student, with a lot of younger students, doing many of the activities 

done by younger students. I was given an award at year-end for my contribution 

to college life, which I saw as a measure of how well I had been accepted into a 

new country. 

Coming to Melboume, I was eager to continue my gym trairung, and was 

delighted to find the campus gym in the building in which I was to study. After I 

had been fraining for a few months, I asked the frainer to write me a regimen, 

because I was getting bored with writing my own programmes. I was concemed 

when he prescribed exercises for me that I could not do by myself, or which I 

would find difficult. To compensate for my difficulties in performing the 

exercises, the frainer said he would assist me. He then got permission to set aside 

time each day to help me with the exercises. 

I had been fortunate that, at the gym in New Zealand, a scheme had 

allowed me to be assigned personal trainers for about three hours per week. This 

scheme began a few years after I started training, and I relished the opportunity to 



98 

perform programmes that I would have otherwise been incapable of doing. I had 

not been expecting to be this lucky again. 

To me, the value of my training, and the assistance I get, are immense. 

With my frainer, I am able to demonstrate competence in a field that would 

otherwise be hugely challenging for me. I am able to develop my body and offset 

the occurrence of debilitating functional and physical loss as I age with cerebral 

palsy. It provides me with a further source of social contact, primarily with my 

trainer, but also with other gym staff and patrons. Training is also a haven from 

my hectic PhD research. If this glimpse of my life is not a good case for people 

with cerebral palsy doing exercise, I do not know what is. 

My pattern of achievement throughout my tife was home out of feelings of 

inferiority, which are omnipresent. The continuous achievement, some may say 

over-achievement, was founded in the perceived need to compensate for a 

disability that I viewed as abhorrent, and I stmggled when people around me did 

not see it similarly. I did not have a part-time job during my school days or 

undergraduate education, and people expressed doubt over my ability to perform 

the jobs I finally did get, lecturing, tutoring, and grading papers, as a postgraduate 

student. I perceived that I would need above-average qualifications to be able to 

compete for employment with other people. To borrow words from Missy 

Higgins's (2004, track 3) song Scar, "I'm a litfle bit tired of fearing that I'll be the 

bad fiiiit nobody buys." 

Procedures 

The Victoria University Human Research Ethics Committee gave approval 

for this study to be conducted. The participants were recmited in different ways. 
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and these methods are detailed within the life histories. One interview was 

conducted with each participant. On meeting each participant, the details of the 

study were reviewed, along with the risks of participation and the provisions put 

in place should these risks have eventuated. The participants were given an 

information sheet containing this information and were asked to sign a consent 

form before the interview began. Participants were interviewed about their 

participation, or attempted involvement, in physical activity. During the 

interviews, psychodynamic theory guided follow-up questions and probes. 

Although the starting point for each interview was the meaning and experiences of 

physical activity, follow-up questions and probes often explored other aspects of 

the participants' lives, which appeared related to their involvement, or lack 

thereof, in physical activity. The interviews were audio-tape recorded and 

transcribed verbatim. These transcriptions were used as the data for the analysis. 

Following the interviews, the participants were thanked for their involvement in 

the research. A summary of the findings of all four studies in this thesis was sent 

to participants once the research had been completed. 

Analysis 

Denzin (1989a) described three interpretive formats: no researcher 

interpretation of the participant's life history material, researcher interpretation of 

a life history that has often been written by the participant (i.e., interpreting 

autobiographical material), and researcher interpretation of the participant's life 

history material. I used the last of these interpretive formats in the data analysis. 

Using this format, each participant's life is woven "into and through the 

researcher's interpretations of that life" (p. 58). The interview franscripts were 
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carefully read, and pattems of meaning and experience were extracted from the 

text. These pattems were then interpreted, using primarily psychodynamic theory 

(Freud, Erikson, Adler, and Basch, in particular), to gain insight into the meaning 

and experiences of physical activity for each participant. Freudian and neo-

Freudian theories were chosen because of the developmental aspects of the tife 

histories and the obvious dynamic and developmental material that emerged 

through the interviews. Although psychodynamic theory (in particular, Freud's 

work), has been criticised (most notably because many of the theories are not 

testable and, therefore, judged to be unscientific), several concepts have received 

research support (e.g., defence mechanisms, castration anxiety, penis envy; 

Maddi, 1996). Empirical evidence also supports recent developments in 

psychodynamic theory (Basch, 1988). Attention was placed on understanding the 

participants' ego-defence mechanisms and stages of psychosocial development. A 

review of the basic tenets of psychodynamic theory and the concepts I used in the 

present research is included as Appendix C. There is a need, however, to 

recognise that the term self-esteem is used with respect to Basch's (1988) 

conceptuaUsation. Basch considered self-esteem to be "a genuine sense of one's 

self as worthy of nurture and protection, capable of growth and development, 

[stemming] from the experience of competence, the experience of fimctiorung 

appropriately" (p. 24). When one engages in "introspection and reflection, 

competence is experienced as self-esteem" (p. 25). Please refer to Appendix C for 

further description of how Basch conceptualises competence, and, therefore, how 

the term is used in the present study. 
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When reporting extracts verbatim from the interview, I have used 

parentheses, brackets, and italics, to help clarify the text. Parentheses have been 

used to add or replace words and names. For example, names have been replaced 

by pseudonyms or by words that show the relationship between participants and 

the people they were talking about. Parentheses have also been used to substitute 

the pronoun, "it," with the noun, in situations when not doing so would have made 

the exfract unclear. Brackets are used to describe how something was said, or any 

other relevant behaviour that occurred during the extract being cited. Italics has 

been used to highlight words or phrases that I specifically make mention of in the 

text that follows. 

Results 

Judy's Life History: Seeking Social Connectedness 

Meeting Judy 

Judy participated in Study 1, and indicated that she was willing to be a 

participant in further research. Because Judy had reported participating in minimal 

physical activity, I contacted her by letter, outlining the purpose of the present 

study, presenting what it entailed, and inviting her to be involved with the study. 

She responded to me in a brief email, saying that she would like to be a 

participant. I then telephoned her to arrange a time for me to meet with her. What 

stmck me about these exchanges was their succinctness. Her willingness to 

participate seemed to contrast with her tacitum abruptness towards me. 

As I drove to her house, I was conscious, more than usual, of the need to 

build rapport. Judy answered the front door after I had mng the doorbell. She was 

a well-presented woman. I wondered whether she had dressed up on my account. 
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Judy guided me down a short hallway, through a lounge area, to a small dining 

area beside the kitchen. Her house, or what I saw of it, seemed an extension of 

Judy. Everything was in its place. She seemed proud of her house and garden, and 

I complemented her on both. 

Judy needed the assistance aid of a walking frame, to which I had not paid 

much attention. Before we sat down, Judy remarked that she had begun using the 

waUdng frame only in the last two years. I lodged the comment as an issue to 

explore during the interview. We sat at the dining room table and began the 

interview. 

Playing with Dolls and Selling Mud Pies 

Unlike the other five life history participants (Study's 2, 3, 4) who were 

bom in the 1970s and early 1980s, Judy was bom in 1944. In Austratia, at the 

time Judy was a child (the late 1940s and early 1950s), many people with 

moderate and severe disabilities were cared for in State-funded institutions, such 

as general hospitals, hospices, mental hospitals, nursing homes, and special 

institutions (Lindsay, 1996). Nurses staffed these institutions and were oriented 

towards caring for the medical needs of patients. Some people with disabilities 

were cared for by their families, and sometimes received support from nurses. 

Charitable organisations ran many of the schools for people with disabilities, but 

the value of the education they provided was often limited. 

As a child, Judy was, of course, unaware of State provisions for people 

with disabilities. Her earliest memories are of playing for hours in the backyard of 

her home. She would spend time playing on her swing, playing with her dolls, and 

making mud pies to sell in her make-believe shop. Being an only child, Judy had 
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no sibling rivals, and was the centre of her parents' attention. Her interactions 

were mainly with adults, and she did not often communicate with children of her 

own age. 

Leamingto Walk 

Judy's cerebral palsy adversely affected her ability to waUc. Although Judy 

could not recall memories of early attempts to walk, she could remember walking 

with assistance from the age of two. Given her impeded development, medical 

staff recommended that Judy wear callipers (i.e., leg braces designed to improve 

walking by preventing the typical cerebral palsy gait) to improve her ability to 

walk unaided. An intervention such as this one may have influenced Basch's 

(1988) developmental spiral at the behavioural stage. Through this intervention 

Judy may have improved her walking ability and gained self-esteem through 

reflection on her newfound ability. Walking would have also enabled Judy to take 

more initiative in her environment, as is desirable in the locomotor-geiutal stage 

of development (Erikson, 1985). I found little evidence to support or reject 

Basch's and Erikson's predictions, however, because Judy had trouble recalling 

some of her experiences with callipers, which had happened over 50 years ago. 

Judy's difficulty with walking may have restricted her attempts at more active 

forms of play. This limitation may also have inhibited her gaining a sense of 

pleasure from being mobile. 

Although Judy's callipers may have assisted her to walk unaided, she was 

unable to perceive any gains in competence at this young age. Judy described how 

awkward it was for her to walk with her legs braced in an extended position, and 

how her mother had to lift her on and off public transport when they went to the 
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Children's Hospital for physiotherapy. Through reflection on these difficult 

experiences, Judy gained little self-esteem for walking. Judy did not understand 

why she had to wear callipers, and she described it as being a horrible experience. 

Her inability to walk unaided, and her difficulties walking with callipers may have 

discouraged her from activities that involved walking. 

An individual experiencing such difficulties in one area may decide to 

limit thefr involvement or to abandon their strivings for competence in that area 

(Basch, 1988). Judy's family, however, entered her developmental spiral at the 

decision-making stage. She received support from her parents in her attempts to 

walk. Her mother encouraged her to keep wearing the callipers, and Judy could 

recall her father and uncle giving her feedback about her walking. 

J: I can always remember an uncle of mine; he always (said), as my father 
used to say, "get off your knees," meaning that I walked with my knees 
bent all the time and they wanted me to stand up straight. 

When Judy started school, she had new callipers, a pair that bent at the 

knees. With these callipers, Judy found it easier to walk. From her description of 

this experience, I gained the impression that Judy increased her sense of 

competence with walking. By the time Judy was in the fourth grade, she no longer 

had to wear callipers. Judy seemed to reflect positively on the time when she was 

able to walk without callipers, and, from this experience, she appeared to gain 

self-esteem for walking. I enquired about what it was like for Judy to wear 

callipers at school, and the perceptions of her classmates, in an attempt to judge 

whether she had any feelings of inferiority, but she could not recall any such 

experiences. 
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The Head Physiotherapist was a Dragon 

Judy had physiotherapy throughout much of her childhood and 

adolescence. She made frequent visits to the Children's Hospital, and one of her 

strongest recollections was that she perceived the head physiotherapist to be a 

dragon. The head physiotherapist had Judy work hard to develop her physical 

abilities, and Judy did not perceive her favourably. Physiotherapy meant that Judy 

had to repetitively do difficult exercises. Although these exercises would have 

been prescribed to increase her competence at physical tasks, especially walking, 

Judy did not perceive she was making progress. Physiotherapy was, then, 

something to be endured, rather than activities that contributed to her sense of 

competence. 

Although Judy disliked the head physiotherapist, she liked the other 

physiotherapists. Her positive perceptions of the other physiotherapists, however, 

had little to do with the therapy they performed with her. 

J: They were nice, the (other) physios, because the ones in the Children's 
Hospital used to take us out on a weekend. They'd take us to things. I can 
always remember my physio coming and picking me up and taking me to 
the zoo. But there were other kids with her too. 

Going to the zoo was an enjoyable experience for Judy. She was able to see the 

animals and to have a ride on an elephant. The visits to the zoo were also of 

physical benefit to Judy. She had to do a substantial amount of walking around the 

zoo to see the animals. This outing may also have enhanced Judy's commitment 

to physiotherapy, because physical activity was placed in a pleasant context (i.e., 

waUdng around the zoo, rather than performing difficult exercises) and because 
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she was able to spend time with the physiotherapists she liked in an enjoyable 

way. 

The final sentence of this quote is perhaps reflective of Judy's experiences 

as an only child. As Adler (1932) discussed, being an only child typically results 

in the undivided attention of both parents. Judy may have projected this pattern of 

interacting with parents onto the physiotherapists, so the presence of children 

competing for the attention of adults would have been an unwelcome novelty for 

her. Possibly, Judy had problems with the other children vying for the adults' 

attention. 

Another of Judy's memories of the Children's Hospital was of the 

Christmas parties, when wealthy businessmen would open their homes to the 

children. Like the visits to the zoo, Judy seemed to benefit from having enjoyable 

experiences with the physiotherapists, which contrasted with the experience of 

performing difficult exercises with them during physiotherapy. Looking forward 

to these pleasant experiences may have enhanced Judy's commitment to 

physiotherapy. 

Judy also recalled having speech therapy at the Children's Hospital. Judy 

had speech therapy when she was young, but did not persist with the freatment for 

long. When reflecting on her speech therapy, she revealed her belief about the 

possibUity for development as a person with cerebral palsy. 

C: What about the speech therapy you mentioned? 

J: Oh, I gave that away a long time before that. Once I left the Children's 
Hospital I never had that (speech therapy) again. I'm a great betiever that 
if you can't improve (your physical ability) when you're young, weU, 
you're not going to (improve) anymore. 
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This limited perception of the possibility for functional improvement beyond 

Judy's childhood may have been an acceptance of the views of the medical 

profession. Cerebral palsy has traditionally been regarded as a paediatric 

condition, and therapeutic interventions were developed accordingly (Bottos et al, 

2001). Development programmes have typically been targeted towards children 

with cerebral palsy, with few continuing through adolescence, and even fewer 

available for adults with the condition. Judy's intemalisation of this message may 

have contributed to her beliefs about physical activity later in life. That is, Judy 

may have thought that it was pointless to expend effort engaging in physical 

activity, because her physical condition was not going to improve. 

Screaming the Place Down: Physical Activity at Primary School 

WaUdng aside, Judy did not participate in physical activity when she was 

at primary school. Her first school was a small private school for girls. When her 

classmates did physical activity during class time, Judy rested for the hour, on one 

of the boarder's beds. She then rejoined her class when they had firushed their 

physical activity. On one occasion, however, Judy was forgotten about following 

the physical activity. 

J: They took me upstairs to one of the boarder's beds. 

C: Okay. 

J: And I had to lie on her bed, and sometimes they forgot me, and I screamed 
the place down. 

C: What was it like for you to be forgotten about? 
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J: Oh, [pause] I screamed the place down, and I was never taken back. I 
used to just sit and wait for them, then they never took me back up there. 

Judy was angry about being left in the boarders' room after her classmates had 

completed their physical activity. Although Judy could clearly remember this 

experience, she could not remember the reason for this angry outburst. A possible 

explanation for her behaviour, however, could be that she was angry about being 

isolated from her classmates when, following the physical activity, they were 

engaged in tasks with which she perceived she could be competently involved. 

Judy's teacher decided to exclude her from participation in physical 

activity, presumably because the teacher was unsure whether Judy would be able 

to cope with being involved with the other children in this type of activity. Judy 

did not mind being excluded from physical activity, which may be indicative of 

low self-esteem in this area. Judy said that she could not remember what it was 

like for her to spend time alone in the boarders' room, when her classmates were 

performing physical activity, but she could recall her perceptions of physical 

activity. She did not like physical activity because she could not do it (i.e., lacked 

competence) and her attempts at physical activity were often negative experiences 

(e.g., falling over and hurting herself). Judy's reflections on her lack of 

competence at physical activity meant that she did not develop self-esteem in this 

area. Following Basch's (1988) developmental spiral, then, this lack of self-

esteem resulted in Judy's progress being inhibited, and her decision not to try to 

participate in physical activity. This halt in her physical development seemed to 

require outside intervention for Judy to progress. The intervention, however, was 

not forthcoming, and she did not become involved in physical activity. 
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Early Social Isolation 

One feature of the latency phase (Erikson, 1985) is its emphasis on the 

development of skills and on the use of tools, which will be employed to become 

a productive member of society. If a child does not develop these skills, a sense of 

inferiority can develop. In one aspect of the school curriculum (physical activity), 

Judy was unable to show competence, which resulted in her isolation from her 

classmates when they were performing physical activity. 

This isolation continued in the playground. At playtime, Judy's classmates 

were involved in physical activities (e.g., mnning, skipping) that she perceived 

were too rough for her. Judy did not play with her classmates at limchtime, either, 

because she would go home for lunch. These circumstances meant that the 

opportunities for Judy to interact socially with her classmates were limited. Judy's 

cerebral palsy restricted her opportunities, both physically and socially. 

The social isolation Judy experienced in the playground at school was 

replicated at home. There were four children next door to her, who played in the 

back yard. Judy regarded these children as good friends, but did not play with 

them because she perceived their games as being too rough, and that she would 

get in the way. Judy gained vicarious pleasure from watching them play, but 

wished she could be involved. Again, Judy did not feel competent to interact with 

her peers in physical activities. 

Judy's lack of physical ability contributed to her difficulties in obtaining 

the skills necessary to interact successfully in the social milieu, which seemed to 

have led to a sense of inferiority (Erikson, 1985) in the social setting. Such 

inferiority may have contributed to Judy restricting her potential in the social 
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context in later life (see, e.g., Aiming Too High: Husband Wanted and My 

Uneasiness with Judy). 

Inside the classroom, Judy disliked study. She said that she would rather 

have watched television than do schoolwork. 

J: It was never a pleasure to go (to school). I used to like the hoUdays, 

y'know. 

C: What didn't you like about primary school and middle school? 

J: Oh I suppose I didn't like study for one thing. I hated to study and . . . I 
just didn't like school. I like doing my own thing. I always have. 

Two factors that may have contributed to Judy's dislike of school were her 

experiences as an only child and anxieties in the social context of school life. As 

an only child, Judy had the undivided attention of both parents and was not used 

to competing for the interest of adults with other children, as would have 

happened in a classroom environment. Further, she had been used to directing her 

energies in play without having to cooperate with other children. The social 

situation may have been anxiety inducing for Judy, because she did not perceive 

herself as having sufficient physical competence to engage successfully in the 

activities of her peers. 

Swimming: A Hopeless Case 

Judy's father encouraged her, and provided numerous opportunities for her 

to leam to swim. Here, Judy's father was entering her developmental spiral 

(Basch, 1988) at the decision-making stage. Judy's father seemed to want to help 

his daughter develop through exposing her to situations in which he hoped she 
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would demonsfrate competence. Although Judy's father seemed well meaning and 

concemed for his daughter, swimming was not going to be an area where she 

would develop competence. In the following dialogue, Judy reflected on her lack 

of ability. 

J: It didn't matter how often I got taught, I just couldn't swim. 

C: The breathing was the hardest part? 

J: The breathing, yeah, the breathing. Yes, and I got very cold in the water. 

C: Did they have the heated pool? 

J: Oh yes, they had the heating. It's just the old Olympic pool. That was 
heated, but I still couldn't (swim). 

C: You still got cold? 

J: I still got cold, yes. I'm a hopeless case [laughs]. 

The mother of the four children, who lived in a neighbouring house, was a 

champion swimmer and tried to teach Judy to swim. Judy struggled to master the 

breathing methods for swimming and got cold in the pool, no matter how warm 

the water. Her father persisted and took her to swimming lessons on Sunday 

mornings. Judy, however, could not gain a sense of competence at swimming, and 

did not pursue the activity. 

Gaining Competence Through Work 

As a nine-year-old, Judy started working in her parents' shop on Saturday 

mornings and, quite often, after school. She served behind the counter and, in the 

evenings, Judy's father would have her count the money as part of her homework. 

During their time together working in the evening, Judy's father taught her the 
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essentials of bookkeeping. Judy's father appears to have had a significant role in 

helping his daughter develop competence during this stage of her life. Although 

Judy's experiences at school may have contributed to her feeling a sense of 

inferiority among her peers, Judy's father gave his daughter the opportunity to 

develop a sense of industry and accomplishment. Judy seemed to have developed 

the betief that she could one day take her place in the workforce, beside her able-

bodied peers. 

Childhood and Perceptions of Parents 

Judy's description of her father sharply contrasted with what she said 

about her mother. Adler (1932) wrote that, with the absence of brothers or sisters 

as rivals, only children might take one of their parents as a rival. Judy described 

her father as a hard man who demanded obedience, and she painted her mother as 

a saint. Yet, there appears to be a degree of discordance between Judy's stories 

that featured her father, and the way she directly presented him. The stories told 

thus far described how Judy's father encouraged her to develop physical skills 

(e.g., swimming, walking) and provided her with opportunities to grow, such as 

leaming the skills of operating a business. In response to the story about how 

Judy's father supported her in her attempts at swimming, I remarked that she must 

have loved her father. In the following dialogue Judy described her father. 

C: You must really love your father. 

J: He was a hard man. He worked very hard. 

C: Hard in what sense? 
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J: Oh, I s'pose when I was young he made me do, you know, I wasn't spoilt, 
no way. I was never spoilt. I just had to be told, and I knew by the voice. If 
I was doing something wrong, he only had to speak [laughs]. 

In Judy's response to my first question, it appeared that she tried to modify the 

initial sentence, by giving the word hard perhaps more favourable connotations. 

My clarifying question brought out that it was the first sense of the word hard that 

Judy meant. Judy perceived that her father related to her in a strict manner. From 

Judy's stories, her father made her perform activities (e.g., swimming, walking, 

working) that she may have found difficult, but from which her father thought she 

would benefit. Judy's father also ingrained in her that to earn a fair day's pay, a 

fair day's work was required, 

Judy's feelings towards her father were also represented in what she did 

not say. She did not use the word love in her responses to my questions, and did 

not use this word herself, in reference to her father, at any other time during the 

interview. Such an omission provides evidence of Judy's ambivalence toward her 

father. Judy seemed grateful for the opportunities her father provided, but disliked 

the authority he had over her and the difficult activities he required her to attempt. 

Judy's father's dominant role in the family seemed to conflict with Judy's 

need to be the centre of attention, which perhaps was another manifestation of 

being an only child (Adler, 1932). She spoke of her father as being the boss, and, 

uncompromisingly, always needing to have his own way. In this respect, her 

father was a rival for Judy. 

In confrast, Judy perceived her mother as someone who worked hard to 

make life easier for Judy. The next extract details the admiration Judy had for her 

mother. 
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J: She looked after me, took rae to the hospital every week. It must've been 
hard on her because she nursed her mother as well I don't know how. She 
had to get the family, had to keep coming to look after nana while she took 
me to the hospital. And then she always ran out of time. She worked very 
hard. She had a big house and garden. She loved her garden and, of course, 
she more or less ran the shop. My father was there, but my mum was the 
one that did it all She did it all. She did all the buying and everything. She 
used to go into town to all the warehouses. I can always remember going 
into town with her to all of the different warehouses . . . Yeah, buying the 
stock and everything. Yeah, so she had a hard life. Tried to make it easier 
for me I'd say. 

In this passage, Judy implied that it was her mother who did all the work in the 

family, and her father did little in comparison. These perceptions of her parents in 

the home and work settings probably would have contributed to Judy's 

ambivalence towards her father and identification with her mother. Judy may have 

perceived herself to be like her mother, in that they both had to work hard to 

please her father. 

Social Isolation, Physical Inactivity, and High School 

Judy went to high school in the late 1950s. The two features that were 

prominent in Judy's primary and middle school years (social isolation, physical 

inactivity) were present again during her high school years. The social isolation 

Judy experienced as a high school student, however, was more blatant than what 

she had experienced in the past. 

J: I hated, I hated the high school because they used to hide from me, the 
girls at lunchtime. 

C: That must have been tough for you. Do you know why that did that? 

J: I've really got no idea. I'd like to meet them and ask them now. But the 
trouble was I used to wander around all lunchtime looking for them, and I 
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don't know where they hid, unless they were behind me all the time 
[laughs] and would see where I went and went the other way. But I had 
parents, they were older parents, and my father always used to say to me, 
"Don't worry about them, take a book, and read a book," but when we 
were kids you don't want to just sit and read a book. You want, y'know, 
fiiends. 

Whereas, at the primary and middle schools, Judy removed herself from some 

social situations because of a lack of physical competence, the girls at high school 

excluded her from socialising with them. As Erikson (1985) described, young 

people can become extraordinarily clannish and exclude from their social groups 

others who are "different." Judy had difficulty walking and spoke in an unclear 

manner. Without any competing evidence, these manifestations of her cerebral 

palsy were probably the basis for her exclusion. The exclusion of Judy from 

school peer groups may have impaired her social development, and made her feel 

that she did not belong in the company of able-bodied people. Judy may have 

experienced a sense of role confusion, in that she did not fit within any of the 

social groups at school. Her later association with people who had disabilities, 

may have helped to clarify her identity. Although she wished to be with people 

who were able bodied, such experiences may have led her to believe that she 

should look towards other groups (i.e., people with disabilities) for social 

interaction. 

The advice from Judy's father, in the dialogue reported previously, may 

have represented a fhistration on his part with not knowing what he could do to 

help his daughter, rather than unconcem for her social development. His advice 

seems protective. He may have thought it better for his daughter to be engrossed 

in another activity (e.g., reading), which may have allowed her to develop in other 
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ways, rather than face the anxiety of not being able to find her classmates at 

lunchtime. 

As a 60-year-old woman, Judy still reflected on the memories of how she 

was freated by her classmates. A recent segment she had heard on the radio about 

bullying in schools had caused Judy to reflect on her own experiences as a child 

and adolescent. Judy drew a parallel between her own experiences and what was 

being described on the radio. What Judy experienced was a passive kind of 

bullying. Although Judy consoled herself with the knowledge that her school days 

were in the distant past, it was clear that her memories of those experiences still 

affected her. 

Even when Judy mentioned fiiends she had during her school years, the 

people she described seemed more like acquaintances than fiiends. The following 

dialogue encapsulates Judy's perceptions of her "friends" at high school. 

C: You mentioned to me that, at high school, the girls tended to run away 
from you, or hide from you. Did you have fiiends at high school? 

J: Oh, I had a few friends, but not friends that wanted to spend time with me 
really, y'know. I could walk (with them from school) or, as I said before, 
if Dad didn't pick me up from the station I had to walk (with them). I had 
to walk to the station, so I walked along with them, but I don't know how 
they felt about me being there with them, y'know. 

C: That must've been a fairly difficult time for you. 

J: Yeah, it was. Yes. 

C: What were you thinking at the time? 

J: Well I can't remember now, that's why I hated school, y'know. 
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Judy did not experience the intimacy of fiiendship. Her friends seemed to tolerate 

her presence or, worse, took pity on her. Along with the displays of outward 

avoidance of Judy, high school would have been unbearable for her. Judy's lack 

of competence in social life continued. 

Judy typically avoided physical activity at high school, as she had done 

during her primary and middle school years. Two activities with which her 

classmates were involved were marching and rounders. Judy did not participate in 

the marching and was minimally involved in rounders. 

J: I did do rounders, occasionally. I could mn around the square of the 
rounders, but then, as I got older, I met girls that didn't want to do it 
anyway. So we used to go (away from) the girls at the rounders, but they 
could never find us. We used to hide [laughs]. So, really, I never did that 
either. 

C: So what did you use to do? 

J: We used to just sit on the ground and talk behind a shed or something. I 
can always remember, I think we had a go (at rounders), and then we used 
to go and sit and wait for the (time when) we could go home. 

Judy loved her participation, and non-participation, in rounders. This enjoyment 

stemmed from her ability to show competence with some of the skills of rounders, 

and her social inclusion. The latter of these factors, however, was perhaps the 

most important to Judy because she took delight in avoiding rounders to go and 

hide with some of the other girls. It seems that Judy identified with the girls with 

whom she was hiding. Judy had regularly experienced what it was like to be the 

person from whom other classmates had hid. Now Judy was among the group 

doing the hiding, and she enjoyed the sense of belonging to this group. In the 
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previous dialogue, however, Judy creates the impression that she was closer to the 

other girls than was, perhaps, the case. 

This experience may have contributed to Judy viewing physical activity in 

a negative way. In physical terms, her involvement in rounders was one of the few 

positive experiences she had with physical activity. Through identification with 

some of her classmates, however, she perceived that avoidance was more 

enjoyable than participation. 

Physiotherapy and Adolescence 

Judy had physiotherapy throughout her adolescence, and although she 

liked the physiotherapist (not the dragon), she did not like doing the exercises she 

was requested to do. Her dislike for physiotherapy seemed to stem from not 

gaining competence through the exercises, and the freatment may have 

accentuated, for her, that she had cerebral palsy. With the physiotherapist, Judy 

continued to practice walking and did exercises (e.g., kicking her legs, while lying 

on a table), but felt that her walking was not improving. 

C: Why did you want to give this physiotherapy up? 

J: I didn't think it would do any good. 

Although Judy did exercises with the physiotherapist, she did not practice the 

exercises in her own time. Through reflection on her physiotherapy experiences, 

Judy felt that she had not gained a greater amount of competence to walk. 

Following the developmental spiral (Basch, 1988), then, the stalling of Judy's 

progress in physiotherapy contributed to her perceiving that the physiotherapy 
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was not benefiting her and to her decision to expend minimal effort performing 

the prescribed exercises. At the age of 20, she stopped physiotherapy, because that 

was the first time when she, and not her parents, had the choice of whether she 

would continue treatment. 

Formal Bookkeeping Training and First Job 

At the start of the 1960s, Judy finished high school (aged 16), and went to 

a business college. She wanted to gain employment in an office, but did not know 

for what type of job she should focus her fraining. Judy attempted shorthand and 

typing but was not competent at these tasks. She was too slow and could not keep 

pace with her classmates. Judy then attempted bookkeeping and found herself 

more suited to this task. Her father's instmction in the finances of the family 

business had provided Judy with a good foundation of knowledge to build upon. 

Judy had found a profession at which she would be competent. 

The growth that Judy experienced during the business adminisfration 

course was dimirushed somewhat over the six months following the course. Judy 

described this period of her life as being quite disheartening, because nobody 

would give her a chance. Judy's development, however, progressed once more 

when she gained employment at a bakery, working with the dockets. Judy was 

proud that she was able to hold down a job, and loved her work. Judy appeared to 

have been receiving the message in social contexts and job interviews that she 

was not sufficiently competent to take her place in society alongside those who 

were able bodied. Gaining employment meant that she was the equal of people 

who were able bodied in the workforce, at least. 
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Searching for Social Connectedness 

At the end of her adolescence, and having joined the workforce, Judy 

increased her efforts to be socially cormected. To this end, Judy emoUed in a 

dressmaking course, joined the YWCA, and started attending church. 

C: So, what motivated you to join the YWCA? 

J: Oh, I wanted to meet fiiends, meet people. 

Judy's attempts at finding friendship succeeded. It was at church where she met a 

woman, who would later become her best fiiend. The friendship continued over 

the years. In the following extract, Judy described their relationship, as it was 

when I met Judy. 

Yes, they come up about every tliree or four months. They come up nine 
times a year to a concert, and we go in and meet them and have lunch with 
them. She's got a family, a boy and a girl. And I had my 60th birthday the 
other week. And they came up and we had lunch together, and we talk on 
the internet, and we send emails to each other all the time. It's been a good 
fiiendship [laughs]. That was a bit wrong on my part, it's a bit sarcastic in 
different things because after, like she only lived around the comer, more 
or less, from me when we were young, and then she got married, and my 
father said to me, "Well, you'll never see her again," y'know, after the 
wedding, and of course about six weeks later she said come up for the 
weekend. 

In a life in which Judy found it difficult to be socially connected, this fiiendship 

assumes importance, because it is one of two long-term relationships outside her 

family that she had during her life. I shall report on the other relationship later in 

the tife history (see Romance and Paternal Disableism). When I spoke with Judy, 

she still seemed to be intimately cormected with her fiiend from church. Although 
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her fiiend lived far from Judy, they typically seemed to see each other whenever 

her friend came up to the area where Judy lived. Her friend also made a special 

effort to go out with Judy on her birthday. 

Two aspects of this extract that are particularly interesting are Judy's 

remark about her friend's family, and the interaction between her father and her 

that she described. The comment about her friend having a son and daughter may 

have been reflective of her wish that she had children. I will return to the topics of 

family and children later in the life history. The hostility that Judy felt towards her 

father was evident, once more, in how she described her interaction with her 

father about her fiiend. Given that Judy's father would have known that his 

daughter had stmggled to find friends for most of her life, his comment seemed 

designed to prepare Judy for the reality that her friend was begirming a new part 

of her life in another town, and might not have as much time for Judy as she once 

had. Judy seemed to enjoy her father being proved wrong. 

Social Isolation Overseas 

When Judy was 23, her parents closed their business and took her on a 12-

month overseas trip to Europe and England. On this trip, Judy became socially 

isolated once more. 

C: How was the trip? 

J: Good, yeah, (but) it would've been nicer to be with younger people. Mum 
did suggest a couple of times that I go off on a tour of my ovm with young 
people, but Dad didn't like that idea, so I just stayed with them the whole 
12 months. I sure realised it was good, but you know the down side was I 
was with them the whole time. I never really met young people. 

C: Your Dad sounds like he was quite protective of you. 
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J: Yeah, he was protective. Yes, unfortunately, yeah. 

There may have been several factors that contributed to Judy's father's decision 

not to let her go on a tour by herself Parents are often over-protective of an only 

child (Adler, 1932). This over-protectiveness may have been exaggerated in 

Judy's case, because of her cerebral palsy. Further, Judy's father probably knew 

of her difficulties in social settings, and may have had doubts about whether his 

daughter could effectively interact with others without her parents nearby. In 

attempting to protect his daughter, however, Judy's father removed a potential 

opportunity for her to develop competence socially, which would have been of 

benefit to her when they returned home. 

Playing Politics (or Trying to Make New Friends) 

On returning home, Judy was given her old job back and continued on her 

quest to become socially connected. With social, rather than political, aspirations, 

Judy joined a political party. Judy enjoyed the weekly parties with other young 

people, and took part in a weekend away as a group. She met a few luce female 

fiiends in the group and went to movies and suppers with them. 

J: And we used to have go out together and that, and there were four girls. 
We used to meet up, and (I) stuck with them for a while. 

Judy's use of language in this extract resonated with how she described her 

fiiends at school She depicted the atmosphere of the political group as a fun 

environment in which to be involved. It seemed, however, that Judy was tolerated, 

and probably liked, by other group members, rather than Judy being an important 



123 

part of the group. The words that I have highlighted in italics suggest affiliation 

rather than belonging. Judy's lack of experience with close friendships may have 

inhibited her from being closer to other people in the group. 

Aiming Too High: Husband Wanted 

Judy became despondent about her chances of finding a husband, which is 

further evidence that she was stmggling to be fully accepted by members of the 

political party. A woman said to Judy that a person nonnally has a holiday 

overseas or gets married, but not usually both. Although this statement has no 

rational basis, it appears to have contributed to Judy's concems over her chances 

of getting married. Concemed about her daughter, Judy's mother took her to a 

doctor who specialised in cerebral palsy. 

C: Can you tell me about what happened when you went to see the doctor? 

J: He said to me and my mum (that) maybe I'm aiming too high. Maybe 
instead of going out with able-bods all the time and (them) being up there 
and (you) down there, if you go with disabled people you might feel a bit 
more on top. 

This advice elicited a strong reaction within me. My parents raised me to believe 

that, although I had cerebral palsy, I was the equal of people in the general 

population. Her reteUing of this advice, forced me to confront my own fears, as a 

single person, that I was not worthy of having an intimate, romantic relationship 

with someone who does not have a disability. Her recalling of the story, without 

affect, suggested to me, however, that Judy felt differently than I did. I waited for 

Judy to finish the story before I asked her how she reacted to the doctor's advice. 
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C: So how did you feel then when the doctor advised you that you were 
aiming too high? 

J: Well, I thought I could try what he was suggesting. Because I knew I 
wasn't getting anywhere with a load of able-bodied people, and I thought, 
well, maybe he is right. 

C: How did you feel about that? 

J: Oh well, you couldn't. I don't know reaUy. I had the girls at work and all 
the men at work that I was still associating with the able-bods. So, I really 
wasn't, you know, going to not see them or be with them at all. I had my 
work and church, because they were able-bodied down there. 

Judy appears to have intemalised this disableism. She accepted that she was 

inferior to people in the general population, and, therefore, should seek a husband 

among those who were also disabled. It seemed as if Judy regarded herself as 

being able to keep up with people in the general population in some areas of life, 

but not in romantic partnership terms. 

The doctor entered Judy's developmental spiral (Basch, 1988) at the 

decision-making stage. The premise behind his suggestion was that Judy would 

have more chance of finding a romantic relationship with someone with a 

disability, rather than someone who was able bodied, and that this experience 

would allow development to resume in this area. Judy took the doctor's advice, 

and began visiting a residence for people with disabilities. She had trouble being 

accepted by the residents, because she was able to leave and go home at any time, 

which seemed to make some of the residents jealous of her. Judy was able to build 

fiiendships with some of the residents, however, and was invited to go to a beach 

party with them. On the bus frip to the beach, Judy was asked if she was keen to 

meet anyone. She said that she was, and was infroduced to Don, who would later 

become her husband. 
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Romance and Paternal Disableism 

Judy knew when she first saw Don that she wanted to marry him. Judy's 

father did not approve of the relationship, as she described in the following 

passage. 

C: So you met (Don), and a romance bloomed from then? 

J: Yes, and that's when my father became very harsh. He didn't want us to 
be together. 

C: Why was that? 

J: Oh, well, he didn't think we could cope. . . . I don't know, but he was very 
dead against it anyway. 

This episode in Judy's life seemed critical in shaping her perceptions of her father, 

and may have been the source of dislike for her father that was evident, and 

seemed somewhat unjust, in her early stories. Through disapproving of Don, 

Judy's father seemed to be protecting his daughter in the only way he knew how, 

but, in doing so, he was questioning her competence to function in a marriage. 

Given Judy's sfrong wish for social connection, she was determined to not let her 

father end the relationship. Judy's aunty was pivotal in changing Judy's father's 

attitude. 

C: Please tell me how you worked through that difficult time with your 
father. 

J: Oh, (Don) just wore them down, and in the end I . . . supposed they knew I 
wasn't going to give him up. So . . . my aunty stepped in. I can always 
remember her going down. Dad was down in the shed, and she walked 
down there, and after that he changed his mind. So, I always forgot to ask 
her what she said to him, but she must've said something to him that 
changed his mind. 
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Although Judy described her aunty as "a lovely lady," it did not seem that she was 

particularly close to her aunty. When I asked Judy to tell me about what she used 

to do with her aunty, Judy related how their families would go to each other's 

homes for dinner, and that her aunty's daughter was an only child as well. 

Nevertheless, her aunty's actions contributed significantly to Judy and Don being 

allowed to marry. Judy still seemed bitter, however, that they did not get married 

sooner. 

Gardening as Physical Activity 

During Judy's 20s, up until when she was married at 28, she did little 

physical activity. Her inability to demonstrate competence at this type of activity, 

and her motivation to involve herself in other activities (e.g., socialising, work), 

seems to have contributed to her not engaging in physical activity. 

After Judy and Don were married, Judy's parents went overseas for 18 

months, and Judy and Don sat house for them. Judy had done little physical 

activity in her third decade of life, but her activity levels had to increase while she 

and Don were looking after her parents' home. Judy had to work on the upkeep of 

the garden. She viewed this gardening as sufficient physical activity to maintain 

her health. 

Back Pain 

During about the last 30 years of Judy's life, she has had problems with 

her back. Periodically, Judy would fall, and sometimes the fall would cause her 

back to become misaligned. These problems may have been reduced if she had 

been involved in more physical activity. Certain types of physical activity increase 

sfrength and endurance, and reduce a person's susceptibility to falls. For months. 
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however, she had chiropractic treatment twice per week. Judy then met another 

chiropractor, with whom she made appointments when necessary. The second 

chiropractor's approach to making appointments left her feeluig that she had been 

duped by the first chiropractor, who had made unnecessary appointments for her. 

She resolved that she would not be "strung along" again. 

From Work to Caregiving to Happiness 

When Judy was 45, she left the bakery where she had worked her whole 

life, and became the caregiver for her sick father. With regard to her employment, 

the fransition could not have come at a much better time. A week before Judy was 

to give notice her position was retrenched. 

The fransition was not enjoyable for Judy. She was leaving work she liked 

to take up a care-giving role that she did not perceive favourably. Judy's 

ambivalence towards her father came through when he asked her if he could live 

with her. 

J: My father took ill, sick and he had to go to hospital and then he asked 
could he come and live with us. We didn't want him to live with us, but 
we couldn't say no. 

Up until her father's death, three years later, Judy felt as though he was still 

confroUing them. Judy's father did not like her and her husband going out for 

dinner, saying that it was a waste of money. Judy attributed her father's attitude to 

him growing up in the economic depression. Even so, she did not appreciate his 

criticism. The last six months of her father's life, however, were different. 

Following a stroke, Judy said she could talk to him more. In particular, Judy said 

she could openly discuss finances with him. Judy seemed to interpret this 
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experience with her father as a validation that she had achieved competence 

financially, and in a wider sense. Her father may not have provided her with the 

reinforcement she was seeking at various stages of her life. In the final stage of his 

life, however, Judy's father seemed to acknowledge his daughter's competence. 

Toward the end of the interview, Judy remarked that she was much 

happier now than when she was at school. I asked her when did she start 

becoming happier. Initially, Judy said she became happy when she met Don. Judy 

then changed her mind. 

C: That happiness. When did you start getting happy? 

J: When I met him (Don). 

C: I see. 

J: Yeah, oh, not (when I met Don), really I suppose when my father died, and 
we didn't have anybody to account to, because even then he tried to, 
y'know, keep trying to control us. 

Throughout her life, Judy felt that her father had confrol over her. This situation 

may be viewed as an Oedipal story. Judy's father may have never accepted that 

his daughter had married a man with cerebral palsy. His sister had to persuade 

him to allow Judy to marry the man with whom she was in love. Judy's father's 

confrol over his daughter could be seen as him performing the role of a husband, 

in place of a person whom he thought was inadequate to perform that role. Her 

father's death meant that she was now married to one man. 

Gaining a Walking Frame: Losing Independence 

Aged 58, Judy could no longer walk without a walking frame, because she 

had frouble keeping her balance. She attributed the loss of balance to medication 
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she was prescribed for depression. At times in her life, Judy had become 

exhausted and wondered if what she was experiencing could be depression. Judy 

described these depressive episodes as being temporary (lasting about two hours), 

and resolvable through sleep. What Judy described, however, may be more 

symptomatic of excessive physical tiredness, than depression. Thinking she may 

have had depression, Judy educated herself about the illness, and then went and 

saw her doctor. The doctor agreed that Judy may have had depression, and 

prescribed medication to help her. Judy experienced an adverse reaction to the 

medication. In the following extract, Judy explained the effects of taking the 

medication. 

Now I never forget that night, the night I took the first one. It was like a 
bolt locking in my brain from there to there, in there I could feel it locking. 
And nobody would ever believe this, but that's what it felt like. Anyway, 
after that I had to go on a walking stick, and then it just progressed, and I 
ended up on this (walking frame), but the thing is people reckon it couldn't 
last that long, but now that I've got the intemet I can look it up, and they 
do say it can cause walking difficulties after you go off them. Well mine 
happened when I went on them. 

Judy's loss of competence to walk without an aid translated to a loss of 

independence, and anger towards her doctor and Beyond Blue, an organisation 

that promotes issues relating to depression. Throughout her adult life she had 

typically gone grocery shopping on her own. Having a walking frame, however, 

meant that shopping independently was too difficult for her. Judy now had to rely 

on Don for assistance when going out of the house. She appears to have 

rationalised that the problems she was facing with walking were the result of her 

doctor and Beyond Blue not waming her of the potential side effects of taking the 

medication for depression. 
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C: So, how did it feel for you to lose that independence? 

J: Very, very fmsfrated. Very, very annoyed. Very annoyed, I keep saying 
why, why, why (did this) have to happen? Because even lay people, like 
the doctor gave me those tablets that lay people said to me, but, but your 
nervous system couldn't take tablets like that. You should never have been 
on them. Anything (that) affects the central nervous system we shouldn't 
be on. And this is what I get mad about because Beyond Blue, you know, 
that depression place, you often hear things on the radio and TV about 
people who shouldn't take them, but they never mention cerebral palsy. 
Never mention it, and people don't know, well you didn't know. 

C: No I didn't know. 

J: No, and now you've got the intemet. Every tablet you get you should 
check whether it attacks your central nervous system. I do. If the doctor 
gives me a tablet, I go straight to the intemet and make sure it's not going 
to hurt me, because they don't seem to care. I know I shouldn't be saying 
allofthis, butoh. 

Although antidepressant medication can sometimes have temporary side effects, 

such as those that Judy described, it seems doubtful that one dose of such 

medication could have caused the loss of function that Judy experienced. A more 

plausible explanation is that her cerebral palsy adversely interacted more with the 

aging process, than with the medication she took. The medication became an 

explanation for the loss of function she was experiencing. Rather than blaming 

herself for the loss of function, she protected her ego by rationalising that the loss 

was the mistake of others. 

Aside from Judy's loss of independence, this experience seemed to re-

emphasise how isolated she was. That is, she felt that not even the doctor cared 

for her well-being. Instead of showing sadness, however, like she had when she 

reflected on her lack of caring family and friends, she displayed anger. As Judy 

had done on an occasion when she was speaking about her father, however, her 
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criticisms vanished on fiirther probing. Following her comments above, I asked 

Judy about her experiences with medical practitioners. Judy replied that she had 

had good doctors, but they had given her the wrong tablets. This ambivalence 

resonated with how Judy spoke about her father. Although she liked her father, 

doctors, and chiropractors, she had strong negative feelings toward them. 

Social Isolation at 60 

On occasions throughout the interview, the material of Judy's past caused 

her to reflect on her current social isolation. Although Judy was happily married, 

she lamented the near absence of social connections with family and friends. One 

such instance occurred when we were discussing her relationship with her aunty. 

J: We just used to go for tea at her (Judy's aunty's) place and she'd come 
over to Mum and Dad's place. I saw quite a bit of my aunt and uncle and 
her daughter, yes. She was an only child too. 

C: Were you similar in age? 

J: Yeah . . . there was four of us, six months apart, and I was the baby. Yes, 
so we are all 60 at the moment. Yes, and I remembered their birthdays, 
and they didn't remember mine. I sent them cards, and I never got 
(anything). So, you know, I just don't know why. 

A further instance was when Judy was telling me about her best friend, and I 

enquired whether she had other fiiends in her late adolescence. 

J: I haven't got many other friends [laughs]. Our famities don't seem to 
worry about us either [laughs]. . . . You hear about disabled persons and 
people being very close to their families, and their families look after 
them. Well our family don't, don't worry about us [laughs], oh well 

C: Why do you think this is? 

J: Oh they've got their own lives. They can't be bothered with us, I s'pose. 
We're probably boring to them. 
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C: How do you feel about that? 

J: Oh, I get upset about it. But there's nothing you can do about it. 

This social isolation continues the pattems of isolation that occurred throughout 

Judy's life. The sentence I have italicised may offer some explanation for the 

social isolation that Judy experienced from her cousins. The expectation that Judy 

needed to be looked after, because she had cerebral palsy, may have been 

communicated to her cousins during their lives, and may have impaired the 

relationships between Judy and her cousins. Judy's cousins may have had to adopt 

caregiver roles with Judy, at times in their childhood, and did not wish to do so in 

adulthood. The passing of their parents (Judy's aunties and uncles), who were 

good to Judy, made it easier for them to remove Judy from their social lives. 

Physical Activity at 60 

The functional loss that Judy experienced over the previous two years of 

life franslated into a decline in physical activity involvement. Judy had tried to 

walk up and dovm her street, but found that she got extremely tired doing this 

activity. Rather than interpreting that this tiredness was occurring because she 

lacked fitness, Judy concluded that walking in the sfreet could not be helping her. 

Judy decided that performing housework was sufficient physical activity. She also 

limited herself in how much activity she conducted, because of her loss of 

balance. 

My Uneasiness with Judy 

My uneasiness with Judy, which I experienced during my interactions with 

her before we met, continued throughout the interview. On listening to the 

audiotape and reading the transcript, I realised I had probably conducted a better 
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interview than I thought. I was able to use my humour to good effect on a few 

occasions. I was also able to identify the comments and questions from Judy that 

made me feel like I was not doing a good job. During interviews, with other 

participants, I often ask about their experiences with cerebral palsy, even when I 

perceive that I understand what they are discussing, because I have had similar 

experiences. I do not wish to assume that another person's experiences of cerebral 

palsy are similar to my ovm. They may not be. Neither have I had some of the 

experiences that the participants talked about, so I needed them to elucidate what 

they went through. This issue was encountered with Judy. On a few occasions she 

seemed mystified as to why I would ask such questions, because I surely should 

know the answers. An example of an experience that we both have had was 

physiotherapy. I asked Judy about what she did in physiotherapy; she began to 

explain, and the following dialogue occurred. 

J: . . . I kicked my legs and put my leg out and the physio, you know. 

C: Yeah. 

J: Haven't you done, you must've done physio too. 

C: Yeah, I did a lot of physio. 

J: So I s'pose we've all done the same physio. 

C: Physio changes over the years. 

J: Yes, I s'pose it does. 

C: So it'd be quite interesting to hear what, what you did. 



134 

In this dialogue, Judy identified with me as a person with cerebral palsy. This 

identification made my question seem unnecessary to her. Once I had explained 

why I had asked the question (i.e., she had physiotherapy 30 years before I had), 

she continued with her response. A further example was in our discussion of 

callipers. 

C: Wearing callipers is something I'm not famitiar with. 

J: Oh, you never had callipers? 

C: No. 

In this extract, Judy seemed surprised that I had not had the same experience as 

she did. I felt this interaction did not enhance our relationship. A final example 

arose when she was discussing how physical safety was not an issue on public 

fransport when she was young, and that she did not travel on public transport 

nowadays for fear of being "bashed." After Judy had referred to the risk of being 

"bashed" on a couple of occasions, I directly probed this issue. 

J: You know, and you just never thought of being bashed or, not like now, 
you wouldn't dare do that (take public transport late in the evening) now. 

C: Obviously your physical safety is something that you really think about 

now. 

J: Oh, you do now. I wouldn't go by train anywhere now. 

C: Yeah. 

J: You don't care, you don't worry about it either. 
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The differences in life experiences may have also contributed to my 

uneasiness with Judy. On a number of variables she was my photographic 

negative. Broadly speaking, Judy was a female, 60-year-old adult who was 

physically inactive, socially isolated, and married, whereas I am a male, 28-year-

old adult who is physically active, socially cormected, and single. These factors 

may have made it difficult for Judy and me to relate. We shared a medical 

condition, and little else. 

I think it is worthwhile to consider why participants agree to be involved 

in this type of life history research. Like so often in psychotherapy, I had to wait 

until our time was almost up before Judy revealed what I perceived was her 

motive for participating in the study. Just before I was to leave, I was standing in 

the lounge with Judy and her husband. I sensed that they were not just there to bid 

farewell, but had a question to ask. To help them, I told them that participants 

typically wanted to ask questions, usually about the research and how it is 

progressing, and I would do my best to answer any questions they had. Judy said 

that she and her husband had wondered if I had come across any other people with 

cerebral palsy who, like them, did not have many friends. In essence, they were 

hoping that I could introduce them to other people with cerebral palsy. The issue 

of social isolation that Judy was confronting as a 60-year-old, was the same issue 

she had been coping with for most of her tife. An interesting parallel can be dravm 

between her looking for love as a 25-year-old and seeking friendship at aged 60. 

That is, she lacked competence to form relationships with people who were able-

bodied, so she turned to look for relationships with people who have disabilities. 

Just as the doctor helped her to resume social development when she was 
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younger, by suggesting that Judy visit a residence for people with disabilities, 

Judy appeared to be looking to me to assist her. I was unable to assist her, 

however. 

Summary and Reflections on Judy 

A recurrent issue throughout Judy's life was her difficulties in fomifrig 

social relationships. Although Judy found pleasure in her relationships with her 

husband and best fiiend, she wished to be more socially connected. Judy's 

position, as an only child, in her family may have limited early opportunities to 

form relationships with children of similar age and to leam how to cooperate with 

others. More decisive, however, was the effect of Judy's cerebral palsy on her 

ability to form relationships. Many of the children with whom Judy had contact 

(e.g., next door and at school) socialised thi'ough playing physical games, in 

which she did not feel sufficiently competent to be involved. Judy's perception 

that she was not capable of being involved in these activities meant that she would 

be watching on the sidelines. 

This separation from her peers continued at school, where she was, albeit 

willingly, excluded from physical activity. In the playgroimd, she was again 

isolated, through withdrawing herself from play, which she perceived as being too 

rough for her to be involved. Being isolated meant that she did not develop social 

skills necessary to be involved in the social milieu of her age group. 

In addition to social exclusion, Judy's difficulties with physical activity 

meant that she was asked to perform physiotherapy and to wear callipers. 

Although these interventions were designed to improve her competence at 

walking, she did not perceive she had improved. Both interventions meant that she 
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had to perform awkward movements, which she did not enjoy. These experiences 

of physical activity seemed to contribute to her not seeking out physical activities 

during the rest of her tife. 

Judy's efforts to become more socially cormected were successful in her 

late adolescence and mid-20s, when she met her best friend and husband, 

respectively. Although Judy cherished these relationships, she seemed to still want 

to form relationships with others, just as she had in her early stages of 

development. 

Judy's physical inactivity seemed to affect adversely her physical and 

functional health. For the last 30 years of her life, Judy had experienced back 

problems, as a result of falling over, and recent functional decline, which meant 

she used a walking frame. The impact of these issues on Judy's physical and 

psychosocial health may have been reduced if she had been involved in physical 

activity throughout her life. 

Alana's Life History: Quest for Normalcy 

Meeting Alana 

Alana was a participant in Study 1 of this research. The responses to the 

items in the questionnaire showed that she was minimally involved in physical 

activity. I sent her a letter, in which I asked her if she would like to participate in 

the present study. Alana telephoned me and offered her assistance. During the 

telephone call, Alana seemed enthusiastic about the research. We arranged a time 

to meet at her house. 

I conducted the interview on a Friday afternoon. I arrived at Alana's 

house, and she greeted me at the front door. Her cerebral palsy affected the left 
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side of her body, which meant that her walking was somewhat slow and unsteady, 

with a gait that is characteristic of people with cerebral palsy. Alana guided me 

through a small lounge area to a dining table, where we sat for the interview. 

Sitting at the table, it was difficult to notice her condition, apart from her left arm 

and hand being distinctly afrophied, and affected by spasticity, as compared to her 

dominant side. 

The Early Years 

Alana was walking by the age of five. Although she does not have many 

memories of the development of her walking, Alana said her mother worked with 

her to gain that ability. Walking was a challenge for Alana, but she was 

determined to succeed, especially given that other people did not think she could 

walk. 

A: (Walking) was something that I guess not many people thought that I 
could do, and I'm the type of person that sort of says, "Stuff what society 
thinks, I'm going to do this, I'm going to walk." 

Alana was able to walk when she started school. Her early schooling 

occurred in the late 1970s and early 1980s when the Government promoted 

segregation, rather than integration, of people with disabilities in the education 

system. This segregation meant that Alana attended a school for people with 

disabilities (special school) rather than a mainstream school. Alana's mother 

promoted her daughter's cause, however, and, at age six, Alana began to attend a 

mainsfream primary school for half a day per week. For the other school days, 

Alana attended a special school. Full integration was gradual, with Alana 

increasing her attendance at the mainstream school from half a day per week to 
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three days per week over a three-year period. At the end of three years, Alana 

started fiiU-time attendance at the primary school. This method of integration may 

have proceeded for educational and physical reasons, but may have impeded her 

social development. 

Erikson (1985) noted that the latency period can be the most socially 

decisive stage of psychosocial development. It is in this stage where children can 

gain a sense of differential opportunities based on factors, such as race, parental 

background, or the fashion of their clothes. For Alana, her gait, her affected left 

side, and her part-time attendance at the mainstream school may have been factors 

that contributed to other children's perceptions that she was different. The 

experiences that Alana had with these children seemed to increase her sense of 

inferiority. 

Alana's description of the difference between the special school and the 

mainsfream school was dramatic. At the special school, Alana's cerebral palsy 

was not an issue for the people around her, because all the students had various 

types of physical and intellectual disabilities. This school was a safety net for 

Alana. In contrast, Alana's cerebral palsy made her look and feel different among 

the students, at the mainstream school, who were able-bodied. The next passage 

captures how difficult it was for Alana at the mainstream school. 

A: I was being, sort of, put in something that was totally foreign and totally 
different, and I felt different. I think that was my biggest thing. I was in a 
classroom of able-bodied kids, and I felt different, whereas at (the special 
school) I didn't because everybody had some type of disability. And it 
wasn't like your disability was focused on, whereas for me it was like I 
was plucked out of something that was safe and fine and, y'know, warm 
flizzies, and put into something that was cold as hell, and you were being 
stared at. 
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The words I have italicised were particularly hard for Alana to say. The memories 

of her primary school years generated a strong emotional reaction from Alana. 

Adler (1932/1979) argued that defective organs may intensify feetings of 

inferiority. Alana's cerebral palsy contributed to her feelings of inadequacy in 

front of her classmates. One aspect of her condition that she particularly disliked 

was that she had to wear iron callipers to improve her walking. 

C: Can you tell me what it was like to wear callipers? 

A: The callipers that I started with were the iron callipers. They were iron 
bars, and they attached to my shoes, and I hated them. I hated them with a 
passion. . . . I hated them because of how they looked. I hated them 
because of how they made me look, and I hated them because people saw 
me, and the first thing they saw was the callipers not me as such. So I 
really didn't like my callipers at all. 

A principal source of her hatred of her callipers came from how other children at 

school reacted to them. A number of older children, and Alana's own classmates, 

teased her for wearing callipers, and referred to her as "iron legs." Alana found 

this name-calling disfressing, but had empathy for the children that teased her, 

because they did not understand why she was wearing callipers. 

Alana's feelings of inferiority were reflected back, from the children to 

her, in the way they behaved towards her (i.e., stared at and teased). This 

behaviour served as confirmation that she was different and did not belong at the 

mainsfream school. Alana's inferiority feelings and her classmates' behaviour 

meant that it was difficult for her to socialise with them. 
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On occasions, Alana's older sister became a powerful ally in helping her 

to cope with the teasing. Although a support group, including teachers and senior 

school management, had been established to assist with Alana's integration into 

the mainsfream school, they were ineffective at dealing with the teasing issue. 

Alana did not have the self-esteem to cope with the children who were teasing 

her, and her older sister sometimes came to "save the day." Alana's sister was 

much taller than Alana, and was an imposing figure for the children who were 

teasing her. I shall discuss Alana's relationship with her older sister later in the 

case (see Faster, Daddy, Faster; Happiness at High School; and Further 

Identification with Older Sister). 

Faster, Daddy, Faster 

Being so restricted in her mobility, Alana could not experience what it was 

like to run fast. She was, however, able to enjoy what it is like to move fast in her 

father's hot rod. 

A: My (older) sister had had a go (with Dad in the hot rod), and she'd 
screamed the whole way. Didn't like it at all. Then it was decided that I 
should have a go, but it was decided that I would sit with a helmet on, on 
my dad's knee, and be strapped in. . . . I don't know what speed Dad was 
going but I looked at dad as we're going around, "faster daddy faster, 
faster daddy faster," and by the time that we'd got back to my mum, I 
didn't know what G-forces we were going or whatever, but the look on my 
face was just, it was just one of, y'know, freedom and yeah. I guess that's 
where I get my love of speed from. 

In addition to the pleasure that Alana seemingly experienced from doing 

something (i.e., moving fast) that she could not do by herself, this exfract 

encapsulates an Oedipal story about Alana's relationship with her father and 

touches on her ambivalence towards her older sister. Alana may have felt inferior 
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to her older sister, because her cerebral palsy restricted the activities she was 

capable of performing. In her father's hot rod, however, Alana was able to please 

her father through being involved in an activity that her older sister did not like 

doing. This experience may have been one of the few times when Alana gained a 

sense of superiority over her older sister. 

Physical Activity at the Mainstream Primary School 

Alana's lack of competence at physical activities was highlighted in the 

schoolyard. In the playground, Alana would be the person on the end of the 

skipping rope, rather than the person skipping in the middle. The inability to 

interact physically with others equated to social exclusion. 

A: I felt very alone during my primary school years, simply for the fact that I 
wasn't included in a basketball match, or I wasn't included in the chasey 
game, or whatever. And I guess being alone for me, during my primary 
school years, was quite prominent and quite hard to deal with. 

In coping with the issue of social exclusion, Alana was also coming to terms with 

the permanence of her disability. Adler (1932/1979) suggested that children with 

organ inferiorities may reorganise themselves to avoid or eliminate the issue. 

Alana perceived that people did not understand her disability, however, and she 

did not know how to overcome the challenges it presented. She did not know how 

she could not feel so alone, when social inclusion meant being physically active, 

and she had a disability that reduced her opportunities to be physically active. 

Alana did not appear to have resolved these issues during her primary school 

years. She seemed to neither avoid nor eliminate her cerebral palsy, but was 

stalled in her development. 
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fri organised physical activity, Alana would be given tasks to do on the 

sideline, rather than being involved with the other children. Alana saw her fiiends 

and classmates participating in the activities, and resented that she was not out 

there with them. Although she quickly became used to being on the sidelines, she 

did not enjoy this role. 

Physical education at school often meant that Alana would be taken out of 

school to do physiotherapy. She hated physiotherapy, because it involved the 

painfiil stretching of her muscles. Alana perceived that her physiotherapists did 

not understand how much it hurt her and the pain was such that she either wanted 

to cry or lash out at somebody. 

Finding Freedom Through De-emphasising Disability 

During her primary school years, Alana was able to replace her iron 

callipers with plastic splints. Although she changed from being called "iron legs," 

to being named "plastic legs," the effect of this change on Alana was profound. 

Alana felt less disabled wearing the clear plastic splints than she did when 

wearing the iron callipers. The splints were less visually obvious than the iron 

callipers, and she was now able to choose any type of shoe she wanted. Alana also 

did not have to buy shoes that were two sizes too big. Alana said that when she 

got rid of her iron callipers she found freedom. 

C: You said you found freedom. Freedom in what sense? 

A: Freedom in the fact that I could go into a shoe store [and] say mum I like 
those shoes. I couldn't pick any type of shoe, but I could pick a runner. 
That I didn't have to buy two sizes too big, because I had to fit the splint in 
it. I could buy just an average pair of runners and it's nice just to not have 
to think, "Oh, I've got my splints on," y'know. To have to do that for the 
first time . . . the feeling is amazing. You don't have to worry about it if 
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you don't have to think . . . for me I found I didn't feel as disabled as a 
whole. 

Increasing Normalcy: The End of Splints 

At 12 years of age, Alana had a hamstring tendon release to lengthen her 

muscles. Prior to the operation, her walking became progressively worse, with her 

stature being lower to the ground and her knees coming together when she 

walked. Alana also had pain in her legs. One positive aspect of the hamstring 

release operation was that she no longer had to wear splints. This prospect excited 

Alana, because, like when she was able to give up her iron callipers, she felt as if 

she was less disabled without them. 

Following the operation, Alana took 18 months to recover, due to her not 

regularly completing the prescribed rehabilitation exercises. Alana attributed this 

lack of motivation to not realising how important it was for her to perform these 

exercises. Alana's experiences of physiotherapy, however, may have been a factor 

of greater sigruficance in her lack of motivation. Like the physiotherapy she did in 

earlier times of her life, performing the exercises was painful. 

C: Can you give me a sense of what it was like to do those exercises? 

A: Then I felt like it was a chore 'cos I'd go to physio, and I'd cry because of 
the pain I was in, and the stretches I was doing. So I guess that was a big 
factor. The fact that I knew my physio would cause me pain, so I just 
wouldn't do it. Yeah, so that was big. 

Alana's younger brother helped her to cope with the pain of the exercises 

following the operation. She did exercises in the moming, before she went to 
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school, and her younger brother would help her by distracting her from the pain of 

the exercises. Alana was extremely grateful for what her brother did for her. 

I'd often, y'know, lie there and cry, because it was hurting so much. (My 
brother) has a very wacky sense of humour. Exfremely wacky, in fact. So I 
would often ask him to sit next to me and just make me laugh while I was 
doing these exercises, which he did just by being himself Saying, cracking 
jokes or whatever, and it worked, y'know. I wouldn't concenfrate on the 
pain, I'd concentrate on laughing, and I'd laughed so much that it'd hurt! 

Few of Alana's stories featured her brother. She was closest to her older sister, but 

seemed to have a strong relationship with her brother. Although they did not do 

many activities together, it seemed that they could call on each other at any time. 

Happiness at High School 

The transition from primary school to high school was a lot smoother than 

from the school for people with disabilities to the mainsfream primary school. 

Alana attributed the difference to her greater ability to articulate her needs to 

school staff. 

During Alana's first year at high school, she got her first electric 

wheelchair. This event was significant in her life, because she gained greater 

mobility. That is, she gained competence at being physically able to keep up with 

her peers. Although she may have lost self-esteem in her ability to waUc, this loss 

seems to have been more than compensated for by the added mobility she 

received from her wheelchair. In essence, Alana viewed the wheelchair as a 

positive altemative to walking. These two brief exfracts reflect this interpretation. 

A: I got my first electric wheel chair back in high school. . . finally I'd found 
my legs, as such. 
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A: I love my wheelchair. I love my freedom. I love being able just pick up 
the keys and drive. 

In Adler's (1933/1979a) terms, Alana's experience may be understood in terms of 

her striving for the goal of perfection in physically keeping up with others. 

Although not the primary force of Alana's strivings, feelings of inferiority, with 

regard to her mobility, may have provided impetus for these strivings. The 

freedom Alana mentions in the second extract seemed a reflection of the freedom 

she found in her father's hot rod when she was younger. Driving fast in her 

wheelchair was compensatory for the lack of ability to mn fast. 

Alana's quest for what she perceived as normalcy continued at high 

school In her maths class, she did not have an integration aid (i.e., a person to 

assist her with work in class). Having an integration aid in other classes, meant 

that she had higher productivity, but precluded her from misbehaving with fellow 

students. Alana perceived misbehaving in class as a normal teenage activity, and 

maths was the only class where she could engage in this behaviour. In the next 

quote, Alana described her behaviour in maths class and her motivation. 

A: We wouldn't concenfrate on what was going on in class. We'd sit there 
and pass notes to each other. 

C: So what motivated a maths rebellion? 

A: I guess what motivated it (is a) good question. Because of my disability 
there are only certain things I could do and also because I had generally an 
integration aid in class. I couldn't get away with anything. I had to sit there 
and concentrate, but during some maths periods I didn't have an 
integration aid, so I'd be there sitting there on my own, and I'd be sitting 
next to my friend and, y'know, you'd sit there and pass notes to each 
other. So, y'know, I wouldn't get much maths done, but I'd have to go 
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home and do it all at home, but, y'know, I think in that regard, that really 
became for me a normal teenage type of thing. Not that I was rebellious in 
any way, but 'cos we never got caught. 

As is evident from this example, high school was different from primary school ui 

that Alana had friends. Whereas at primary school social inclusion was associated 

with physical ability, this relationship was not as strong at high school. Alana 

could be socially included without being physically active. The new social 

environment of high school (i.e., deemphasizing physical ability) meant that she 

did not have to resolve the issues relating to her disability that had been too 

daunting for her at primary school. Alana developed a friendship with a girl, 

which she still enjoyed when I met her. Alana and her friend had similar interests, 

and at school they used to sit together and talk. Holding conversations was 

something that Alana could do in the breaks during the day at high school, as 

opposed to the physical activities in which her primary school peers were 

engaged. Alana related that, to her friends, her disability was not as issue for 

them. They had accepted Alana for who she was. 

A: They're cool with it. They help me through it, y'know, and the stick or the 
wheelchair or the whatever, they don't see that, they see me, which is what 
I want in life. I don't want people to see the stick or the wheelchair. I want 
them to see me, and with my fiiends it's like that, and that's why I'm so 
comfortable with them I think, yeah. 

In hearing these stories I gained a sense that Alana was becoming increasingly 

comfortable with herself At a stage of life when individuals face the conflict of 

identity versus role confusion (Erikson, 1985), Alana perceived her cerebral palsy 

to be part of her personality. Her friends and family reinforced this process 
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through their acceptance and love of her. Alana was becoming proud of who she 

was and wished other people in the community would be accepting of her for 

what she had to offer. 

Although the earlier story of passing notes in class helped Alana to feel 

more like her peers, the activity had added meaning. After I had reflected back to 

Alana that she seemed pretty proud of never being caught passing notes, she 

revealed that, in this respect, she was better than her older sister. 

C: You seem pretty proud of that. 

A: Yeah I am [laughs], because my older sister used to get caught. 

C: So you were one up on your sister. 

A: Ooh yeah. 

Alana's feelings towards her older sister were slightly ambivalent. For the most 

part, Alana sfrongly identified with her older sister. At high school, her older 

sister was involved in sport and physical activities. This next quote captures 

Alana's identification with her older sister. 

My (older) sister, as a kid, was very involved in the local basketball club, 
and so I'd, y'know, muck aroimd with (her) on the front lawn or out the 
front in the carport. But I could never get out there and enjoy a game 
because I wasn't physically fast enough, y'know. (My older sister), as a 
kid, often had roller skates. I would mn up and dovm the driveway with 
my callipers on and (later) with my (splints) on and I'd pretend that I was 
skating, but I knew that I could never skate because I didn't have the 
balance or the co-ordination. (My older sister's) very fit, very athletic, so, / 
guess she's all the things that I wanted to be but couldn 't [hurt laugh]. 
You get that. 
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Alana's identification with her older sister marufested itself in her involvement 

with the physical activities of her sister. The words I have italicised suggested that 

Alana wanted to "be" her sister. The closeness of thefr relationship was 

demonsfrated in the older sister's inclusion of Alana in the physical activities she 

performed. With basketball, knowing that Alana could not play with her on court, 

the older sister said to Alana that she could head her cheer squad and mind her 

bag. These gestures made Alana feel important. Although Alana was once again 

on the sidelines, which she had not enjoyed at primary school with other children, 

her level of identification with her older sister made the situation easier for Alana. 

Physical Activity and High School 

For Alana, physical activity at school still meant exclusion from her 

classmates. Alana was recovering from her hamstring-release surgery at the start 

of high school, and had further surgery during her second year. Physical education 

lessons meant, once again, that her mother would take her from school for 

physiotherapy sessions. 

Alana's second operation was required to correct her left foot, because she 

was walking on its outside edge. To improve her walking, the ankle was broken 

and fused, so that the sole of the foot was flat to the ground. This surgery 

benefited Alana functionally, and it also helped to improve her self-concept. 

Alana was not as self-conscious about her feet following this surgery as she had 

been before the operation on her foot. 

A: To actually take that first step and realise, "Hey, my foot is on the 
ground!" I thought that was huge. 

So did your walking become easier? 
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A: Yeah, I could walk as normally as possible. . . . and, oh, I wasn't as self-
conscious of my feet. Yeah, I mean it looks different now, but that's 

V 

because it's had surgery. So, y'know, it's just part of growing up. 

Finding Love 

Alana did not seem to face the difficulties of finding a life partner that 

many people with cerebral palsy face (Shuttleworth, 2000). She met her future 

partner, Joe, when she was eight, and he was 18, and they were fiiends for the first 

decade of their relationship. Given the age difference, Alana's mother and father 

did not mind that they were friends, but did not want the relationship to go past 

the fiiendship stage. These views, however, were not expressed to Alana. 

Possibly, her parents also did not want their daughter dating someone with a 

disability. Joe had an acquired brain injury, which marufests, predominantly, as a 

difficulty in transferring information from short-term memory into long-term 

memory. Here, Alana described her transition from perceiving Joe as a friend, to 

perceiving him as a potential partner. 

A: So we kept it just at fiiends for a long time. Then I guess at 16, for me, I 
started having these thoughts, "Oh shit, (Joe's) attractive." I just looked at 
him one day and thought, "Man you're a fox." Didn't say that to him at 
the time. 

When Alana was 17, they started dating. Falling in love diuing adolescence is one 

way in which identities are clarified (Erikson, 1985). Adolescents sometimes 

project an image of their ego onto their love interest and see it reflected back. For 

Alana, she seemed to have projected an image of a person with a disability, rather 

than that of a disabled person, and saw that image reflected back. Her fiiends 

accepted her for who she was (see Happiness at High School), and so did Joe. 
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A: Y'know, what (Joe) sees is he sees me as I am, but he doesn't see the 
disability, the stick, the wheelchair. He doesn't see any of that. He just 
knows that that's an extension of me, that I need that to function. 

Dating typically involved spending time at each other's houses, or meeting at a 

local shopping centre for lunch, or a movie. I explore their relationship further 

later in the life history (see Getting Married, Studying Disability - Personal 

Interest and Activism Reasons, A Marriage of Prejudices). 

First Job: The Ups and Downs 

Alana, at 17 years of age, left school to take up a position as a receptionist. 

This event was huge in Alana's life. Alana stated the importance of catching 

public transport to and from work everyday, and her first pay cheque. In essence, 

like with achievements in her past, Alana's excitement seemed to be grounded in 

the further achievement of normalcy. 

Alana's development was arrested, however, when she began having 

seizures. She had had epilepsy in her childhood, but she had been free of seizures 

for the previous 10 years, and had not been required to take medication. 

Workplace relationships soured, with her managers not happy to have someone on 

the front desk who could have a seizure, and who got messages wrong. Her 

managers were not prepared to accommodate her with her health issues, and she 

left the orgaiusation after about 18 months of employment. 

Following the termination of her employment, Alana launched what she 

referred to as one of the biggest battles of her life, to control her epilepsy. She 

went through tests at hospital to diagnose what kind of epilepsy she had. Her 

seizures were different from those that she had experienced in childhood. With the 
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loss of employment and the diagnosis of epilepsy, Alana became depressed. She 

felt that the world did not want her, and she was not good enough. In the 

following extract, Alana described her depression. 

A: I guess depression, for me, was like I was in this big black hole, and I was 
getting further and fiirther and further down into this big black hole, and I 
couldn't get out. I couldn't climb it, and that for me was just horrible 
because I was getting more and more and more despondent and depressed 
and you know my mum didn't, my family didn't know what to do 'cos I 
was still living at home at that stage, fri the end I went to my doctor and I 
said, "Look, I think I've got depression, this is what's happening, I need to 
hear it [pause] for it to become real, and for us to do something about it. I 
need you to validate what I'm going through." 

As highlighted in this extract, Alana had to cope with not only the depression, but 

also her family's reaction to her depression. Alana's father, in particular, did not 

understand depression and was against his daughter taking the prescribed 

antidepressant medication. Because her family did not understand what Alana was 

experiencing, they could not provide the support she needed. To treat the 

depression, Alana took medication for six months, and undertook counselling 

once a week, for 18 months. 

Basch's (1988) conceptualisation of depression may be most applicable in 

Alana's case. According to Basch, there are several aetiological features of 

depression, including the self system's inability to mobilise resources to cope with 

a given sfress; the retreat of the self system to a lower level of functioning; and the 

communication to the outside word that the self system is not operating to the 

same degree that it once was, and cannot be relied upon, and that help is needed 

from others. Alana was treated pharmacologically and psychotherapeutically, 

which, using Basch's typology, suggested that she had both forms of clinical 
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depression (i.e., endogenous and exogenous). The counselling that Alana 

undertook appeared to enter Basch's developmental spiral at the self-esteem stage. 

Alana seemed to have a poor self-concept, which may have been based on her 

beliefs about what it was to be normal. The material that Alana told me she had 

discussed with her counsellor was not only her inability to hold down a job, but 

went back to lost opporturuties to do activities that were typical among her peers 

(e.g., running and playing games, working a part-time job during high school). 

One such issue was that Alana never had a part-time job at high school. 

Getting a job was never discussed with her parents, but she sensed that they did 

not perceive that she would be able to get a part-time job. The lack of a part-time 

job not only meant that Alana remained financially dependent on her parents, but 

also delayed her development and explained the significance of getting her first 

job. 

The Mask of Normalcy: Alana and Her Parents 

Alana spoke about her parents with a lot of love. She acknowledged that 

her achievements would not have been possible without thefr support. Perhaps 

most importantly, in Alana's view, they had raised her as a normal child. 

I've been pretty fortunate in that I was brought up pretty what I consider 
normal. My family and my parents never excluded me from anything. 
Sure there were things I couldn't do growing up, but I was given every 
opportimity to excel and to extend myself, and, you know, I was included 
in everything. 

The key word in the first sentence is "pretty." Although Alana's parents cared for 

her similarly to their other children, there were times when her disability seemed 

to influence how they treated her. For example, Alana's parents were sometimes 
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overprotective of her. Alana described how she did not have the same 

opportunities to go out with friends, because she was reliant on her parents for 

fransportation and they sometimes stopped her plans. A further example is that of 

Alana perceiving that her parents would not allow her to get a part-time job. 

Alana's dependence on her parents seemed to mean that she often did what made 

them happy. This next dialogue captures how Alana related to her parents. 

C: Can you tell me a bit about your Dad? 

A: About my Dad, where do I begin? What do you want to know? 

C: Begin wherever you like. 

A: Okay, Dad's worked in the engineering industry for all of his life. In fact. 
Dad and I, I guess we had the normal father daughter relationship. 

C: Which means what for you? 

A: For me it meant a lot more protection, a lot more "(Alana) don't do this 
because we don't want you to." Y'know, but it also meant, for me, that 
pleasing mum and dad meant doing what they wanted, particularly when I 
was young. 

Although I started off asking Alana about her father, she told me something 

superficial about him, and then moved on to talk about both her parents. Alana felt 

that her father was always there when she needed him. Alana's father's assistance, 

however, seemed to be physical, rather than emotional. Her father's apparent 

discomfort with emotional issues was evident in his lack of support when Alana 

was depressed (see First Job -The Ups and Downs) and in his relating to her after 

her marriage (see Post- Wedding - An Oedipal Story). Perhaps Alana's father was 

supporting his daughter in the only ways he knew how (e.g., physically), rather 

than in other ways (e.g., emotionally). 
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Alana's mother was her main source of support throughout childhood and 

adolescence. The examples of her helping Alana to walk, advocating for her 

inclusion in the mainstream school system, and driving her to physiotherapy 

appointments have afready been mentioned. At home, Alana's mother had her do 

chores, like her siblings. She was given tasks that she was capable of performing. 

These chores helped to increase Alana's feelings of normalcy. 

Gaining Competence through Voluntaiy Work 

Aged 18, and receiving treatment for depression and epilepsy, Alana's 

vocational development continued when she began volunteer work at a local 

retirement village, on one day per week, and at a local primary school, on two 

days per week. Through performing this work effectively, she was able to 

demonsfrate competence. In the retirement village, Alana helped to run a 

programme for the residents, and, in the primary school, she ran a reading 

programme for one of the teachers. Alana's self-esteem was enhanced through the 

positive feedback she received from the people aroimd her and through reflection 

on her ability to perform these jobs. 

A: (The work) became invaluable. It gave me a sense of purpose again. It 
gave me reason to get up in the moming 

Second Job: Returning Home 

Aged 22, Alana got employed in the office of the high school she attended 

as a student. This environment was comfortable for Alana. 

A: That was like coming home, y'know. I knew everybody, and I knew the 
corridors, I knew how to get around. I knew where everything was. 
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y'know, that was like going home because, yeah, I didn't feel foreign. I 
mean, I did because I was ten years older, and I had to call my teachers 
that had taught me in Year 11 by their first name or something, so that felt 
weird. But, as for everything else, it was just like I was home, you know. 

Alana's second job seemed a good progression from her voluntary work. Gairung 

employment at the high school meant that she did not have to re-fight old battles 

to achieve normalcy. She was working with people who already knew her, albeit 

as a student, rather than a work colleague. Alana was gaining self-esteem through 

demonsfrating competence in paid employment. 

The beginning of the job was not without difficulties, however. Alana had 

got this job through an employment agency, and her consultant had certain 

expectations regarding how Alana should present herself One of these 

expectations was that she should wear stilettos to work. Alana had never wom 

high-healed shoes before, and her employer, the school, did not expect her to wear 

such shoes. 

Alana was employed for two years, before she had to leave due to ill 

health. In this job, Alana spent a lot of her time looking at a computer screen, and 

she said that the flickering screen had triggered more epileptic seizures. She spent 

the next 18 months visiting hospital and frying certain medications to confrol her 

epilepsy. 

Getting Married 

At age 24, Alana got engaged to Joe. The engagement was a significant 

factor in diminishing Alana's depression, which was still present. The following 

was how Alana described how she changed after she got engaged. 
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A: That shifted my focus totally from myself to suddenly (being) alive with 
someone who I loved and cared about, and who loved me and respected 
me for who I was, right then right there. 

The, at least partial, alleviation of Alana's depression may be attributable 

to Joe entering the developmental spiral (Basch, 1988) at the self-esteem stage. 

Against a background of situations in which Alana was unable to show 

competence, with accompanying lowering of self-esteem, was her fiance who 

accepted her for who she was. This acceptance and love seemed to have increased 

her self-esteem and to have reduced her depression. 

Six weeks before her wedding, Alana had another seizure, which she 

attributed to the stress involved with organising her wedding. Sfress seemed to be 

a common element that was evident in all her seizures in her adult life. I queried 

whether sfress may have caused her previous seizures as well. 

C: Do you think stress caused the seizures at work? 

A: Definitely, definitely, because my bosses were making sure that I'd 
perform and they wanted me to perform. So then my body was saying, 
"Hey, hang on a second, maybe we can't," and me being me, I didn't want 
to give up, so I didn't, right until the last second. 

Given the significance of Alana's first job to her, it is understandable that she 

persevered, and tried to suppress the messages she was receiving from her body. 

To accept that the job was too stressful for her would be to acknowledge that she 

was not competent to perform that role, which meant that she also was not normal. 
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Post-Wedding: An Oedipal Story 

Three weeks after Alana was married, she received a phone call from her 

father. Such behaviour was rare for her father. The following extract was how 

Alana described the phone call 

I'll never forget it. We'd been married three weeks, and we were home. 
We were here, it was a Sunday aftemoon, and the phone rings, and it's my 
dad. I knew something was up, because my dad never picks up the phone 
for a chat. I got to the phone, and it was just my dad ringing me to tell me 
that he'd missed me. That bowled me over. Because my dad's the type of 
guy that doesn't do that for a start, but the fact that he did it and that he 
wanted to see me, even if it was for just a cup of coffee, meant a lot. 
Because it meant that, y'know, he'd realized and accepted that I moved on 
with my life. My family think that (Joe) is just wonderful. 

From the perspectives of both Alana and her father, this seemed an Oedipal story. 

Alana's father missed having his daughter close by, and Alana was still seeking 

love and approval from her father. The last sentence stands out, because the 

feelings of her family members towards her husband were in contrast to how they 

initially viewed the relationship. Alana's parents initially did not want their 

relationship to be more than a friendship. Although, as I have stated, the age 

difference could have been a source of concern for Alana's parents, Joe's 

disability could also have been a concem. Alana choosing a person with a 

disability to marry may have forced her parents to confront their disableism. 

For Alana, the need for love from her parents was still important. The 

significance of her father's phone call was that it sent the message that she still 

was wanted. As she had done throughout her life, Alana was still trying to please 

her parents. 
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Returning to Education 

A year after she was married, Alana returned to education. The stmcture of 

the education system in Australia meant that she had to complete the equivalent of 

a final year of high school (Year 12) before she could do tertiary study. She did 

this Year 12 study part time, over two years, at a Technical and Further Education 

(TAFE) institution (TAPE institutions are non-university tertiary education 

providers). Graduating from this course was momentous for Alana. 

A: I did that part time and graduating from that was one of the biggest thrills 
of my life, because a lot of people when I was young said, "Oh, I won't be 
able to do it. It'd be too hard," all those type of things, and the fact that I 
went and did it, and (that) I got a certificate to prove it is huge. 

Graduating represented pubtic recognition of her competence at the knowledge 

and skills incorporated in the Year-12 course. She had demonsfrated to everyone 

that she was able to achieve at the same levels as her able-bodied peers. 

Graduating seemed to have also increased her self-esteem to do academic study, 

and may have contributed to her decision to continue studying (see Studying 

Disability - Personal Interest and Activism Reasons). 

Studying the Year-12 course also gave Alana an opportunity to increase 

her independence. When she was in high school, her mother would advocate for 

her needs to school staff, to ensure that her daughter had the necessary assistance 

to perform schoolwork effectively. At TAFE, however, Alana had to articulate her 

needs to the staff of the disability unit operating within the TAFE. She did this 

successfully, which seems to have contributed to her feelings of competence as a 

student. 
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Lack of Physical Activity and Functional Decline 

Throughout her 20s, Alana was not involved in much physical activity, 

and experienced functional decline. Whereas in her childhood and adolescence 

Alana was involved in physiotherapy, she did not continue these treatinents into 

the next decade of her life. Although she sometimes thought about being involved 

in physical activity, she did not have the competence to participate, nor the self-

esteem to seek out the advice of people who could help her gain competence. This 

lack of self-esteem seemed to stem from her inability to show competence with 

physical activity as a child. 

C: Were you involved in any physical activity? 

A: No, and for the simple reason that I didn't know what was around. I didn't 
know what I could do. I didn't know what was accessible, or not, so I just 
didn't do anything. But it wasn't like I didn't want, y'know, I sort of 
thought occasionally it'd be nice to go to the gym, or do a workout of 
some sort, but I didn't know what was around. So I guess really, I'd need 
to go to a gym that was supportive, but that had people on hand that knew 
how to design a program for a person with CP, and that knew what they 
were doing, not pretended to know what they were doing, y'know, and I 
actually haven't found that yet. So, if you know of anywhere around here, 
let me know. 

This extract illusfrated Alana's lack of self-esteem with physical activity. I 

interpreted the final sentence as a request for help. To assist Alana, I offered to 

send her information about exercise prescription for people with cerebral palsy 

(Laskin, 2003), and to schedule a time for her to meet with a personal frainer and 

I, to explore what she could do in the gym environment. Alana accepted this offer 

(see An Exercise Intervention). 
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About a year after Alana was married, she was experiencing pain in the 

quadriceps muscles, and was finding it difficult to stand for long periods of time. 

In the next extract, Alana described the extent of the functional decline. 

A: It got to the point where I could hardly walk. Even cooking a meal was a 
challenge. So, y'know, we were eating out a lot, which I didn't mind, but 
y'know, I'd just cook whatever I could get my hands on, whether it'd be 
one of those freezer meals or, y'know, whatever. (Joe) didn't seem to 
mind, but I knew that I could cook. So I knew that I was deteriorating 
fiirther. . . 

C: Can you tell me how it felt? 

A: Well I just, I felt awful, y'know. Not only was I in pain, I had to deal with 
the emotions of, "Oh my goodness, I'm getting worse, I don't know what 
to do, and so I just won't say anything," make everything seem okay. 

Alana used derual to cope with the functional decline. She did not understand why 

her walking was becoming progressively more difficult, and had resolved that it 

was something she had to put up with. Such was her denial that Alana took two 

and a half years to tell her mother of the trouble she was experiencing. 

Studying Disability: Personal Interest and Activism Reasons 

Following the completion of the Year-12 course, Alana emoUed in a 

disability studies course. Her motives for studying disability were both personal 

and activist. With regards to personal motives, Alana was able to study about 

herself as a person with cerebral palsy. One aspect that she greatly benefited from 

was obtaining resources about disability and sexual fiinctiorung. Alana expressed 

her fi-usfration with not easily being able to access information on this topic. 

A: I guess when it comes to intimate stuff if you like that was also very hard 
cause there's very little literature around for people who have disabilities. 
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You can't go into (a well-known book shop) and pluck a book off the shelf 
about the, "How to's," if you've got a disability. Try to do it. It's 
impossible. 

Alana benefited from her course through one of the class's excursions to a family 

planning clinic. It was here that she found an entfre section of material devoted to 

disability and sexual intimacy. In this quote, Alana described what happened. 

A: I walked away from that excursion thinking I'm going to come back here 
on my own, y'know, go on my own time, chat to somebody, make an 
appointment, and yeah I did and it was probably the most helpful hour that 
I've ever had. 

Alana obtained information from the staff at the clinic. She has used this 

information with her husband and said they were gairung more enjoyment from 

physical intimacy. 

The activism motives for studying disability were bom from the perceived 

inequalities that Alana and her husband have encountered as people with 

disabilities. Alana had strong opinions about the lack of support that the 

government gave to people with disabilities. She did not want to be a politician, 

but would like to be an advocate for people with disabilities. 

A: We (Alana and Joe) often find that together and separately we're fighting 
for our rights, and, y'know, if the world's not fair, we've got to fight for 
that, and I guess I'm sick of people saying, "No, there's not enough 
funding." That's a phrase that I don't like. So, basically, I just want to get 
more equality for people with disabilities, more funding, more help, and, I 
figure, who better to do that than somebody who knows first hand. 

When discussing the need for someone to advocate for people with disabilities, 

iA.lana's fhistration with being treated as someone who was inferior came through. 
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fri her adolescence, Alana had come to terms with her cerebral palsy. Although 

she had addressed the feelings of inferiority that were sfrong in childhood, she 

now was facing other people who saw her as inferior. This next quote further 

explains why she chose to study disability and how she feels people in the 

community treated her. 

A: I'm there simply because I guess I'm sick of being put on the bottom of 
the pile, you know. I want to be up there. I want to have my voice heard 
not just for me, but for everybody. 

An example of what frustrated Alana, was when she was shopping in her 

wheelchair, during the sales in the city, and people did not see her coming, and, 

consequently, did not move out of her way to let her past. Although many people 

have difficulties negotiating their ways through crowds of people, Alana's 

description of what happens when she is in her wheelchair suggested that she was 

invisible to many in a crowd. Her lack of height, because she is seated, might have 

meant that she was not treated as an adult. 

Alana's activism behaviour was manifested in how she communicated 

with people who were standing in her way. Most people were apologetic when 

they were asked to move out of the way. It seems that they genuinely did not 

perceive that they were impeding Alana's progress. Some people even engaged 

Alana in conversation about her wheelchair and how fast it could fravel She 

relished the opportunity to educate people about what it was like to use a 

wheelchair, and other aspects of having a disability. Alana did not blame people 

for not knowing how to behave with people who had disabilities, but hightighted 

the need for people to be educated about disability issues. 
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Alana's desire to educate others about disability and her experiences of 

having a disability extended into the realm of public speaking. When I met her, 

she was undertaking a Toast Masters programme, and was enjoying relating 

stories of what it was like to have a disability. In essence, Alana's wish to educate 

others through telling her ovm story was probably a central reason why she 

consented to being part of the present research. My research may have represented 

a vehicle by which she perceived that she could educate others about what it was 

like to have a disability. 

A Marriage of Prejudices 

The difficulty that Alana had finding material on sex and disability was 

part of a wider issue of prejudice that Alana and her husband faced. The way in 

which some people viewed her maniage was a source of worry for Alana. 

This is going to sound strange, society (a) thinks it's sfrange that I'm 
married 'cos I've got a disability, and (b) they think it's even more strange 
that I'm married to someone with a disability. So you've got a double 
stereotype happening and when, I guess, the average normal Joe in the 
sfreet won't or can't imagine two disabled people being married, let alone 
two disabled people having sexual intercourse. Y'know, that's weird to 
them. Except, y'know, (my husband) and I are tike any other normal 
couple. 

Alana appeared to have received the message, indirectly, from a range of sources 

that her marriage to a person with a disability, and their sexual lives were unusual 

and, possibly, distasteful. Alana did not provide any direct examples, but the 

effort she was required to exert to find material on sex for people with disabilities 

probably sent a message that it was not typical for people with disabilities to 

experience sexual intimacy. Alana viewed sexual intimacy as a healthy part of her 
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relationship with her husband, and was dismayed that some people may have 

thought otherwise. 

More direct examples of how Alana and Joe were treated when they went 

out together come from when they ate out. One of the manifestations of Joe's 

condition was that he had accelerated speech, which meant that some people 

ignored him. In restaurants, some waitresses did not acknowledge his presence, 

and spoke solely to Alana. The reverse had happened as well (i.e., waitresses 

acknowledging Joe but not her) when Alana had been in her wheelchair. A further 

example of Alana's activism was when waitresses ignored her husband. 

A: I guess that's where your education comes in, and it's just by saying 
something simple like, "Oh, (Joe) can order for himself or he might tell 
me what he wants, and then I'll order if he's not comfortable with it. 

Further Identification with Older Sister 

Two years ago, Alana's older sister gave birth to her first child. Although 

Alana can have children, when I interviewed her she had no plans to do so in the 

near future. Alana was able, however, to experience pregnancy and having a child 

vicariously through her sister. Alana's older sister included her in her prenatal 

activities, which Alana appreciated. Alana had a photo of the child in her lounge 

and spoke fondly of her. 

A: I just have this great relationship, y'know, great bond. She knows who 
Aunty Alana is, and that, to me, is very important 

This story was reminiscent of Alana's involvement with her sister in basketball. 

Alana was on the sidelines during the game, and may have also placed herself on 
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the sidelines when it came to motherhood. Through her identification with her 

older sister, however, Alana was enjoying the experience of what it was like to be 

a mother. 

Continuing Depression: Further Denial 

Alana continued to experience depression throughout her 20s. The 

previous year had been tough for Alana, with two deaths in her family. These 

experiences had intensified her depression. When I interviewed her, she felt that 

she was starting to feel well again after this most recent depressive episode. Alana 

was aware of the effect of her depression on her family and fiiends. 

A: With a great GP (general practitioner) and good people around me to 
support me, I'm not letting depression min my life, that's for sure, because 
I can't, y'know. If I'm no good then my marriage suffers, then (Joe) 
suffers, then my friends suffer, so I've got to be good so that everything 
else is okay. 

C: It sounds like you think of other people a lot. 

A: Yeah, I do. I tend to think of how things are going to affect (Joe) before I 
think of how it's going to affect me. So, y'know, that's a classic example. 
So, yeah, but that's just how I am, just my personality I guess. 

Alana seemed to be suppressing her depression when speaking with family and 

fiiends, so that they would not be concemed about her. This method of coping 

was reminiscent of how she adapted to her decline in fimction. 

fri these two instances, Alana was reluctant to tell family and fiiends of 

quite debilitating health issues: premature functional decline and depression. The 

reason for her suppression may stem from childhood experiences. Alana was the 

second of four children, and in this next dialogue she gave her perceptions of what 
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it may have been like for the two youngest siblings to grow up with a sister who 

needed extra parental attention because of her cerebral palsy. 

A: I think, I don't know, but I think growing up for them (the younger 
siblings) may have been a bit more difficult, because I was sort of second 
in line and I needed all this attention, freatment the whole thing. They've 
never actually said it, but, y'know, you sometimes can't help but wonder, 
but yeah. 

C: So how does that make you feel? 

A: I don't know, sometimes, I try not to let it get me down, but there is 
sometimes you can't help but think about it, and we've never actually sat 
down and had a full on discussion about it. I don't think it's necessary, 
but, y'know, things sort of come up. 

C: So how do you feel about those times? 

A: I guess I can't help but feel a bit [pause] I don't know, guilty would be the 
word, because I needed a physio for treatment for care, and all of that to 
get me going and to, y'know. I guess you can't help but wonder how they 
would feel, and I've never actually said to them, "How did that make you 
feel?" But it's never come up. I don't think it will, because now that we're 
older, and, whatever I think, they realise what the treatment was for. 

A degree of ambivalence, about the extra care she was given, is captured in this 

passage. Alana could rationalise her need for greater attention from her mother, 

than what her younger siblings received, through her having cerebral palsy. She 

harboured guilt, however, that she needed that care. The deep emotion that Alana 

felt can be seen from how hard it was for her to respond to my question about how 

she felt about having extra care. The first time I asked the question, she said that 

she did not know, and avoided the question. The second time I asked her, she took 

time to say that she felt guilty, and then quickly rationalised her need for exfra 

care again. It may be these feelings of guilt that, possibly unconsciously. 
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contributed to Alana's decisions not to tell her mother about her fimctional loss, 

and not to tell family and fiiends about her continuing depression. 

Corroborating evidence comes from how Alana described her relationships 

with her two younger siblings. Stories that included Alana's older sister occurred 

throughout the interview, and were mostly unsolicited by me. In contrast, Alana 

did not tell me any stories about her younger siblings until I asked her to talk 

about them towards the end of the interview. It was clear, however, that she loved 

her younger siblings, as is demonstrated in the following exfract. 

A: Y'know, their love and support, and their being there, y'know. Just made, 
y'know, life like any other normal kid. Just made it part of the family. 

At least part of why she loved her younger siblings was that they helped her to 

achieve normalcy to a greater extent. The extent of Alana's love, however, did not 

seem to be reciprocated on the part of her younger siblings, especially her younger 

sister. The next dialogue embodies how Alana perceived her relationship with her 

younger sister. 

A: So we don't really communicate that much, except on, say, family 
occasions or whatever, and that sometimes is hard to deal with for me, but 
I've just got to leam to accept that, and, y'know, some days it's harder 
than others. 

C: Do you think it's hard for her as well? 

A: I think so, I think, I hope it's hard for her as it is for me, but she's never 
actually said to me, "Hey sis, we need to sit dovm, we need to work this 
out." I've wanted to, I've even approached her about it, but she's always 
been too busy, which for me is code for, "I don't want to deal with this 
now," and that's just how she is. 
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Alana and her sister were not emotionally close when they were younger. They 

were involved in different activities. Alana loved her younger sister, however, and 

wanted to be close to her. It seems that Alana's younger sister had continued with 

her life, however, and may not have had the same need to reconcile her 

differences with Alana. 

Restoration of Function: Walking for Graduation 

Last year, the decline in function was arrested pharmacologically. When 

seeing her neurologist about her epilepsy, Alana mentioned the issue she had with 

her walking. The neurologist informed Alana that the muscles that were causing 

her frouble could be treated with botulinum toxin. 

Alana was fhistrated because she did not receive information regarding 

what to expect from the treatment. She did not know how the botulinum toxin 

would affect her body, and how much rehabilitation she would need to go 

through. Alana was also disappointed with the doctor who administered the 

freatment. His bedside manner was poor, and he spoke as though she was not in 

the room. 

Alana had to have physiotherapy once per week for six months. She was 

motivated to comply with her physiotherapy treatment, because she had a goal of 

being able to walk at her graduation. This goal was a further example of her 

efforts to achieve normalcy. 

C: What did that mean to you, to be able to walk at graduation? 

A: It just meant the world. I was standing there. I was walking. I didn't want 
people to see me in my chair, even though my fiiends at school and my 
lecturers and all of that wouldn't have cared, because they were all cool 
with that. To me, it was just important to be able to walk, because I hadn't 
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done it for so long. And because the room was packed with people, I just 
wanted to be able to walk. I actually became obsessed with it. Yeah, 
because it was like I have to do this. I haven't done this for so long. I just 
have to do this. 

C: Why did you have to do it? 

A: I guess because I hadn't walked for so long and I hadn't felt, you know. 
When I couldn't walk I felt more disabled. 

Her feelings of being more disabled through not being able to walk are 

reminiscent of her feelings when she had iron callipers. Alana's fransition from 

finding it exfremely difficult to walk, to being able to walk were similar, in terms 

of cognition, to her childhood transition from iron callipers to plastic splints. 

Feeling less disabled equated to achieving greater normalcy. 

In the last extract, Alana seemed to be more concemed with the reactions 

of people she did not know in the graduation audience, rather than showing her 

fiiends and lecturers that she was able to walk. This concem could have been 

grounded in the distinction between a "disabled person" and a "person with a 

disability." For Alana's family, friends, and lecturers, her cerebral palsy was just 

one aspect of who Alana was, and they knew there was more to Alana than her 

disabitity. In confrast, Alana feared that people, who did not know her, would see 

her disability before they saw her. By trying to remove the manifestations of her 

cerebral palsy, Alana was increasing the opportunities for people to see her and 

not her disability. As Alana tells in this next exfract, one of her lecturers provided 

confirmation of her normalcy as she was leaving the stage, after receiving her 

certificate. 



171 

A: As I was making my way from receiving my certificate, back dovm to my 
seat, one of my past lecturers (who handed her the certificate and was 
conducting the ceremony) said, and I heard it, she said, "I'm just going to 
wait for the most inspiring person that I know." And I didn't look at her, I 
didn't even acknowledge her, but to think that she had enough patience 
and enough respect for me to wait until I was seated to continue, that to me 
meant the world, because, y'know, I was doing something that was 
difficult. 

Still coping with depression, being referred to as inspirational seemed to have 

benefited Alana's self-esteem. The lecturer's actions also gave Alana the message 

that she was worthy of the respect given to her able-bodied peers. 

To achieve her goal of walking at gi-aduation, Alana did exercises during 

breaks in lectures at TAFE. Her friends would go down to the cafeteria, and she 

would ask them to get her a coffee. While they were gone, Alana practised her 

walking in the corridor. Her fiiends were not aware of what she was doing, but 

during the time they were gone, Alana did about 10 laps of the corridor. She 

would drive her wheelchair to one end of the corridor, and then walk the length of 

the corridor and then back to her wheelchair. 

A: So I'd do that (walking) about ten times, and to do that twice a day for six 
months, twice a day, twice a week, six months, that became, y'know, that 
was just part of it. And I think that's why on the night that I graduated. I 
felt so huge. 

C: Not only had you achieved academically, but you also had achieved 

physically. 

A: Not only have I achieved this, but the rest of you guys in the room don't 
know this, but I'm bloody fucking walking, y 'know! Very few people in 
that room knew that. I mean there were people that did, my mum did, 
(Joe) did, my lecturers did, my friends did, but that was it. For the other 
300 people, they didn't know. 

C: They didn't know that you'd been in a wheelchair. 
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A: They didn't, they didn't know, they didn't even think about it I'm 
guessing. To the people that mattered, they knew what I'd been through . 
. and the look on my face as I got up to accept that award was just, "That 
was it, I've made it!" 

Alana said the words I have italicised very excitedly. This intense emotion 

seemed to have resulted in her mixing her words. What she probably meant to say 

was that the people in the room, who did not know her, did not know that she had 

been in a wheelchair. Her satisfaction was that, through her efforts, she had 

presented herself to the audience in a way in which the disability may not have 

been as great an issue as it could have been if she was in a wheelchair. 

Her reaction to finishing physiotherapy was reminiscent of her emotions 

when she had overcome other obstacles in her life (e.g., not having to wear 

splints). She had increased in competence and achieved greater normalcy. 

A: (I) had to go to physio every week 'till I got, y'know, to the point where 
the physio said, "Right, you can now do it on your ovm," and that was big. 
Hearing that, it was tike, "I've made it again." 

Alana drew a parallel between her physiotherapy and an Olympic swimmer in 

fraining. For Alana, walking at graduation was her gold medal. Aside from these 

psychological benefits and an increase in her ability to walk, Alana received 

several functional benefits from the treatment. 

I'm a lot steadier than what I used to be. I don't fall over as much. Pre-
botox (botutinum toxin) I was falling probably three times a week in 
varying situations. I mean, I'd fall over here and I'd faU over in public. 
Anywhere that if I just didn't feel stable, bang, I'd go down. Whereas 
now, y'know, to have a fall for me is rare. 
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Alana was now able to do tasks, like making a cup of coffee, which she was not 

able to do prior to the treatment. Her mentioning of falling over prompted me to 

ask her about these experiences. From my own perspective, I have found falling 

over embarrassing, because it is a sharp reminder that I have cerebral palsy. 

Falling over made Alana feel fhistrated and angry at herself She also felt 

embarrassed when she fell over in public. People in the general population 

typically do not fall over, so falling over for Alana appeared to threaten her 

feelings of normalcy and to have made her feel more disabled. 

Alana's fiiends used humour to cope with their friend falling over. This 

sfrategy may have also helped to ease the shame of falling over. Alana educated 

her fiiends on how to help her to her feet, so that they did not injure her or 

themselves. 

A: It's very hard. I found getting older and falling over quite embarrassing as 
well, particularly if I fell over in public. You know my friends have 
developed the attitude, oh, they'd just something like, "Oh, she's dmnk 
again". Y'know they'd make a joke of it. 

Engaging in Physical Activity 

Following graduation, Alana persisted with her walking. The distance 

from the front door of her home to her letterbox was equivalent to the length of 

the corridor at TAFE. Alana replaced her walking in the corridor with waUdng to 

the letterbox several times each day. When we were conducting the interview for 

this tife history, Alana excused herself and did that walk each time a side of 

cassette tape had been recorded. Alana also did exercises for her legs on her bed. 

Through a successful rehabilitation programme, Alana had achieved competence 
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at walking, developed greater self-esteem for this task, and, so, was persisting 

with her efforts to walk. 

Although Alana's walking contributed to her development, her efforts to 

engage in other forms of physical activity have been unsuccessful When 

discussing her exercises that she performed at home, Alana mentioned difficulties 

she had ui finding a gym that she could attend. These experiences provided a 

possible explanation for why she had asked for assistance earlier in the interview. 

There were three gyms that were local for Alana. In this dialogue, Alana recalled 

what happened when she telephoned the first gym. 

A: As soon as I said the phrase "I've got a disability" the person on the other 
end of the phone freaked out. 

C: What did he or she say? 

A: Basically made it very clear that she didn't have the programme that I was 
looking for. I thought yeah okay just cause I've told you I've got a 
physical disability it doesn't mean you have to shut down on me, yeah, 
and that happened. 

Alana attributed the unfavourable response to the gym fearing how their 

customers might perceive a woman in a wheelchair attending their gym, and the 

inexperience of gym staff to accommodate people with health conditions. The first 

attribution may have resulted from the uneasiness with which the gym staff 

member spoke with Alana, after finding out that she had a disability. Alana was 

intimately aware of the prejudice that some people hold with regard to people 

with disabilities. The staff member may have been reflecting that prejudice, and 

projecting it on the gym customers. With regard to the second attribution, gym 

staff may not have experience of prescribing exercise for a person with cerebral 
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palsy. In my own experience, however, I have been able to work with gym staff to 

help them to develop effective programmes for my needs. Irutially, joining a gym 

was confronting for me, as it seemed to be for Alana, but by exercising with 

regard to my functional limitations, I have found it possible to develop 

competence and self-esteem through performing exercises in gyms. 

Alana had not contacted either of the other two gyms. She perceived that 

one of these gyms was inaccessible to her, because it had a steep driveway up to 

the main enfrance, which would have been too difficult to negotiate in a 

wheelchair. Alana made a plan to read information about exercise prescription and 

cerebral palsy, and to have a session with my trainer, before contacting the third 

gym. 

The Next Challenge 

Following Alana's successful completion of her TAFE course, she began 

studying at university. Alana intended to study disability-related courses as often 

as the bachelor's degree prescription would allow. Her motivation for studying 

disabitity continued to be the same as what drove her to do disability studies: 

personal interest and activist goals. 

Uiuversity was more of a challenge to Alana than TAFE. Not only was a 

higher academic standard expected, she did not have the same support that was 

present at the TAFE. Instead of receiving personal support from aids, she had to 

approach lecturers herself to get the class notes that made it easier for her to cope 

with the lecture mode of teaching. She also had to have special consideration on 

all her work. When I met Alana, she seemed to be starting to master this new 

system, and gaining self-esteem in the process. 
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C: How you handling the transition from TAFE to university? 

A: Uiu and TAFE are worlds apart. Yeah it's totally different. 

C: Do you enjoy it? 

A: I love it now that I've sorted all the crap out and that I've sorted out ways 

to do things I love it. I go and I have a ball. When you 're at uni, y 'know, 

everybody can see me coming, but yeah, to do something like that gives 

me a reason to get up in the moming, because I haven't had a job in such a 

long time. I needed a reason to get up. 

The words I have italicised are a further example of Alana's acceptance of herself 

and her cerebral palsy. The foundations of this acceptance were in adolescence 

(see Happiness at High School and Finding Love). In these italicised words, Alana 

seemed to be saying that she was different, that everyone could see she was 

different, and that she was proud to be different. 

An Exercise Intervention 

In response to her request for help (see Lack of Physical Activity and 

Functional Decline), I decided to intervene by trying to increase her competence 

and self-esteem to perform exercise in a gym enviromnent. First, I sent Alana 

information about exercise prescription for people with cerebral palsy. Alana 

seemed unsure of which exercises people with cerebral palsy could perform. 

Through providing this information, I hoped to give Alana a new perspective on 

the exercise potential of people with cerebral palsy. 
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Second, I scheduled Alana to have a session, with my frainer, to see which 

exercises she was capable of performing. From this session, I hoped that Alana 

would be able to show competence at several exercises. During this session, my 

frainer helped Alana to attempt several different exercises for each major muscle 

group. Although there were some exercises that Alana had difficulty with 

performing, she was able to do at least one exercise for each group. With this 

knowledge, my frainer was able to write the basis of an exercise programme, 

which she could take to a gym near where she lived. Alana was given my frainer's 

contact details, so that she could give them to a staff member of another gym, in 

case they wanted advice on how to prescribe exercise for her. 

On leaving the gym, Alana was excited about her ability to exercise in a 

gym environment. Reflecting on her experience, Alana seemed to have gained 

self-esteem. She told me that she was proud that she could successfully use gym 

equipment, and was optimistic about her prospects of exercising in the gym where 

she lived. 

Third, about two weeks after her session at the gym, I tried to contact 

Alana to find out what had happened when she approached one of the gyms in her 

area. I tried to contact her on several occasions, and left a phone message for her. 

Alana did not, however, contact me. There are many possible reasons why she did 

not contact me. It would be unfair of me to suggest why communication stopped 

between us. Although this brief intei-vention appeared to be successful in 

increasing Alana's competence and self-esteem, I do not know if it changed her 

behaviour. 
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Alana and Me 

My positive communication with Alana prior to our meeting set me at ease 

during the interview. She put me at ease, fiirther, in the following exfract. 

A: Everybody's disability is different. I mean, you and I might have the same 
disability, but the degrees that we have it, our severity, is totally different. 
So everybody's experiences are different. 

Although her words sounded as if they could have come from a Disability 101 

lecture, her acknowledging that we were different was of great help to me. I 

tended to repress knowledge of any attempted identification with me by people 

with disabilities (see David's Life History, Study 4). The identification itself, 

however, tends to make me feel uneasy, even if I am not sure why that is, at the 

time. 

Alana's quest for normalcy resonated with my own life. In the literature 

review, I wrote about the Pinocchio effect of wanting to be like a real boy. In 

social and vocational aspects of life, she was achieving this normalcy. 

One aspect of our lives that sharply confrasted was our attitudes and 

involvement with people who had disabilities. This difference may be rooted in 

our childhoods. Alana socialised with other children who had disabilities, whereas 

I was typically kept away from them. Alana was clearly comfortable with both the 

able-bodied and the disabled, whereas I was only at ease with the former. 

Summary and Reflections on Alana 

Alana's quest for normalcy was strongest in her childhood. She knew that 

she was different to other children, and desperately wanted to be like them. 

Alana's adolescence, however, was a time when this quest seemed to no longer 
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hold the importance it once did, and, largely replacing it, was an acceptance of 

herself as a person with a disabitity. She became increasingly proud of her 

difference, and was determined to be involved with, and be successful at, 

activities performed by people who were able-bodied (e.g., education, marriage, 

work) 

Physical activity had a number of meanings throughout Alana's life, fri her 

first years of school, physical activity meant hard work, physical pain, and social 

exclusion. Instead of enjoying what her body could do, like so many of her 

classmates would have, Alana found physical activity difficult, including having 

to wear callipers, and performing challenging, and often painful, physiotherapy. 

Social exclusion resulted from Alana looking different from other children and 

from her lack of competence with the physical games they played. 

These experiences with physical activity seemed to have resulted in Alana 

avoiding exercise, which contributed to functional declines in her early 

adolescence and mid-20s. Both of these functional declines were halted with 

medical interventions. After the first of these interventions (i.e., the hamstring 

tendon release), Alana took more time to recover than was expected, due to her 

not performing physiotherapy as regularly as was prescribed. After the second 

intervention, Alana, with greater maturity, was more motivated to perform the 

rehabilitation. Part of this motivation was to achieve greater normalcy, through 

waUdng at her graduation. 

Alana's display of competence through walking at graduation seemed a 

potential catalyst for fiiture involvement in physical activity. She tentatively 

approached further involvement in physical activity through enquiring about 
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attending a gym near where she lived. The reaction she received from the staff 

member who spoke with her on the phone, however, inhibited her development in 

this area. Although my brief intervention seemed to help her display competence 

and to increase her self-esteem, this assistance may have been insufficient to 

allow Alana to continue to develop her involvement in physical activity. 

Summary of Life Histories 

Common features of the lives of these two women, who did minimal 

physical activity, were negative experiences with physical activity during early 

childhood. These experiences seemed to have established a lifelong pattern of 

avoiding physical activity. Specific similarities between Judy and Alana were that 

they had to perform difficult, and sometimes painful, physiotherapy; they wore 

callipers to assist their walking; they lacked competence at physical activities; 

they were socially isolated from their classmates at primary school; and they 

experienced functional decline. 

For both Judy and Alana, physiotherapy seemed to have taken physical 

activity from being an enjoyable experience, in which individuals use their bodies 

for play and exploration, to being stmctured sessions aimed towards improving 

function. Although physiotherapy can improve the physical fimctioning of people 

with cerebral palsy, Judy and Alana, when they were young, did not understand 

why they had to undertake the treatment. They did not perceive that they were 

functionally improving, and the freatment sometimes involved the painful 

sfretching of muscles. 

Wearing callipers sometimes made walking difficult for Judy and Alana, 

and was a source of an unwanted difference between themselves and their 
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classmates. Judy found her first callipers made walking more difficult, because 

she was not able to bend her knees while wearing them. Technological advances 

made callipers easier to use, with the newer versions enabling the wearers to bend 

their knees. The adverse social impact of callipers seemed of greater issue for 

Alana, with her classmates teasing her for having to wear them. For Alana, a 

sense of normalcy was gained through not having to wear callipers. 

Judy and Alana lacked competence to perform physical activity. As 

children, they watched others play physical games and wished they could be 

involved. The games the other children played involved, for example, the ability 

to move quickly and to jump, and the balance to withstand being knocked or 

pushed. Judy and Alana knew that they did not have the capacity to perform these 

activities. Having low self-esteem to become involved in the physical world of 

children, Judy and Alana largely excluded themselves from these activities. In 

formal physical activity, as part of the schools' curricula, the participants were 

also excluded, and were involved in physiotherapy, in Alana's case, or in resting, 

in Judy's case. 

At a socially decisive stage of their lives (i.e., the latency stage; Erikson, 

1985), Judy's and Alana's classmates largely excluded them from the social 

mitieu. Judy's and Alana's abilities to build relationships with their classmates 

were adversely affected by their impaired physical fimctioning, their use of 

callipers, and their inability to be competently involved in playground games. 

With the de-emphasis of physical activity in social settings during adolescence, 

Alana was able to forge new relationships, and her competence in social settings 

developed throughout her adolescence and 20s. In confrast, apart from two 
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intimate, long-term relationships, Judy's self-esteem in social settings seems to 

have been impaired for much of her life. A significant point of difference between 

the two women appears to have been the presence of siblings in Alana's tife, 

which were absent in Judy's life. Alana's intimate relationships with children 

close to her own age, her older sister in particular, may have provided Alana with 

the skills to sociatise with others when the opportunities arose during adolescence. 

Judy did not, however, have a similar opportunity. 

Both women experienced declines in physical functioning, aside from 

what would be expected due to ageing. Alana appeared to have more severe 

cerebral palsy in her lower extremities than Judy, which may explain why Alana 

experienced a decline in her ability to walk much earlier in her life than Judy. The 

onset of these declines may have occurred earlier in their lives than if they had 

been involved in physical activity during their fives. 

Physically, the lives of the two women contrasted deeply with my own 

life. Judy and Alana's early, adverse experiences with physical activity seemed to 

have contributed to a life-long pattem of generally avoiding physical activity. In 

comparison, I can recall positive experiences of physical activity when I was a 

child, and I have remained physically active throughout my life. From these 

findings, it may be tentatively suggested that, for people with cerebral palsy, 

childhood experiences with physical activity influence their participation as 

adults. That is, adults with adverse experiences as children seem to avoid physical 

activity, whereas those with positive experiences would tend to be more involved 

with physical activity. This contention could be examined through investigating 

the lives of adults with cerebral palsy who were involved in physical activity. 
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In summary, the meaning and experiences of physical activity for the two 

women with cerebral palsy, who had minimal involvement in physical activity 

throughout their lives, were predominantly negative. Physical activity was 

associated with difficult, and sometimes painful, physiotherapy wearing callipers, 

a lack of competence at physical activities, social isolation from their classmates 

at primary school, and functional decline. Most of these experiences happened 

during childhood, and established a lifelong pattem of physical inactivity. On 

occasion (e.g., Alana's walking for graduation), however, physical activity was 

used to increase feelings of normalcy. Research is now required to investigate if, 

and how, the experiences of people with cerebral palsy, and who have been 

involved in physical activity, are different to those of the women in the present 

study. 
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CHAPTER 6 

STUDY 3 - LIFE HISTORIES OF ADULTS WITH CEREBRAL PALSY WHO 

WERE INVOLVED IN PHYSICAL ACTWITY 

Introduction 

Although many people with cerebral palsy have minimal involvement in 

physical activity (HeUer et al, 2002; Longmufr & Bar-Or, 2000; Turk et al , 

1997), others participate on a regular basis. In Study 1, the adults with cerebral 

palsy who engaged in exercise did so, on average, for over 30 minutes each day. 

Understanding the meaning and experiences of people who are engaged in a 

substantial amount of physical activity may be helpful in assisting others to 

become involved. 

Few studies have investigated the meanings and experiences of physical 

activity of people with disabilities. In these studies, however, several issues 

relating to the physical activity involvement of people with disabilities were 

present, such as: compliance with advice from medical practitioners (Henderson 

& Bedini, 1995), identification with people who did not have disabilities, 

intematised ableism (Hutzler et al, 2002), poor self-image (Peganoff, 1984), and 

sexuality (Guthrie, 1999; Guthrie & Castelnuovo, 2001). Through stiidying the 

lives of people with disabilities, deeper knowledge of these and other issues, and 

how they develop, may be gained. 

In the present study, I explored the life histories of two adults with 

cerebral palsy who were involved in physical activity. The aim of the study was to 

understand the meanings and experiences of physical activity of these people. 
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Method 

Participants 

The participants were a woman and a man who both had cerebral palsy: 

Amy, aged 25, and Ben, aged 30. Amy had spastic quadriplegia and Ben had 

spastic hemiplegia. Both participants were involved in physical activity. The 

participants' tife histories detail their characteristics and the method by which 

they were recmited. 

Design 

As for Study 2, a life histoi-y approach (Denzin, 1989a, 1989b) was used in 

the present study. 

Procedures 

The procedures followed those for Study 2. 

Analysis 

As for Study 2, the participants' life histories were interpreted using 

psychodynamic theory. 

Results 

Amy's Life History: Showing Competence and Being Socially Connected 

Meeting Amy and her Mother 

Amy found out about our research through an advertisement in a 

publication of a major disability organisation in Victoria. Her mother contacted 

my co-supervisor and me and expressed an interest in my research. She told me 

that Amy had been involved in physical activity throughout her life and that Amy 

and she were interested in talking to me about Amy's life. 
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I met Amy and her mother at their home. Amy had severe cerebral palsy, 

stight intellectual impairment, and epilepsy. She used an electric wheelchafr for 

mobility, but was able to walk, with assistance, for short distances. Amy's mother 

greeted me at the front door, and wamily welcomed me into the family home. 

Amy was seated in her wheelchair, and seemed pleased to see me and shy at the 

same time. Her mother and I were seated on a sofa each; Amy's mother was 

opposite her, and I was on Amy's right hand side. Amy was a tall woman and the 

seat of her wheelchair was higher than the seats of sofas, which meant that her 

mother and I had to look up to her, and, perhaps more strikingly, it made Amy the 

cenfre of attention. 

Due to her cerebral palsy. Amy had difficulty speaking clearly. Although 

members of her family (e.g., mother, father, brother) could understand her speech, 

I had difficulty understanding all she said. Amy spoke in short sentences, which 

seemed to be an adaptation to her difficulty with physically producing words, 

rather than a reflection of her slight intellectual impairment. She had adapted to 

her communication difficulties by trying to convey each message in as few words 

as possible and through repetition when the listener did not understand what she 

said. This style of communication meant that I had to ask many more questions 

than I would usually do in an interview with a person who did not have 

commurucation difficulties. To questions that I was expecting Amy to provide a 

detailed response, I often got answers of only a few words. Additional questions 

were necessary to gain a deeper understanding of her life. 

I had explained to Amy's mother, on the telephone, that I wished to 

conduct the interview with only Amy and myself present. After talking to Amy 
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and her mother on my arrival at their home, however, I found it very difficult to 

understand Amy's speech. At my request. Amy's mother was present throughout 

the uiterview to help me understand what her daughter was saying, and to 

elaborate on aspects of Amy's tife. 

Although having another person present in the interview could resuU ui the 

nondisclosure of sensitive issues from a participant, I perceived that Amy had a 

very open and caring relationship with her mother. Although there were some 

topics where I felt her mother's presence may have limited Amy's responses, I felt 

that the uiformation gleaned with the help of her mother was much richer than 

would have been gathered had she not been present during the interviews. Amy's 

relationship with her mother, and the effect of her mother's presence on Amy's 

responses will be discussed later in the case. 

To give Amy the opportunity to express herself using a non-verbal 

medium, questions were composed after the interview, which were sent to Amy in 

a letter. I invited her to respond to each one using her computer. I used this 

approach, because, during the interview, I leamt that she used a computer, at 

times, to type notes to people, such as doctors, carers, and her mother. I also 

learned that she had completed English courses at TAFE (Technical and Further 

Education) and was capable of reading the newspaper and parts of the Bible. 

Despite asking Amy open-ended questions and encouraging her to expand on the 

answers with any subject matter that came to mind, her responses to these written 

questions were short (i.e., between two and four sentences long). 
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Walking With a Little Pink Trolley 

Amy was able to walk at a young age. By the age of five. Amy could waUc 

with the assistance of a pink trolley, which she used to keep her balance while 

waUdng. Even though she found walking to be difficult and slow at times, she was 

able to competently walk when using the trolley or when another person could 

help her keep her balance. Amy enjoyed walking, but had trouble remembering 

what it was like for her to use a trolley. 

This story was one of the first that Amy told me. The story resonated with 

me, because, as a child, I also pushed a trolley. As it was for Amy, recalling what 

it meant to be able to walk with a trolley was difficult, because it was so long ago. 

For me, as it probably did for Amy, having a froUey meant that I was able to move 

around independently, and explore my environment to a greater extent than if I 

did not have any assistance with mobility. The pleasure that Amy derived from 

walking seemed to have motivated her to persist with being mobile. 

Being Late for Class 

Having mastered the oral, muscular, and locomotor psychosocial stages, 

children enter school life, where the nuclear conflict is that of industry versus 

inferiority (Erikson, 1985). Amy had not mastered the goal of ambulation, 

however, and this lack of ability was exposed at the mainstream school she 

attended. Amy walked slower than her peers, and the necessity to go up and dovm 

stairs at school presented difficulties. Her slow waUdng speed meant that she was 

consistently late for class. The teachers must have recognised Amy's mobility 

difficulties, and so did not question her lateness to class. Whereas her teachers 

punished her classmates when they were late to class, they did not behave 
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similarly when Amy arrived late. This situation was unsatisfactory for Amy 

because she perceived that the treatment she received from her teachers for being 

late was different from that of her peers. In essence, it was a no-win situation. 

Being late to class adversely affected her self-esteem to walk. If the teachers had 

disciplined her for being late for class, however, this freatment would probably 

have also affected her self-esteem negatively. Amy seemed to feel inferior to her 

classmates because of the teachers' double standards. 

Amy seemed to have few ways of addressing this sense of inferiority. One 

situation when she did not appear to feel as inferior as she did at other times, and 

maybe briefly felt superior to her classmates, was in school photographs. Amy's 

desire to be like her classmates was evident in these photographs, where she is 

pictured standing in the back row, hanging on to the teachers to avoid falling, fri 

formal photographs of groups of people, tall people typically stand at the back. 

Being a tall person, relative to her classmates. Amy expected to stand at the back. 

To not stand at the back would signify that she was being treated differently, like 

when she was late for class. Special treatment was something she was keen to 

minimise. 

Changing Schools 

About the age of 8 or 9, Amy changed from a mainsfream school to a 

school for people with disabilities (special school). She perceived this change as 

being a positive experience. Most of Amy's new classmates were also in 

wheelchairs, and the infrastmcture of the school was designed to accommodate 

students with mobility difficulties (e.g., with ramps instead of stairs). In this 

sense, being in a wheelchair may have reduced Amy's feelings of inferiority. 
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because she was like most of her new classmates. Even so. Amy still liked 

walking. 

C: Did you enjoy walking? 

A: Yeah, when I could I enjoyed it [pause]. Time to get in the chair, I loved it 
'cos I could go faster. 

The first part of Amy's response suggested that she still valued her ability to waUc, 

but not in situations where she could be perceived as being inferior to others (e.g., 

getting to class on time). Through the use of her wheelchair. Amy increased her 

competence in being mobile, because she could now keep up with other people. 

The Trouble with Walking 

Although Amy started using her wheelchair during her childhood, she 

maintained her ability to walk around her house and yard. At the start of her 

adolescence, however. Amy began to lose competence with walking. Some of the 

muscles in her legs were shortening, due to spasticity, and walking became 

progressively harder. She still wanted to walk, but was not helped by public health 

authorities, who would not provide her with a walker, so she could maintain the 

abitity to waUc. As walking became harder. Amy began to fall frequently, which 

seemed to reduce her self-esteem related to walking. Not surprisingly. Amy did 

not enjoy falling over and, by the age of 14 years, she had stopped walking 

altogether. She maintained mobility, however, through crawling or using her 

wheelchair. 

At this age. Amy had a surgical procedure that lengthened Amy's achillis 

tendons, which enabled her to place more of her feet on the ground when waUdng. 
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fri short, this surgery made walking easier for Amy, and meant that Amy was able 

to waUc again using a manual cart. 

Unhappiness with Lack of Treatment 

Amy had physiotherapy throughout much of her childhood and early 

adolescence. This freatment continued after Amy's surgery, with the focus on 

developing her competence at walking. Amy was positive about her 

physiotherapy experiences. 

C: Please tell me about your physiotherapy. What was that like for you? 

A: It was good. The physio was good. The stretching was good [pause], / 
loved it, being tall. 

As I have italicised, one of the aspects of physiotherapy that Amy enjoyed was the 

opportunity to stand to her full height. This experience contrasted with much of 

her life, in which she was sitting. In this seated position people would have looked 

dovm on her. This "being looked down upon" certainly had a physical connotation 

in that other people, who were standing, would have to look downwards to make 

eye contact with her, but it also seems to have a psychosocial meaning in that 

some people may have perceived Amy to be inferior to them. When Amy was 

standing during physiotherapy, she may have felt less inferior than she did 

otherwise, and may have gained a brief sense of superiority over those people who 

were shorter than her. 

At the age of 16, Amy's efforts to improve her walking were hampered 

when she had to stop physiotherapy treatment, because the funding for a one-on-

one physiotherapist ceased. So often, cerebral palsy is regarded as a paediatric 
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condition, especially with respect to treatment (Bottos et al, 2001). The pubtic 

health authorities seemed to hold this traditional view, and limited the funding 

available for Amy's treatment when she was in mid-adolescence. 

Amy's physiotherapy, however, did not cease entirely. She started 

attending two aerobics classes per week, for people with disabilities, which two 

physiotherapists facititated. About six people with disabilities were in each class. 

Amy did not like these classes because she was not able to practice standing and 

walking, as she had previously been doing, one-on-one, with a physiotherapist. In 

addition, she had difficulty in performing the skills that were practised in the 

aerobics class (e.g., throwing and catching a ball). 

Sailing Away 

Amy was introduced to sailing at the age of 19 years. In her first attempt at 

sailing, with fellow students from her school for people with disabilities, she 

quickly became familiar with the operating system of the boat and managed to sail 

the boat, so that it was out of reach from her teachers, for an hour. To develop 

competence this quickly must have been a new and rewarding experience for 

Amy. Because of physical impairments, people with cerebral palsy typically take 

longer than people from the general population to develop physical skills. Some 

who are severely physically impaired may not even become competent at the 

activities of daily living. Amy quickly leamed the skills of sailing the boat. 

Sailing was one aspect of her life where she could display competence. 

C: Tell me about what sailing means to you, what it's like? 

A: It's freedom. I love it. No cares. No one pushing me. 
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fri Amy's response, "pushing me" had a physical sense. When she was sailing, 

nobody had to push her, like they sometimes had to do when she was in her 

wheelchair. Amy expanded on the meaning of sailing for her in the letter she sent 

me in reply to my written questions. 

A: I feel free on the water. I can go anywhere I want without ramps or a carer. 
It means I am free to go anywhere I want to without relying on other 
people. It is wonderful fun. It also gives me the time to pray to Jehovah in 
peace. 

Amy could display competence on the water because the boats she sailed were 

designed in such a way as to allow someone with limited movement to confrol the 

boat. Her competence at sailing was not only demonstrated by her sailing on the 

water, but she also gained a sailing qualification. Amy sat an exam, passed, and 

was awarded her Training Level One Certificate by the Australian Yachting 

Federation. There was only one exemption; she could not jump on a keel to right 

an upturned boat. Not only had Amy demonsfrated competence to herself, she had 

received public recognition of her abitity. 

Reflecting on these experiences as she was talking with me. Amy seemed 

happy and proud of her achievements. Amy sat taller in her wheelchair and had a 

big smile on her face. She seemed to possess a high level of self-esteem for 

sailing, which appeared absent from many activities in her life. Amy's self-esteem 

franslated into a greater commitment to sailing, and a wish to perform the activity 

more frequently. Her family were supportive of her sailing, and bought Amy her 

own boat. 
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fri the previous extract. Amy said that she would use sailing as a time for 

prayer. Amy was baptised into the Jehovah's Witness faith when she was 20.1 

discuss the importance of religion in Amy's tife later (see Religion: Social 

Connectedness and Hope). 

My Brother 

Amy had a close relationship with her 13-year-old brother. I had the 

opportimity to meet him, when he came home from school during my interview 

with Amy. Amy was excited to see him, when he came in the door, and he seemed 

pleased to see her. He struck me as a person who was mature beyond his years 

and was comfortable with having a sister with cerebral palsy. When I asked Amy 

to taUc about her brother. Amy frequently said that she loved him. This closeness 

may have been partly due to the age difference between the siblings. Freud 

(1916/1991) suggested that if the age difference between siblings is eight or more 

years, then the older sibling's reactions to the younger sibling are likely to be 

solicitous and matemal, rather than competitive, especially if the older sibling is 

female. Amy's mother told of how Amy was excited at the news of her mother's 

pregnancy and when her brother was newbom. Amy grabbed him and wanted to 

take him home, but she (her mother) would not let her. 

Amy's brother frequently helped her to show competence. His actions can 

be viewed as interventions at the behavioural stage of Basch's (1988) 

developmental spiral. Although throwing a ball was difficult for her in the 

aerobics classes, when she was 16 years of age. Amy's brother taught her how to 

throw and catch when she was older. Amy may also have been more motivated to 

practice these skills when she was older, because she wanted to do other things in 
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the aerobics classes and because of her relationship with her brother. Small balls 

remained hard to throw (she had difficulty releasing her grip on the ball at the 

right moment) and catch for Amy, but she had more success with bigger balls. 

A more important aspect of Amy's life in which her brother helped her 

show competence was in her communication with others. Amy found it finsfrating 

when people did not understand her, but was very patient when people did not 

comprehend her speech. During the interviews. Amy was exfremely patient with 

me, and often had to repeat words several times, especially when she had started a 

new line of thought and I was stmggling to interpret her words in light of the prior 

discussion. Her communication with others was a situation where family 

members, such as her brother, were of great assistance. An example of when 

Amy's brother's assistance has allowed her to show competence was at church. 

Amy would raise her hand to answer questions at church, and, if the person asking 

the question did not understand her. Amy's brother would repeat what she had 

said. In this way. Amy not only was a competent communicator, but could also 

demonsfrate her knowledge of the Bible and its interpretation in her faith. 

Through being able to communicate with the person asking questions, and 

through correctly answering the questions. Amy gained a sense of achievement, 

and regularly raised her hand to answer questions. 

Religion: Social Connectedness and Hope 

Amy had sfrong religious beliefs, which, for her, incorporated her cerebral 

palsy. Her religious experiences not only allowed her to demonstrate competence, 

by answering questions in church, but also served social and ego-related roles. At 

a stage of tife (young adulthood; Erikson, 1985) when engaging in close 
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relationships is a sign of mastery of the nuclear conflict of intimacy versus 

isolation. Amy's social circle was limited principally to her ovm family. Her 

mobility difficulties limited her opportunities to engage with others in social 

settings on her own. Going to church provided Amy with the opportunity to 

become more socially cormected. Her mother described how Amy loved meeting 

people, being known by others, and people coming up to greet her when she was 

at church. Despite the difficulties that Amy faced with her cerebral palsy, she 

seemed motivated to make the most of what opporturuties she had to be connected 

with others. 

For Amy, religion had an ego-related role, which was similar to the 

narcissistic features of some of Niederland's (1965) patients. Although Amy did 

not display narcissistic pathology, her fantasies of rebirth, accompanied by 

casfration of her disability, and of immortality are sfrong narcissistic features. The 

following dialogue, in which her mother "takes over" asking questions, illusfrates 

these characteristics. 

C: When you read the bible, what stories do you like reading about? 

A: Good stories [pause] with pictures. 

M: What's you favourite bible story? 

A: The second one [pause] with a picture of the Garden of Eden. 

M: Do you like that story? What do you like about it? 

A: A beautiful garden. 

M: What appeals to you about the Garden of Eden? 

A: People live forever and there's no cerebral palsy. 
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Consistent with her religion. Amy prayed that she was going to be part of God's 

new world after Armageddon and the Great Tribulation, a world without cerebral 

palsy. In her prayers. Amy said that she gave her serious problems to Jehovah. 

When discussing the problems that Amy gives to Jehovah, her mother told the 

story of how Amy had tumed dovm a marriage proposal because she felt that she 

could not care for a husband and the children that she would have wanted to have 

with him. I do not know Amy's mother's reasons for infroducing this story, but it 

seemed as if she wished to provide a further example of her daughter's 

competence. This time. Amy was portrayed as being competent at making major 

life decisions. 

M: You know, there's another thing. You mightn't want to talk about it if you 
don't want, but you've often said that (Amy) would dearly love to get 
married and have kids. And we've always said that's fine while we're 
around, but with the epilepsy and everything it's not going to be easy. And 
she's decided on her own bat to tum this fiiend down who was very 
interested in marrying her. That she just didn't feel she could look after 
him [pause] and that must have been really hard to do. 

A: Yip [pause] Jehovah knows how important that was. 

M: You made that decision without any pressure. 

A: I couldn't look after myself and him, and kids. I can't do it, I just can't do 
it. 

The importance of this story ties in the impairment of Amy's psychosocial 

development and the influence her mother had in her life. Young adulthood is the 

stage of life in which tme genitatity can develop fully (Erikson, 1985). For Amy, 

turning down the marriage proposal effectively amounted to denying herself the 

opportimity to achieve the goals of genitality. Failure to form intimate 
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relationships with others may lead to isolation. That Amy would want to avoid a 

long-term intimate relationship seemed peculiar, however, when her stories about 

going to church suggested that intimacy was something she desfred. Amy had 

often said to her mother that she would like to get married and have children, and 

I tistened to several stories of Amy's matemal instincts. One instance was her 

loving relationship with her brother, and her behaviour when he was new bom, 

which I have afready mentioned. Another time was when her mother was flat on 

her back for four and a half months, while waiting for surgery. Her mother said 

that Amy helped around the house to support her mother. A further example was 

that Amy loved holding babies. When Amy held babies they would go sfraight to 

sleep. 

C: Tell me what you like about doing this. 

A: Giving back as a mother. 

At this point I felt deep sadness for Amy. The pressure exerted by her family 

seemed to be the main reason for Amy tuming down the marriage proposal. 

Although her mother stated that Amy made the decision on her own. Amy's 

parents exerted substantial pressure on her by expressing doubts about her ability 

to cope when they were not around. Because Amy was dependent on her mother 

to help her to perform most of the activities of daily living, it would have been 

difficult for her to make a decision that was contrary to her mother's wishes. 

I asked Amy, via letter after the intei-view, what her opinions were 

regarding altemative forms of relationships (i.e., getting married but not having 
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children; getting married and looking after other people's children for periods of 

time; getting married and helping, or being employed, at a children's day cenfre), 

which may have met Amy's needs for romantic and matemal relationships. In her 

response. Amy stated that she did not want to discuss this matter any further. 

This suppression lends itself to several interpretations, all of which may 

have some relevance. First, discussing the subject of romantic and matemal 

relationships could have evoked painful memories of the time when she was 

deciding whether to accept the marriage proposal. Second, it seems likely that 

these issues were fresh in her memory, but Amy dealt with them in the relative 

safety of her fantasy life, rather than in reality. Talking about different forms of 

relationships would make Amy aware that having a long-term intimate 

relationship, and children, was still possible. Third, vocalising her concems to me 

may have meant that her mother would find out that she still harboured hopes of 

having a family of her own. From the use of language in Amy's written responses, 

I suspected that her mother had helped Amy to articulate her answers to my 

questions. Although Amy's mother seemed to believe that her daughter had dealt 

with this issue. Amy's fantasies suggest that Amy was still processing the issue, 

possibly at an unconscious level. In regard to this matter, I felt Amy's mother's 

involvement inhibited the interview process. Fourth, Amy's religious beliefs may 

have discouraged her from seeking altemative kinds of relationships. In the 

Jehovah's Witness faith, the prescribed role for a wife is to help her husband, to 

assist in the fraining and teaching of their children, to lovingly care for her family, 

and to deeply respect her husband (Watch Tower Bible and Tract Society of 
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Pennsylvania, 2000). Amy seemed to feel that she was unable to be a wife and to 

help in child rearing in the way her faith prescribed. 

Riding. . . and Falling Off 

For the past three years. Amy had been involved in horse riding and going 

to the gym (see Going to the Gym for stories of this latter activity). These have 

been further physical activities in which she could experience competence. 

C: Why do you like horse riding? 

A: I love it [pause] it's fiin [pause] I love horses. 

C: So it's fun for you to be up there. 

A: Being in control 

Amy gained a sense of competence from being able to ride horses. Unfortunately, 

Amy fell off a horse after it misunderstood a signal she gave and started frotting 

when she was not ready. The fall resulted in injuries that dismpted her daily 

routine for 10 weeks. Although Amy had not ridden since her accident, she was 

still keen to pursue horse riding in the future. 

Amy could also display competence through volunteering in the 

programme. Riding for the Disabled. Here, while in her wheelchair, she led a 

horse, that was being ridden by a young child with cerebral palsy, with a carer 

either side of the horse. This volunteering provided her with the opportunity to 

help people, and to give back some of the assistance that other people had given 

her. Like the sailing qualification, being a volunteer for Riding for the Disabled 
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was pubtic recognition of her competence. This experience of "taking care of 

another person" seemed to also partially satisfy Amy's matemal instincts. 

Going to the Gym 

Amy went to the gym once a week, with the assistance of a personal 

trainer. She also had been doing exercises at home two days per week to 

complement her gym programme. Like my trainer in the gym. Amy's trainer 

could be viewed as intervening in the behavioural stage of Basch's (1988) 

developmental spiral. Having assistance in the gym meant that she could 

demonsfrate competence at activities that she otherwise could not perform. 

This activity helped Amy in various aspects of her life. Having previously 

been quite sedentary, and having atrophied muscles, her body responded well to 

training, as reflected by the associated muscle growth. This growth was a bodily 

representation of her competence at her gym programme. Reflecting on this 

growth. Amy was especially proud of herself, and she did a bleep pose early in the 

interview to show off the gains in muscle mass that she had achieved. Amy also 

stated, in response to various questions, that she loved muscles. That is, she loved 

the muscles that she had developed through fraining. In particular. Amy was 

proud of her biceps, abdominal muscles, and shoulders. Amy had gained self-

esteem through performing exercises in the gym, and seemed excited and proud 

when telling me of the weight she was lifting for some of the exercises and of her 

personal best on the rowing machine. In the following dialogue. Amy's mother 

takes over the interview, again, with her own questions, which were dfrected 

towards showing that Amy is competent. 
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C: How do you like the rowing machine? 

A: I love it. 

M: What's your personal best? 

A: 84 sfrokes per minute. 

M: She comes off, she's shaking, she's jelly, she's red, she's happy. 

A: Yeah. 

C: So you really like exerting yourself? 

A: Yeah. 

M: And on the pec deck, how much were you lifting? 

A: 18.5 kilos. 

Amy attributed medical and psychological benefits to going to the gym, 

but the functional benefits seemed to be of greatest significance to her. Functional 

benefits came primarily from strengthening the muscles in her legs. Amy did not 

think she would have been still able to stand if it were not for the work she had 

been doing in the gym. Amy associated standing with being able to maintain some 

independence in her flat, which is out the back of the family home. When Amy 

was standing, she was able to stabilise herself in a comer of the flat, where she 

was able to wash and rinse the dishes. By wedging herself into the comer she was 

also able to prepare her breakfast and lunch. Competence in the gym produced 

sfrength gains, which allowed Amy to preserve her physical function and maintain 

the ability to perform household activities in her flat. 

With regard to medical benefits, over the time that she has been going to 

the gym. Amy had not been to hospital due to epileptic seizures. She said that the 
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gym has helped her to control her epilepsy, because the gym was a place where 

she could get rid of finisfration. Amy's experiences are consistent with the medical 

hterature, where it has been found that physical activity can reduce the frequency 

of epileptic seizures (Howard, Radloff, & Sevier, 2004). 

C: Do you think gym has helped your epilepsy? 

A: Yip. 

C: Why is that? 

A: Because I like gym, I get rid of frustration. 

C: Gym can be good for that. Tell me about some of the things that fi-usfrate 

you. 

A: When people don't understand. 

Amy said that her communication difficulties were the reason for her fi-ustration. 

Although she attempted to be patient with people, who are trying to understand 

her, she became inwardly fiiistrated with this difficulty. I enquired as to other 

sources of fi-usfration, but Amy said there were no others, which I found difficult 

to comprehend due to the number of challenges she faced. Amy had possibly 

repressed other fhistrations, or suppressed them during the interview, because of 

her mother's presence. 

Staying With My Family: The Importance of Walking 

At the time I met Amy, she had been practicing walking every day by 

pushing a manual cart beside the house. A few weeks prior to us meeting, she had 
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managed to descend and then ascend 84 steps with the assistance of a carer on 

each arm. Walking was important to Amy at this stage of her life. 

C: Can you tell me why it is important to you to stay walking? 

A: To stay here, to stay at home. 

Amy may have been anxious about the possibility of, one day, having to live at a 

home for people with disabilities. This anxiety was not allayed by her mother's 

insistence that she would not have to go into a home if she lost her ability to walk. 

This issue seemed to be of great importance in Amy's life when I met her, 

because she brought it up again in the letter she wrote to me in response to my 

written questions. 

C: Could you describe for me some situations in the past when you would 
have liked to have been standing, rather than sitting in your chair. 

A: I was standing in my school photos because I liked to be standing tall. It is 
good to be able to still stand because if I couldn't I would no longer be 
able to be at home because it would be too hard for Mum and myself 

Although my question was directed towards Amy's past, she quickly returned the 

focus to one of the main issues she seemed to be facing. Amy's concems seemed 

to be grounded in the nuclear conflict of young adulthood (intimacy versus 

isolation; Erikson, 1985). Amy had intimate relationships with few people, and 

feared being isolated from them. Although Amy mentioned various people during 

the interviews, the relationships with her mother and brother were the most 

intimate and enduring. She gave the name of one close fiiend from school, but 
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said that she did not see her any more, because her fiiend had moved to a different 

suburb, and the taxi fare to get there was expensive. Amy's chance at achieving 

long-lastfrig romantic intimacy and having a family of her own was, at least 

partly, thwarted by her parents' concems over her ability to care for her family, if 

they (Amy's parents) were not around. 

Amy's concems over being isolated from her family may have had its 

roots in how her family had treated her in the past. First, Amy spent a short time 

in respite (i.e. a home for people with disabilities) every eight weeks to give her 

parents a break from the intensive care-giving role they provided for Amy. 

Although Amy had always been brought home from respite, she, nevertheless, had 

fears that her parents would leave her there, if her fimction deteriorated. Second, 

Amy appeared to have strong memories of the period of her life when she tumed 

down the chance of having a long-lasting romantically intimate relationship. Her 

parents' concems over her ability to cope with a family of her own, if they were 

not around, could have also brought Amy to the realisation that her parents would, 

someday, be unable to care for her, due to their own functional deterioration with 

age. Maintaining her ability to walk provided insurance for Amy against the 

possibility of leaving the family home. 

Amy, Her Mother, and Me 

Amy's mother had a significant role in the interview process. Her mother's 

initial telephone contact with my co-supei-visor and me, and the seating 

arrangement when I interviewed Amy, gave me, in hindsight, an indication of her 

mother's agenda for the interview that was about to occur. That is. Amy was on 

show. 
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Amy's mother telephoned one of my supervisors in response to a flyer we 

had circulated through a disability organisation newsletter, which advertised that I 

wanted to recmit, for the research, adults with cerebral palsy who were doing 

minimal physical activity. She stated that her daughter had been doing physical 

activity, and that they were willing to share Amy's experiences with us. Amy's 

mother was obviously proud of what her daughter had achieved. When I 

interviewed Amy, she was sitting in her wheelchair, and, therefore, elevated from 

the level at which her mother and I were sitting. This positioning was subtle 

evidence that Amy should be a person that people looked up to for inspiration. 

Although I started the interview without Amy's mother's presence, I 

quickly found it difficult to understand her speech. Amy's mother was in the 

kitchen, and Amy had previously said to me that it was all right if I wanted her 

mother to help with interpreting her speech. When I realised that the interview 

was going to be too difficult for me to do on my ovm, I asked Amy's mother to 

join us. 

Amy's mother adopted several roles during the interview; she assisted fri 

interpreting Amy's speech; elaborated on her statements; prompted responses 

from her daughter, to the extent that, on a few occasions, she took over the role of 

interviewer; told stories; and provided testimony of Amy's competence, progress, 

and sfrength of character. The elaboration of Amy's statements took the form of 

providing a fuUer response to my questions. Amy's responses were typically brief, 

and so her mother fleshed out these responses. Amy's mother's prompting of 

responses from Amy seemed to me to suggest that her mother was helping Amy to 

provide more complete responses to my questions. For example, when Amy said 
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that she used to trot on a horse, her mother asked her why she was not currently 

going to horse riding, to which Amy could tell me that she had fallen off, injured 

herself, and had to stop riding for several weeks. At times, as in the previously 

stated dialogue about what bible stories Amy liked (see first exfract in Religion: 

Social Connectedness and Hope), her mother took over questioning completely. 

Often her mother introduced new topics that she thought Amy should discuss. In 

these instances, it seemed that the introduction of topics highlighted other areas in 

which Amy had achieved competency. Sometimes Amy's mother told stories 

apart from what Amy had said. For example, when talking about why Amy liked 

babies, her mother told the story of how helpful and nurturing Amy had been 

during the several months when she was flat on her back waiting for surgery. 

Amy's mother often provided examples of Amy's competence, progress, and 

sfrength of character. The examples of competence often focused on physical 

tasks (e.g., gym work, sailing, walking), but sometimes included major life 

decisions. Amy's decision to tum down a marriage proposal was seemingly 

viewed by her mother as competent and responsible, given her cerebral palsy and 

epilepsy. Her mother prompted Amy to mention her-progress, in reference to her 

physical achievements. For example, she asked Amy what her personal bests were 

on the pec deck and rower, at the gym. Amy's mother seemed to infer that her 

daughter had a sfronger character. This perception of strong character appeared to 

be linked to how admirably Amy copes with having cerebral palsy (e.g.. Amy's 

patience with people who do not understand her speech). 

An understanding of why Amy's mother behaved as she did would involve 

investigating her life history, which is beyond the scope of this research. How she 
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behaved towards Amy, and comments she made about herself during the 

interviews, may give some insight to her present functiorung. Principally, she 

inferred that she did not have good genes; she scoffed at people who thought she 

must be a nice mother, because God gave her a baby with cerebral palsy; and she 

endeavoured to represent her daughter as having achieved competency, at several 

tasks, despite her cerebral palsy. From the first aspect, it could be inferred that 

Amy's mother felt guilty that Amy was bom with cerebral palsy. Although I do 

not know the story of Amy's birth, it is unlikely that her cerebral palsy has a 

genetic aetiology. Genetics are rarely a cause of cerebral palsy, with the risk factor 

being greater when consanguineous families are common (McHale et al, 1999, 

2000). Her purpose in telling me that some people thought she must be a good 

mother, because God had given her a baby with cerebral palsy, was unclear. 

Perhaps she would like to project her guilt over the cause of Amy's cerebral palsy 

onto an outside object (e.g., God). She could not blame God for Amy's cerebral 

palsy, however, because this blaming would bring further guilt. Therefore, the 

guilt about Amy's cerebral palsy rested with Amy's mother. This guiU seems to 

have decreased through Amy showing competence at various tasks. Amy's 

mother was eager to discuss areas in which Amy had demonstrated competence 

and, through her body language and what she said, I could tell that she was proud 

of her daughter's achievements. 

A feature of this life history is the relative absence of myself During the 

interview, I feU I was an "other" in a production, in which Amy played the 

starring role, and her mother was a support act. I was allowed to ask many 

questions, but my primary role was to observe and listen to what was being 
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presented. Although this role may not sound too different from what would be 

typical of an interviewer, my role was more removed than was the case with other 

participants in this research. Amy's mother partially took over my role as the 

interviewer by asking her own questions, prompting Amy, and infroducing new 

topics. This presentation seemed directed by Amy's mother, with Amy the star, 

and myself playing a minor role, and sometimes that of a keen audience member. 

Summary and Reflections on Amy 

fri looking over Amy's life history, I've come to see a remarkable young 

woman. Of the participants that I interviewed for this thesis (six people for 

Study's 2, 3 and 4), Amy appeared to have the most severe cerebral palsy. Despite 

her physical and slight intellectual impairments. Amy had applied herself with 

admirable aptitude to tasks directed towards meeting the challenges of 

psychosocial development. 

The mearung and experiences of physical activity throughout Amy's tife 

were closely associated with her psychosocial development and her strivings to 

show competence. With her little pink trolley. Amy was mobile and could show 

initiative in her environment through walking around at home. On entry to school, 

however. Amy was not as skilled at walking as her classmates were. Her lack of 

walking speed meant that Amy was constantly late for class. By not punishing her 

for being late. Amy perceived that the teachers were freating her differently to her 

classmates, which seemed to contribute to Amy's sense of inferiority. Amy made 

attempts to reduce her feelings of inferiority through the use of a wheelchair, 

which increased her mobility, and through behaviour, such as standing in school 

photographs. After surgery to improve her walking ability, in early adolescence. 
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Amy was persistent in her efforts to stand and to regain the ability to walk. She 

enjoyed going to physiotherapy, and through this treatinent she seemingly 

addressed some of her feelings of inferiority. In physiotherapy she practiced 

standing and loved being in a position in which other people could not, literally, 

look down on her. 

Because of the severity of Amy's cerebral palsy, she did not have confrol 

over many aspects of her tife. Engaging in physical activity (especially horse 

riding, sailing, and working out at the gym) was one area of her life where Amy 

could exercise control. Amy was exfremely proud of her achievements through 

physical activity, which was ever-present in her body language when she was 

speaking about her experiences. Amy's reflections on these experiences increased 

her self-esteem and motivated her to continue to engage in these activities. 

When I met Amy, she was performing tasks to meet the challenges of the 

young adulthood stage of psychosocial development (intimacy versus isolation; 

Erikson, 1985). Through engaging in physical activity. Amy perceived that she 

was improving her chances of remaining close to the ones she loved. Amy feared 

that if she lost her ability to walk she would have to leave the family home. 

Retaining, and improving, her physical function through physical activity helped 

to allay these fears. In areas where her psychosocial development was impeded 

(e.g., getting married and having children). Amy coped through finding substitute 

areas to direct her energies (e.g., being a volunteer for Riding for the Disabled) 

and through, seemingly as a last resort, narcissistic fantasy (e.g., being reborn 

without cerebral palsy and living forever). Amy's family, in particular her 

mother, provided her with an abundance of love and support, which allowed her 
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to successfully meet many of the psychosocial challenges she faced. Amy's 

mother's support for her daughter was evident during the interview, in which her 

participation was invaluable. Although her involvement influenced the direction 

that the interview took, the stories that she provided enabled me to gain insights 

into Amy's tife, which possibly could not have occurred any other way. Amy's 

mother appeared to be helping her daughter in the best way that she knew how. 

This assistance contributed to Amy developing both physically and 

psychosocially. Amy's involvement in physical activity played an important role 

in that development. 

Ben's Life History: Developing Through Sport 

Meeting Ben 

Ben contacted my co-supervisor and me after searching the Intemet and 

finding an article about my research on the University website. In the email that 

he sent, he provided some background to his involvement in physical activity, 

which was intriguing and prompted me to invite him to participate. Ben indicated 

that he was obsessed by sport, and seemed proud of his achievements as a 

swimmer at state and national levels, and his other involvement in exercise. He 

included in the email a link to an Intemet page at the tertiary institution where he 

worked, which had a news article about some of his more recent successes in the 

pool. Two facts in the email were particularly striking. Ben had only started 

swimming at age 23 and he said that it took six months for him to pluck up 

enough courage to enter a gym. My perceptions of him, from his email, were that 

he was a high achiever, but getting to where he was could not have been easy for 

him. Given this interesting, but brief, snapshot of Ben's involvement in physical 
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activity, I decided to ask him to participate in this study. He readily agreed, and 

we made arrangements to meet. 

I met Ben outside the building in which he worked. The first thing that 

stmck me was how fiinctionally unaffected he seemed to be by his cerebral palsy. 

Apart from a typical cerebral palsy gait when he was walking, there was nothing I 

noticed that suggested he had the condition. His greeting was fiiendly and he 

invited me to go up to the offices where he worked. 

During our walk to his office, we passed a few of his colleagues who were 

working. They all seemed pleased to see Ben, which left me with the impression 

that he was a respected member of staff, of whom his colleagues were quite fond. 

We did the interview in a small conference room, with a window that overlooked 

other buildings of the institution. Ben made himself a cup of coffee, which further 

illusfrated that he had a high level of physical function. 

Isolation from Family 

Ben had good knowledge of the events that occurred around his birth. The 

weekend before I met Ben he had spoken to his parents about his birth, in 

preparation for our meeting. When Ben was bom, his parents lived in a small rural 

town. Ben's mother went into labour prematurely, but was told to go home, 

because her doctor did not think she was going into labour. The doctor inferred 

that she was stupid. The harshness of the doctor's evaluation of the situation may 

have reflected his inexperience in recognising premature labour, but it may also 

have been endemic of people's attitudes to teenage mothers, in small country 

tovms, in the 1970s. Ben's mother was 18 when she gave birth to him, and he was 

her second child. 
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Ben's hometown had no facilities for premature babies. When the doctor 

realised that Ben's mother was in labour, she was mshed to the nearest city to give 

birth. 

B: I was 8 weeks premature, and in hospital for the first 6 months. I don't 
think the relatives could cope with it so they basically just wouldn't come 
near me or Mum, which obviously wasn't hard for me, because I didn't 
know, but for Mum it must've been very hard. 

This exfract encapsulates two themes that are discussed in this life history. The 

first theme is the close bond between Ben and his mother. I will elaborate on this 

relationship later in the life history (see The First Competition). The second theme 

is the lack of support from extended family and friends during periods of Ben's 

tife (e.g., when he was a child). One of Ben's mother's grandparents was the only 

family member to visit Ben and his parents in hospital. 

Ben's grandmother, on his mother's side of the family, appeared to have 

been angry that her daughter was pregnant. Ben explained that his grandmother 

was a deeply religious woman, and to have her daughter give bfrth to two children 

out of wedlock may have been unacceptable to her. She may have also perceived 

that she had lost standing within her community, because her daughter was a 

teenage mother. In coping with this predicament, Ben's grandmother withdrew 

support from his mother, and blamed his father for the sitiiation in which they 

were involved. 

Prejudiced Diagnosis 

Ben was diagnosed with cerebral palsy when he was two years old. The 

advice from doctors and specialists was pessimistic as to Ben's prognosis. 



214 

B: My parents realised that I couldn't sit up and, y'know, right from then, 
too, it was a case of every doctor, every speciatist, just saying, y'know, 
"Just put him in a home, he's not going to amount to anything." 

Ben told me that the doctors, whom he saw as an infant, were inaccurate in their 

reporting of his functional capabilities. In one instance, a doctor recorded that Ben 

could only count to three, and only knew the first three letters of the alphabet, 

when he apparently knew all the letters in the alphabet and could count far beyond 

three. The doctors' attitudes may have been reflective of those of their peers in the 

medical profession at that time. In the 1970s, it was common practice to 

institutionalise children with disabilities. Although Ben, as an adult, could tell this 

story to me, he would probably have been unaware of the doctors' 

recommendations at the time. 

Fragile: Handle with Care 

Ben's parents were not satisfied with the advice the medical practitioners 

had given them, and did not institutionalise their son. His parents were adamant 

that Ben would go to a mainstream school. This part of Ben's story resonated with 

my own tife. I was the first person with a disability to attend my country school. 

From what I can recall, both staff and my classmates supported my attendance at 

the school. Ben's story, however, was different to mine in terms of the extent of 

support he received from others at school. 

Although there was a special unit for people with disabilities at the school 

he attended, Ben was the first child to be fully integrated into mainsfream 

classrooms, and faced a variety of challenges. Erikson (1985) proposed that, at 

this stage in life, a child faces the task of demonstrating industry, with the risk of 
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showing inferiority. It is at this stage when children leam that aspects of 

themselves (e.g., disability, race, socioeconomic background) can influence their 

worth in society. For Ben, his cerebral palsy made him sufficiently different from 

his classmates. Ben indicated that his teachers were uncomfortable to have a child 

who had a disabitity in their classes. His first teacher would carry him around, 

because she feared that he might fall, and break a bone. Academically, Ben was 

stmggling to succeed, and received report cards with a number of failing grades. 

Socially, Ben's classmates typically avoided him. The other children seemed to be 

mirroring their teachers' behaviours towards Ben. Further confusion may have 

been created for Ben's classmates through the existence of the special unit, which 

provided education for five children with disabilities. These five children were not 

integrated into the mainstream classrooms. Ben was not part of this unit, but may 

have displayed some of the physical characteristics of the people within the unit. 

Ben's classmates did not associate with the children from the special unit, nor did 

they socialise with him. Ben's limited academic success may have been due to his 

difficulties with integrating into the school system. He was frnsfrated and angry, 

because he was not like his peers, and because he perceived that he was not given 

a chance to reach his potential. 

Ben had no male fiiends. Boys teased him, because he was different. 

When I spoke with Ben, he had empathy for these children. They did not 

understand why Ben was different. The main avenue to socialise with boys was 

involvement in sport and physical activities. Ben perceived himself to be inferior 

to the other boys, in terms of his ability to compete at sport, and did not 

participate in their games. 
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Special Friends 

Despite many of Ben's classmates not associating with him he did have 

two close female fiiends. These two fiiends played an integral part in Ben's early 

life. Ben said that his fiiends would often tell him that they would like to marry 

him. He fondly recalled how they would spend a lot of their free tune together, 

especially during weekends. They also spent their lunchtimes together, when they 

would sit, talk, and eat their lunch. 

B: Every weekend we would do everytlting together and they were very, very 
special because they were the only two fiiends I had, and they didn't care 
that I was disabled. They, y'know, didn't really give two hoots, y'know. 
We were just fiiends together and they were really, really supportive, and 
they were great. I've lost contact with them many years ago, but, y'know, 
I don't know what they're doing now, but, yeah, they helped a lot, and just 
keeping me, y'know, above water, so to speak. 

Through their friendship, Ben seemed to have received the message that he was 

worthy of affection from people outside the nucleus of his family and that he 

could play with his fiiends like he saw other children of his age doing. For Ben, 

having people not view his disability as a sign of inferiority must have been a 

powerful influence in his life. Against the backdrop of school life, where teachers 

and some of his classmates accentuated his difference, his friends provided Ben a 

haven, where his disability was not an issue. 

Ben's fiiends tried to get him involved with physical activity. On separate 

occasions, his fiiends got him to ride a bike and roller skate dovm a hill, all rather 

unsuccessfully. It is difficult to know what effect these attempts to be active had 

on his perceptions of physical activity. These unsuccessful attempts at 

demonstrating competence may have contributed to lower self-esteem associated 
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with physical activity. The attitudes of Ben's fiiends towards his involvement in 

physical activity, however, may have challenged his preconceptions that he was 

unable to be active. 

At the end of each school year, the three friends would listen to the class 

Usts for the following academic year being read, and hope that they would remain 

together. For one year, however, Ben was separated from his two fiiends. He was 

being academically held back a year. Ben described this event as particularly 

traumatic. Although he was not losing his friends (they remained fiiends for 

several years to come), he was losing their support in the classroom. To use Ben's 

words, he needed to have his head kept above water. Ben had feelings of 

inferiority that were grounded in his cerebral palsy and people's reactions to his 

condition. 

B: I was very down on myself [pause], y'know, I thought, "Well, why am I 
here? What's the point, y'know? No one likes me, so why am I here?" I 
was just trying so hard on my school work to get somewhere, but I wasn't, 
y'know, getting past getting Ds and Es and Fs, and I just said well [pause], 
I was just so fi:ustrated and so angry that, y'know, "Why aren't these 
people giving me a go? I just want to be like everyone else. Why am I not 
like everyone else?" I didn't understand why I was disabled. I didn't 
know what disability I had. 

In terms of Erikson's (1985) latency stage, Ben was becoming aware that he was 

being judged in terms of his disability, rather than his potential to take a 

productive part in society. The despair evident in the previous extract could have 

contributed to feelings of inadequacy and mediocrity. 

The frequent use of the phrase, "y'know," in the above extract could be 

interpreted in at least two ways. First, as simply a common phrase, to elicit 
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whether the listener has understood the speaker's words, and, second, as Ben 

trying to identify with me, as an adult male with cerebral palsy. Although my 

condition may have been an important factor in Ben participating in this research, 

Ben said nothing further that would allow a case for identification to be made (cf 

David's Life History in Study 4 of this thesis). 

Ben's feelings of inferiority at primary school seemed to pervade other 

areas of his life. He had developed a sense of worthlessness that influenced his 

interactions with family members. Although, as demonstrated in the next exfract, 

Ben's parents were trying to convey the message to him that his input was valued, 

the contrary message from his school life was somewhat overwhelming. 

B: I never used to talk, which was really sad. I remember my parents, they 
got so fmsfrated with me one time they said, "Right, every night at dinner 
time you have to pick three things to talk about." That's how bad it 
actually got to, because I just would not talk. I wouldn't open up. I would 
close myself up and wouldn't let anyone know what I was feeling, and it 
would've been very fmstrating for them. So they actually got to a point 
where they said, "Okay, at dirmer time, three things you've got to talk 
about each nighf. And that was very hard for me. I didn't know what to 
taUc about because I didn't think I had anything to talk about. I didn't 
think anyone wanted to know what I was thinking. I didn't feel important 
enough to feel that anyone wanted to know what I was thinking at that 
young age. Just quite sad. 

People Like Me 

Ben's other source of social activities, with children his ovm age, was on 

camps, and on a horse-riding programme for children with disabilities. At these 

activities, Ben found kindred spirits. At this stage in his life, he did not know what 

disability he had, but he knew he had a physical condition, and he identified with 

other children with disabilities. Ben felt they were like him, and they understood 
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what he was experiencing. In the next exfract, Ben drew a distinction between 

what he experienced at school, and what he enjoyed when associating with other 

children who had disabilities. 

B: I actually used to go on camps . . . quite regularly. I used to go horse 
riding for the disabled quite regularly every weekend, and I felt very 
comfortable then, because I was around kids, like me, who were disabled. 
And they understood, and I integrated great with them. But just when I 
was at school, I was different. I was the one who (was) singled out, 
y'know, it was a noticeable difference, and I didn't want to be different, 
and I couldn't cope with it. 

In This Life Together 

The sfrength of the nucleus of the family was a theme that often came up 

as we spoke. The foundations of this relationship can be traced back to family 

members' reactions when they were told that Ben's mother was pregnant, with her 

first child and then with Ben. Ben's mother and father seemed to be isolated from 

support from their families, and so a reliance on each other developed. This close 

mutual support then extended to their sons. An example of this "we" (i.e., Ben and 

his parents) can be seen in Ben's discussion of his first school. 

B: We really hated that school, and I really think they had a vendetta against 
me and my parents. 

The use of the word "vendetta" demonstrated the sfrength of Ben's negative 

feelings toward the school The school staff were not frained to accommodate a 

pupil with a disability, and did not seem to know how to integrate him into the 

classroom environment. This lack of training, and possibly lack of motivation to 
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assist Ben, was shown in their behaviours towards him where physical activity 

was concemed. 

Physical Activity at School: Why Bother? 

In the small country school, physical activity involved competing ui the 

national sports. For boys, physical activity meant playing cricket and swimming 

in the summer, and playing mgby in the winter. Ben was not competent at 

competing in these sports, and was not aware of any other options, in terms of 

physical activity. Through unfavourable reflections on his experiences with 

physical activity, Ben seemed to have developed low self-esteem. The significant 

adults in Ben's life at that time further contributed to his low self-esteem through 

not positively reinforcing his attempts at physical activity. This low self-esteem 

meant that Ben's developmental spiral (Basch, 1988) stalled, which manifested as 

an avoidance of physical activity. 

C: When your class played sport, what did you do? 

B: I avoided it. I didn't do it. I thought, "Why bother? They're always going 
to beat me anyway. So why bother?" I wasn't doing my exercises, either, 
that all the physiotherapists wanted me to do, because, y'know, it hurt, it's 
painful I didn't want to do it. Why was I doing it? Why do I have to do 
it? I didn't understand. Obviously, when you're that young, you don't 
understand why you're doing it, and unfortunately I do now. But I just 
would avoid physical activity at all costs. Swimming carruvals, I just 
wouldn't go. 

The teachers' comments on his report cards showed that Ben was not at 

ease with his environment. His behaviours were those of a child who had accepted 

his inferiority, and did not regard himself as being in a situation that he could 

change. The teachers wrote that he was not applying himself to his work, and was 
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being dismptive in class. Ben's inability to show competence socially affected his 

academic performance. As is revealed in the previous extract, this lack of 

competence was also evident in physical activity. Physiotherapists prescribed 

exercises to assist Ben to develop physically. For Ben, these exercises were 

pimishing, because they were painful to perform. Physical activity at school was 

also a type of pimishment and was avoided. Swimming was a negative experience 

for Ben. When he was in the swimming pool, Ben used to stand in the water, 

beside the pool, until he became cold and was taken out of the water. He did not 

swim, and his teachers did not expect him to perform this activity. Like 

physiotherapy, swimming was punishing. 

Ben could not demonstrate competence in these physical activities, and 

performing them would have represented a pubtic display of his inferiority. 

Understood within the developmental spiral (Basch, 1988), the inability to show 

competence contributes to a lowering of self-esteem, which, in tum, affects the 

decision as to whether to keep engaging in the behaviour in which competence 

could not be demonstrated. Ben felt that his teachers did not even want him to 

attend sporting events, so he avoided being present at them. 

Changing Schools, Changing Fortunes 

When Ben was 11, he and his family moved to another small town, which 

meant that he started attending a new school. This move marked a new beginning 

for Ben. Academically, he was able to show competence at the new school. 

B: When I left (my first school) and went to my next school my marks 
improved dramatically. To As and Bs and, y'know it was amazing. To 
pretty much, y'know, above average and also average, average, average. 
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was ruce to be average for a change. But yeah, it was a dramatic 
improvement compared to (my first school). 

Ben believed his improvement in academic performance to be the resuU of the 

change in school. It was not only Ben's grades that changed. Ben's stories were 

reflective of a boy who was more at ease in his environment, and with himself 

Ben felt that he was treated more as a person at the second school. Ben's 

repetition of the word "average" in the previous quote sounded like he was 

relieved that he was normal, like his classmates. 

For the first time, Ben had male fiiends. Having male fiiends meant that 

he was involved in physical activity during playtimes and lunchtimes, instead of 

conversing, as he had done with his female friends at his previous school. 

B: I was being included, and that was something I craved more than anything 
was just to be included, and I finally was, and I had some great friends, 
and I absolutely loved it. I got into sport a bit more even though they only 
played mgby still [Ben accentuated this last word]. 

Ben's recollections of his time at the second school illusfrated his ability to cope 

with adverse circumstances. Given his experiences of the first school, it would 

have been understandable if he had restricted his horizons to such an extent that 

he saw no point in trying to achieve at his second school. This fransition between 

schools, however, seemed to have been a pivotal point in Ben's development. The 

change gave Ben the opportunity to develop a sense of industry in the latency 

stage (Erikson, 1985), which contrasted with the sense of inferiority with which 

he had left his first school. At the second school, he gained the knowledge that he 
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could be effective in the school environment. He was able to master the 

coursework and cooperate with others. 

These newfound levels of competence, however, did not extend to his 

performance during organised physical activity. In physical education classes, he 

was required to engage in activities that were beyond his capabilities. For 

example, he was asked to walk on a balance beam in gymnastics and to run cross

country races. Ben, begmdgingly, was involved in these activities, and, when it 

came to swimming competitions, would revert back to his pattem of avoidance, 

and sit on the side of the pool 

Like his perceptions of his teachers from his first school, Ben felt that his 

physical education teacher did not like him. Here, Ben may have been projecting 

his ovm negative feelings about his involvement in physical activity onto his 

teacher. The teacher appeared to treat Ben in the same way as other children. In 

doing so, however, Ben was required to participate in activities where he could 

not show competence, where he had low self-esteem, and where his inferiority to 

his classmates was exposed. 

Moving Forward, Regressing Back, and Sport 

At 16, Ben and his family were on the move again, which meant that Ben 

had to adapt into another school environment. It can be difficult to fit into a new 

school during adolescence, when friendship groups are firmly established, and 

sometimes operate on the basis of exclusion, rather than inclusion, to protect the 

developing identities of group members (Erikson, 1985). In social terms, Ben 

regressed back into the days of his first primary school. He had only one friend, a 

female, with whom he spent most of his time. 
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Through this latest move, Ben was exposed to a slighfly different culture. 

Freud (1927/199lb) suggested that people readily place cultural ideals among the 

culture's psychical assets. Cultural ideals represent the achievements that are most 

valued and are most striven towards. In Australia, achievement in sport is 

commonly valued and pursued, often pathologically so. At this time in Ben's tife, 

he became more aware of televised sport. In contrast to his avoidance of sport in 

the past, Ben began to start following, and enjoying sport. Perhaps more 

importantly, however, he seemed to begin to identify with the sport people he 

saw. 

The Best Days of My School Life 

A year later, Ben and his family moved again, which presented Ben with 

one more school to attend. Ben was held back a year, because of curriculum 

requirements in this new state, and so spent two years at this school. Ben regarded 

these two years as the best school years of his life, because he had the most 

fiiends he had ever had. He attributed this change in fortune, with regard to the 

number of fiiends he had, to the increased maturity of his classmates, as compared 

to his classmates in previous years. Children, however, can be extraordinarily 

accommodating of diversity, as can be seen from Ben's experiences at his second 

school. It seems a cmcial part of his acceptance at this last school was that he was 

quickly invited to join a group of stiidents for lunch. If that invitation had not 

occurred, Ben's feelings of inferiority, grounded in childhood experiences, may 

have resulted in him avoiding a group of people, and preferring to seek fiiendship 

with those on the periphery. As at the second school Ben attended, having a group 
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of fiiends seemed to soften his sense of inferiority and allow him to feel, in his 

words, normal. 

B: Those were probably the two best years I've ever had during my schooling 
in terms of, I had so many friends. I had 30 or 40 fiiends for the first time. 
I was actually included in this huge group of people, and I was just one of 
the gang, and it was great to be just one of the gang, and, y'know, we'd go 
and play basketball during lunch, y'laiow. Here I was doing some sport at 
lunchtime, and we'd go to parties. I'd go to friends' houses. I'd be doing 
everything that everyone else had been doing for years. And it was great 
to be included. OK, I did nothing of schoolwork. I used to, y'know, go to 
school to eat my lunch. But, y'know, and play basketball at lunchtime, but 
(it) was great. I had 30 or 40 fiiends, a huge group, which we all hung out 
together. We all looked out for each other and, and that was great. 

For Ben, one aspect of normalcy seemed to be participation in sporting activities. 

Like in his second school, when he had male friends, he was involved in 

lunchtime sporting activities. Playing sport, then, also presented the opportunity 

for social connectedness. 

The Man with One Leg 

Ben's identification with sports people grew sfronger when, in 1992, he 

saw the Paralympics, for the first time, on television. This event made Ben aware 

that people with disabilities could be involved in sport. Even so, Ben did not 

attempt to engage in any physical activity. 

B: I saw a bit (of the Paralympics) on TV and thought, "Gee, that's weird, 
that guy hasn't got a leg and, ooo, what's this, and they'd been televising 
for Barcelona, and gee that guy's disabled yet he's competing in sport." 
And it was the first time that I've ever seen anyone compete on TV or 
anywhere in sport with disabilities, and I thought, "Ooo, that's quite 
bizarre," but I didn't really think any more about it. 
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Being Alone Versus Being Dead 

After Ben had finished high school, he and his family returned to live in 

the area where he went to his third school There, he rekindled his relationship 

with his female fiiend, with whom he had gone to school. Greater issues, 

however, were pressing. The school days were over, and he was seeking 

employment in an area that had high unemployment, 

Ben was enthusiastic about the possibility of getting his first job. He did 

not disclose that he had a disability in his job applications. He figured that if could 

get to the interview stage, his merits would overshadow his disability. The reality, 

however, differed from what Ben had envisaged. Ben would go to job interviews, 

and he perceived that he did not have a chance of getting the jobs as soon as he 

waUced in the door, and the employers saw that he had a disability. He was 

frequently asked what was wrong with him. 

Ben responded to this anxiety of repeatedly getting job apptications 

rejected in two ways: through anger and depression. Anger manifested in his 

attempts to seek assistance from an employment agency. 

B: I actually went to, what they call, the employment agency (and) said to 
them, y'know, is there any exfra assistance I can get. I'm not looking for 
financial (help), I'm looking for any assistance that I can get to help me 
find a job, because I am disabled. And they said, "Oh no, you're not 
disabled enough." And I said, "Well, what is this?" Y'know. I tend to get 
in a rage, I can't confrol my rages, so I let fly. I really had a go at them and 
I said, "Okay, what constitutes being disabled enough?" And they said, 
"Oh, being in a wheelchair or being, y'know, intellectually disabled." So 
even you wouldn't be disabled enough. And I said, "But that's ridiculous, 
have you ever been to an interview with someone who's disabled and seen 
the look on the employer's face?" And they said, "Oh well, I'm sorry, but 
that's the way it is." And I just said, "Well great, well I'm never going to 
be employed." Y'know. So that was very hard also. 
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The rages that Ben talked about seemed like expressions of fi-ustration with the 

apparent hopeless circumstances in which he was finding himself, rather than 

verbal attacks on other people. He could not secure a job, and could not get help 

from people who, he betieved, provided assistance for people with disabilities. 

In the main, however, Ben became depressed through being unable to find 

work, Basch's (1988) conceptualisation of depression, as the possible result of an 

inability to cope with a given stress, fits better, in this case, than Freud's view of 

depression as the ego's cathexis of hostility towards others tumed inward. 

Depression manifested itself as increased feelings of inferiority and reduced 

motivation to seek employment. 

B: Every rejection letter (that) came, I took it personally as, "Okay, they 
don't want me because I'm disabled," and so, in the end, I just got very 
lazy and thought, "WeU, why bother? I'm, y'know, I'm living at home, I'll 
just, y'know, just do nothing." So I didn't have any other avenues to let 
my fi-usfration out either, and so it was all piling up on me, and I just 
thought well, y'know, after a year or two, why bother, y'know. Why am I 
here? Y'know. No one wants me. Obviously I'm not, I haven't got any 
skills to offer anyone so why am I here? And it was a case of, y'know, I 
don't want to live anymore. I don't have any purpose in tife. Like, 
y'know, I can't cam my own money. I can't be independent, and so I may 
as well just end it all, and that was really, really sad. 

As in previous stages of Ben's tife, his feelings of inferiority came through. The 

letters of rejection seem to have confirmed Ben's feelings of inferiority, and 

brought into focus other issues he was facing, Ben was angry that he had cerebral 

palsy. He revisited the question of why he should have this disability and why he 

should have to prove himself to an unaccommodating society. The rejection by 

employers seemed to bring to the fore previous rejections by teachers and 

classmates. Once more, Ben feti alone and unwanted. Ben also feU his hopes of 
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livuig independently, like his brother, diminishing, and he faced the undesfrable 

prospect of living with his parents for the rest of his life. 

Understood within the developmental spiral (Basch, 1988), Ben did not 

show competence in his job hunting, and experienced a loss of self-esteem. His 

parents kept him seeking work by strongly encouraging him to persist with the 

task. To gain a sense of normalcy in his life, Ben sought refuge with his fiiend 

during most weekends. She supported him and was someone, other than his 

parents, to whom he could talk about his difficulties. 

The support from his parents and friend, however, was not sufficient to 

compensate for his feelings of inferiority and lack of competence in finding work. 

Ben's development had been substantially inhibited. Basch (1988) suggested that, 

in such cases, professional help may be required. In Ben's case, he attempted 

suicide. 

Using Freud's (1917/1991b) terms, there seemed to be a sfrong cathexis 

between Ben's ego and his ideal of independence. This object-cathexis was 

shattered by the frequent rejection by potential employers and the employment 

agency. Rather than the free libido being displaced onto another object, the ego 

cathected with the object that had been abandoned. Alongside the identification 

with the ideal of independence came the cathexis of the anger, fi-ustration, and 

rejection he had experienced with the employment agency persormel and potential 

employers. Ben's suicide attempt was an attempt, in some ways, to do harm to 

these people. 
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Such was Ben's despair that he drank some cleaning fluid, and then went 

to sleep. The liquid appeared to have had little effect on Ben, apart from waking 

up with a sore throat. 

B: I would often (find) it would consume me that, oh, no one lUces me. I don't 
want to be here. I want to end it all. I (would) feel better off dead. I'd 
rather be dead than alone. At least I wouldn't have to deal with all these 
problems, and that's scary. 

Ben interpreted his survival from his attempt to poison himself as a sign that he 

was meant to live. He continued to be depressed after this attempted suicide, but 

did not have further suicidal attempts or ideations. 

First Job 

To improve his skills, Ben completed a bar course, where he finished near 

the top of his class. This extra training, however, did not immediately result in a 

job. It was not until he was 21, and he and his family moved once more, that he 

gained employment. 

Ben's first job was for three hours per week as a glassier at a bowling club. 

His job was to pick up drink glasses. From that beginning, he increased his 

competence and self-esteem. Ben's desire to prove himself was sfrong. After the 

rejections of the past, he was well aware of the typical perceptions that people had 

in regard to his ability. 

B: My goal, from those three hours a week, my goal was to make this work 
and as a challenge to myself to basically tell me that yes you can do it. The 
only reason you couldn't do it is because you wouldn 't let yourself do it, 
which I've done for twenty years, y 'know. I just thought, well, every 
opportunity you get to leam new things you do it. You leam it, because 
it's only going to be beneficial for you in the long run, and get as many 
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skiUs as you can, because you're going to have to get out there, and if you 
need to get another job it's going to be on your skills. 

There may be several processes underlying the sentence I have italicised. First, it 

could be the super-ego in operation. Ben would have intematised parental 

messages to the effect that he was a normal person, yet there are several examples 

throughout his childhood and adolescence of him avoiding certain activities 

because of his cerebral palsy (e.g., swimming). Second, although Ben did not 

always participate in physical activity, he enjoyed sport. Ben did not participate, 

unless he was encouraged, because of his sense of inferiority for involvement with 

physical activity. Third, his ego's identification with the ideal of independence, 

and with it the rejections he faced from employment agency persormel and 

potential employers, may mean it seems to him like the barriers that other people 

put in place are of his own making. 

In general, the staff and patrons of the bowling club were supportive of 

Ben's employment. Many, however, were unconvinced that he would have the 

ability to do the job. In a more extreme case, Ben said that there was one 

employee who did not like him and tried to get his employment terminated. This 

issue came to a head in the manager's office, where the employee accused Ben of 

using his disability as an excuse for not doing certain tasks. The issue was 

resolved two weeks later with the termination of the employee's work at the club. 

The Turning Point of 23 

Ben defined his life in two temporal phases. That is, pre-23-years-of-age, 

and post-23. He referred to the pre-23 phase as psychologically damaging, where 

he erected barriers to his development. These barriers (e.g., difficulties at school. 
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problems finding employment) do not seem as if they were entirely his 

constmction. The prejudices of other people, Ben's intemalised disabilism 

(brought about by, for example, identification with the ideal of independence), 

and a severe super-ego, all seem to have contributed to retarding his development. 

The origins of this tuming point (i.e., age 23) probably lay in his growing 

awareness of sport during adolescence. Ben seemed reasonably unaware of these 

connections and was concrete in his splitting of his life into two phases. As I have 

described, however, Ben's increasing interest in sport developed when he was 16, 

and he was exposed to a range of different sports on television. Ben seemed to 

begin to identify with sports people at this age. The sports people were what he 

was not, but what he wanted to be. They were fit, active, successful, and accepted 

by society. Ben, however, was physically inactive and had only a small social 

network. At 19 years old, through watching the Paralympics on television, Ben 

became aware that people with disabilities were involved in sport. 

Huge inspirations in Ben's life were the Olympics and Paralympics in 

Atlanta. Ben's awareness of people with disabilities involved in sport had been 

sparked four years earlier with the Paralympics from Barcelona. Four years later, 

he was determined to watch as much of the Olympics and Paralympics from 

Atlanta as he could. 

B: I wasn't as obsessed as I got when I, y'know, started taping all the 
(Atlanta) Olympics, and everyone would ask, "Why are you taping all the 
Olympics?" It's like, "Well I don't know, I guess I am, I just love it." So, 
y'know, I was working at the bowling club and, of course in Atlanta, the 
swimming events were in the moming, and I would stay up all rught, tie on 
the floor and watch, tape, edit out all the ads, and just watch it and just 
follow Australia.. . and just love it. And now that I knew that disabled 
people could compete in sport, I had a greater interest. 
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fri this quote, it was interesting that Ben specifically mentioned swimming. People 

sometimes become fixated with past traumas (Freud, 1917/1991c). Ben's 

childhood experiences with swimming seemed to have been particularly 

devastating for him. Through watching swimming, Ben seemed to be going back 

to a time when he was hurt. Ben was able to articulate what he saw when he 

watched the Olympians and Paralympians perform. He deeply identified with 

these people and wanted to be among them. Olympians and Paralympians 

represented everything that Ben wanted to become. 

B: I thought, "Well, okay, if they can do it, so can I." And I just admire them, 
because they're people who have set themselves goals, like I was now 
doing, and they just wanted to get out there and achieve. I saw these 
people who were goal setters, people who have a positive mindset, and I 
only wanted to be around people who were positive now. I didn't want to 
be around negative people, and I saw Olympians and Paralympians as the 
ultimate people. That positive thoughts, positive energy, and positive 
outlook on life, and that's now what I wanted, and so I would often watch 
sport every day and every night. Just to see, just to watch them, and 
follow them, and admire them, and, because Ausfralia is obsessed by 
sport, just to be a good Australian. 

Six Months to Join the Gym 

Seeing Paralympians on television motivated Ben to engage in physical 

activity. He wanted to join the gym, but it would be six months before he went 

through the doors of the gym and took out a membership. Motivating him to join 

the gym were his continued interest, following the Games, in Paralympic sport, 

his desire for normalcy, and his poor body image. Ben's intemalised disableism, 

together with being self-conscious and fear of being hurt by others, however, kept 

him from joiiung the gym. 
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Following the Paralympics, Ben was interested in finding out all he could 

about the Games. He wanted to know the history of the Games, the sports that 

were uivolved, and the classification system used to grade the level of function 

impairment. In essence, he was probably trying to find out how he could 

participate in sport for people with disabitities. For Ben, involvement in physical 

activity was something he associated with being healthy and normal. He wanted 

to do activities that other people were able to do, such as running and swimming. 

Ben described his body, at that stage in his life, in negative terms. He had 

intemalised others' perceptions of how a body should function. Ben's body did 

not function with the same precision as the perception of ideal body function he 

had intemalised. His perceptions of his body were a catalyst for change. 

B: I hated my body, I hated everything about it, and I just woke up and said, 
"Well, you hate it, do something about it." 

C: What did you hate about your body? 

B: I just hated the fact that, y'know, I'd trip up all the time, or I was weak. I 
was sickly. I, y'know, had no energy. I just, y'know, wasn't sfrong enough 
to lift certain things, and I just didn't like it. I wanted to be like everyone 
else. 

Ben's intemalised disableism and being self-conscious about his 

movement abilities, however, were barriers to him joining the gym. The people 

who had expressed doubts in his ability, and prevented him doing activities in the 

past, now formed part of his ego, which was preventing him from engaging in the 

gym environment. Ben also felt inferior, with a body that did not move in the 

same way as other normal bodies did. 
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B: I just put up these amazing boundaries where I just wouldn't let myself do 
anything. "Oh no, you can't do that because you're disabled. You might 
hurt yourself," or, "Oh no, y'know, don't go for those jobs, because, 
y'know, people are going to reject you, so don't even bother," and (the) 
same with the gym. I'd walk past, and I'd look in the window and think, 
"Yeah, I'd like to do that, but, y'know, people might stare at me, and I 
don't want people staring at me. 

The self-blame for not doing certain activities, which is evident in this quote, is 

remiruscent of the same thoughts he had when he got his first job. After achieving 

(e.g., getting a job, becoming a gym member) he harshly criticised himself for not 

having achieved sooner. As I have suggested, this pattem could be evidence of a 

severe super-ego. 

A further aspect of the boundaries that Ben erected was his fear of being 

hurt by others. In his life, he had been punished for trying to be included with 

others (e.g., at school, gaining employment). These experiences contributed to 

Ben's reluctance to associate with others, who might hurt him further. 

B: I look back on it, and I think, "What was going through my head? Why 
was I, y'know?" Like I blame myself more than anyone else throughout 
my whole life, because I had put up these incredible boundaries to myself, 
y'know. Like, okay, I don't want to be hurt, so I'll put up boundaries so 
that, y'know, okay, I will look after myself I don't want anyone else to 
come near me, y'know. No one else likes me anyway, so I'll just, y'know. 
I look back on it, and I think, "Why did I do it?" Y'know, they weren't the 
problem, I was the problem. 

Ben approached the gym in the same methodical way in which he had 

started work at the bowling club. That is, he started with the basic tasks and 

worked his way from there. In the gym, this approach meant that he started off 

with lighter weights and gradually increased the weight he could lift. For example, 
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he started the bench press by lifting the bar with no weight on it. Ben also focused 

on his own progress, and not on the weight that other people were lifting 

Do the Sport You Hated Most 

Still 23 years old, and doing fraining in the gym, Ben decided to leam to 

swim. The choice of sport in which to participate seemed at odds with his feelings 

toward swimming, and may have represented a fixation with a past trauma (Freud, 

1917/199 Ic). Ben hated swimming because of bad memories he had from when 

he was at his first school. The decision to leam to swim at this stage in his tife 

may have been an attempt to try to heal his past, and to prove to his teachers, at 

least in his mind, that he could swim. 

B: When you don't see yourself walk, you don't think, you don't see how bad 
it is. So, when I see myself walking I think, "Oh, okay so that's how 
everyone else sees me," and I think, "Oh, okay it's quite confronting." 
And I just got to a stage where I just didn't like me. And I woke up one 
day and said, "I've had enough. It's time to do something with your life," 
and I said, "You can either go down two roads of just being mediocre and 
just, y'know doing your 3 hours a week and, and being the way you are, or 
you can choose a sport which you could never do and go out there and do 
it, and choose a sport you hated most," which was silly. 

C: Why a sport that you hated? 

B: 'Cos I always remember (my first school), and standing in that pool every 
day during summer. No one wanted to teach me how to swim, and I'd just 
stand there and shiver, be freezing, and I thought, "Right," and I always 
thought, "I couldn't." My parents actually, one day, threw me in the pool, 
and said, "You're going to leam to swim," which was probably the wrong 
way to go about it, but they were fmsfrated too, because, y'know, I could 
never swim in our pools that we had at home. 

At the start of this dialogue, Ben's body image issues come through once more. 

There seemed to be a large incongmence between Ben's amount of bodily 

function and his intemalised ideals regarding bodily function. These issues 



236 

seemed to affect his self-esteem in approaching new physical activities. Part of the 

motivation to swim came from a Paralympic swimmer, who had greater physical 

impairment than Ben. He rationalised that if someone, who was more physically 

impaired that he was, could swim, then so could he. 

Leaming to swim was confronting for Ben. He was in a class with 

children, who asked him why he could not swim, or walk as they did. fri some 

ways, he was back at his first school. This attempt at swimming was more 

successful, however, than his experiences as a child. After six swimming lessons, 

Ben was able to swim a lap of the 25 metre pool unaided. From that point Ben 

was determined to set new benchmarks and to swim further. One of Ben's 

underlying motivations to swim was to change, because he did not like who he 

was. 

B: I wanted to know what my capabilities were and what my limits were, and 
I wanted to push them, because I no longer wanted to have those barriers 
at all. I was sick and tired of being who I was, and I wanted to make 
changes and everything else overrode that. Everything was towards 
improving myself physically and mentally. But I think mentally, I needed 
to improve myself mentally more than anything else. 

Ben felt he gained physically, socially, and psychologically from exercising in the 

gym and pool. His goals were primarily directed towards getting aerobically fitter 

and increasing sfrength. In time, he had increased his fitness to that of an elite 

marathon runner, and had dropped his body fat to 5%. This percentage of body fat 

is unhealthy, and falls at the lower end of the range of body fat percentages of 

national and international class athletes who compete in sports where leanness is 

desfrable (e.g., body building, gymnastics, wrestling; Nieman, 2003). Ben's 
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concems about how other people would perceive his involvement in the gym did 

not come to fi-uition, Ben experienced a supportive environment, in which some 

people openly admired his gym training. He met other gym members and would 

spend time conversing with them during each workout. The gym and pool became 

places where he could relieve stress, especially when he experienced difficult days 

at the bowling club. 

Crossing the Paths of Olympians and Paralympians 

In a short space of time, still when Ben was 23 years old, he met several 

Olympians and Paralympians who inspired him to keep swimnting and to take up 

the sport competitively. Given Ben's level of identification with these sports 

people, he did not need much encouragement to dedicate more time to swimming. 

In the pool at which Ben swam, an Australian Olympian was fraining. Ben 

spoke with him one day and found out that the Olympian was covering a far 

greater distance in his training than him. This meeting inspired Ben to increase the 

distance that he swam from 50 to 100 laps per day. To be like an Olympian or 

Paralympian, Ben had to begin training like one. 

As a member of the Olympic Club for Sydney 2000, Ben took the 

opportunity to travel to Brisbane to meet another Olympian swimmer. On the fraui 

ride to Brisbane, Ben experienced something like an epiphany. 

B: I went up to Brisbane, and I hopped on this train to go up to Brisbane, and 
a very weird event happened, where this guy who is disabled, I'm not sure 
what, he had cerebral palsy because he was a soccer player, a Paralympic 
soccer player, and he came and sat across from me and started talking to 
me. And it was sort of like a weird moment like, I don't know if you ever 
have them, where things happen for a reason or you just have those 
moments in your life which are profound. And this was one of those 
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(moments), and here I was going to see an Olympian, but who should I 
meet first but a Paralympian. 

The reason that this meeting was profound for Ben was that he interpreted it to 

mean that he was on the right path through life. The experience seemed to be quite 

spiritual for Ben. Although Ben described himself as agnostic, he believed there 

was something or someone who was looking out for him. 

About two months after meeting the Paralympic soccer player, a new 

manager was appointed to the gym where Ben trained. The new manager was a 

Paralympic gold medallist in swimming. Meeting this Paralympian was to be 

another profound moment for Ben, and further evidence that he was experiencing 

something spiritual. Ben and the Paralympian, however, did not speak with each 

other for a while. Ben felt too embarrassed to approach one of his idols, and also 

projected his feelings onto the Paralympian. Ben would sometimes see the 

Paralympian watching him swim, but nothing was said until the Paralympian 

approached Ben. 

B: One day I was finishing swimming and he walked out and he said, "Do 
you know who I am?" And I said, "Yes, I do know who you are," and he 
said, "Have you ever considered going competitive?" And I said, "No, 
because I'm too old, because, y'know, they retire at 26, 27." So I said, 
"No, look I'm too old," and he said, "Well look I'm 31 and I'm going to 
compete in my third Paralympics, and I think you've got a bit of talent, 
and I think you should, y'know, give it a go and get in there and start 
competing." And he (then) said, "If you can do the tumble tums, you're 
halfway there". 

Interpreted using Basch's (1988) developmental spiral, the Paralympian entered 

Ben's spiral at the self-esteem, and then behavioural, segments. The conversation, 

in the previous exfract, enhanced Ben's self-esteem. The Paralympian, with whom 
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Ben identified, was telling him that he may be good enough to swim 

competitively, and possibly be a Paralympian himself Ben practiced performing 

tumble tums in the pool and received some assistance from the Paralympian to 

improve his technique. 

Getting a Coach 

Given his age and disability, Ben was unsure whether a swimming coach 

would include him in a squad. At this stage of Ben's life, however, he seemed to 

have more self-esteem than he did when he was contemplating going to the gym, 

so it did not take him long to approach a coach. In the summer, a new swim club 

was started in the town where Ben lived. Ben approached the coach and was 

invited to join the squad. This inclusion, however, presented a further issue for 

Ben. He knew that the other swimmers in the squad were children, and he was 

uncertain as to how they would react to him being in the squad. Given that he had 

difficulties making fiiends with children when he was a child, Ben was unsure 

whether the children would accept him. Ben's concems, however, were not 

realised. The children in the squad were enthusiastically supportive of his 

inclusion. Initially, Ben did not want to swim competitively. His purpose in being 

coached was to improve his technique. Exactly six months after joining the squad, 

however, he went to Sydney to get his disability classified so that he could swim 

competitively. 

Confronting the Past 

The trip to Sydney gave Ben an opportunity to see the Olympic Village 

and Olympic Park. More important, however, was that he got to be a spectator at 

the Australian National Athletic titles. It was at this competition where Ben first 
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saw live events that included athletes with disabilities. He saw wheelchair athletes 

and the Ausfralian cerebral palsy relay team. 

B: (Seeing these athletes) was another profound moment, because it was the 
first time I've seen disabled athletes competing in sport. 

C: So what was that like? 

B: I broke down emotionally [pause]. It was amazing, I just thought, well, a 
mixture of anger and, y'know, retief, but, y'know, it had been a huge year. 
All these things had been happening within 12 months, and I just thought, 
"Well, I've just got to keep going." 

C: Tell me what you were angry about? 

B: The thing that I was angry about was I was sort of angry at a lot of people, 
but also myself Y'know, I had put a lot of a barriers up for me. Saying 
that, "Oh no, I can't do that, because I'm disabled," y'know, "Why was I 
not told about the Paralympics earlier?" I didn't find out until '92. And, 
y'know, if I'd known about this at school, it would've solved a lot of 
problems. I probably would've got through it a lot better, y'know, but that 
was the 70s. 

This dialogue encapsulates many of the themes that I have previously discussed 

(e.g., others' prejudices, intemalised disabilism, identification with sports people, 

spiritual guidance). Significant in this dialogue was that Ben's anger was not 

solely directed at himself, as it had been during his descriptions of other parts of 

his life. Although admitting that he had restricted his own growth, he also 

acknowledged that the behaviours of others had delayed his development. 

Ben thought that if he had known about the Paralympics when he was at 

school then his situation would have been better. He did not think that the issues 

that he was having at school would have changed. Rather, participation in sport 

would have allowed him an outlet for his finistrations with school life. It would 
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have also given Ben an opportunity to demonsfrate competence, during childhood 

and adolescence, when he spent a lot of his time feeling inferior. 

Increasing Competence 

From the age of 23, Ben experienced strong development in many facets 

of his tife. Not only was Ben demonstrating competence in the gym and pool, he 

also took opportunities to extend his hours of work, and leam other operational 

aspects of the bowling club. Ben leamed to perform a range of tasks, including bar 

work, cellar duties, handling promotional material, and mnning the gaming 

machines. Ben also took on managerial roles, including cash handling, managing 

staff, and opening and closing the club. Ben relished the authority that he had in 

his managerial positions at the club. The managerial roles that Ben undertook 

helped him to develop greater competence in the work environment. Ben's self-

esteem was enhanced through being able to demonstrate competence, and through 

the comptiments he received from patrons. He was loved by the elderly ladies, for 

whom he would call the bingo numbers, and the men congratulated him on how 

good the beer tasted, of which Ben was proud because he cleaned the beer tines. 

Earning his own money meant that he had the resources to leave home and 

live independently of his parents. He now could fulfil his wish to be independent 

that he had had since leaving school. At this stage of his life, Ben had everything 

he wanted. He had a place of his own, a job, and a fliU life with his gym training 

and swimming. Two years later, however, the relationships between staff and 

management at the bowling club started to become strained, and the union was 

brought in to support staff claims of being underpaid. Although the staff were 

successful in gairung the money they were owed, management reacted by 
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changing the hours that staff worked. Ben's hours were halved, and new staff 

were hired to perform roles that were superior to his, and which he had previously 

fiilfiUed. 

The First Competition 

Another of Ben's profound moments occurred at his first swimming 

competition in March, 2000. The competition was held at the new Olympic pool 

in Sydney, which was significant for Ben, because he knew that the Ausfralian 

Olympic and Paralympic teams would be racing in the pool later that year. For 

Ben, being at the Olympic pool and seeing his name on the main scoreboard was a 

huge moment. 

Ben may have been overawed by the significance of the occasion, because 

he was disqualified from his first race. On two occasions, during the 400 metre 

freestyle race, he did not touch the wall when he was performing the tumble tums. 

During the race, Ben realised that he had made those errors, but kept swimming to 

prepare for his next races. Ben sorted out his tumbling issue, and went on to win 

his next four races. 

B: And, y'know, where the Olympics were going to be held and the 
Paralympics. My name. I was just so proud that I had done it myself I 
had stuck with it. I had not given up, and I was keeping going, and here I 
was in the Olympic venue, swimming. And then I won my next four races, 
and, y'know, I was so pleased. I mng my parents up sfraight away and 
said, "Look, I've won four races," and, y'know, they were very, very 
proud, and Mum was in tears. She cried over the phone, I said, "Don't do 
that, 'cos I'll start". 

Ben had a close relationship with his mother. She had supported him throughout 

his life, and had fought for his rights when he was a child and an adolescent. Ben 
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said that she did not consider herself to be a strong woman, as illusfrated, for 

example, by her asking him on several occasions throughout his aduU tife whether 

there was something more that she could have done for him. Each time, he replied 

that there was nothing more she could have done, and that the best thing she did 

for him was to treat him as a normal child. From Ben's early life (see Isolation 

from Family and Prejudiced Diagnosis) his mother did not receive support from 

family members, medical practitioners, and schoolteachers, from which other 

mothers may typically benefit. It seemed to me that Ben's mother had done the 

best job she knew how, and that Ben appreciated all that she did for him 

Apart from the competence that Ben demonstrated through swimming, he 

benefited from the social support he received at the swimming competition. Ben 

felt at ease being around other people with disabilities, which was reminiscent of 

how he felt when he participated, as a child, in a horse-riding programme for 

people with disabilities. Being known and supported by a large group of people 

also reflected his experiences during the best days of his school life. 

B: (On the) first day (of) my first competition, the thing I'll never forget was 
that this young girl came up to me. She was blind. She was a blind 
athlete. She gave me a hug and said, "It's great to see you here and we 
hope to see you later on at other competitions." So, I was finally amongst 
other people like me, and it was a huge moment and, y'know, I had all 
these people coming up to me on the first day and they didn't know me. 
They said, "Oh look, it's great to see you here. We hope to see you at 
many, many more, and we hope to see you at state titles." And, y'know, it 
was great. So, now I haven't missed a swimming competition, and I'm 
always there. I'm knovm by everyone, and so it's great camaraderie. 
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First Trophy 

Ben received his first trophy at the armual awards evening, which his 

swunming club held. This moment was significant for Ben. He had recently won 

four competitive races, but, up to this point in his life, he had never won a trophy 

for his involvement in physical activity. Ben received a small frophy from his 

coach, which was for the swimmer who had put in the most effort for the year. 

Winning this trophy caused Ben to reflect on how, at his first school, the teacher 

had handed out awards for those students who had swum specific distances (e.g,, 

50m, 100m, 200m). Ben did not receive a certificate, because he could not swim. 

Telling the story to me, I could sense that Ben was particularly proud of this 

achievement. This trophy represented public recognition that he had displayed 

competence in a physical setting, and had done something of which other people 

did not think he was capable. 

End of First Job 

At 27 years of age, Ben had become fi-usfrated with his job. He was not 

getting opporturuties to perform other roles, which was restricting his 

development. Finally, he quit his job. 

B: I didn't want to leave, but it got to the stage where I would just come 
home (and) I'd be emotional. I'd be ringing up my parents and just ranting 
and raving. I'd be so frusfrated, and, in the end, I just woke up one day and 
said, "I've had enough. I can't deal with this anymore. I don't care. I'll 
live in the gutter if need be, but I can't work here anymore." And they got 
their way in the end. I did leave, I walked out, and it just felt like a great 
retief off my shoulders. 
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Going to the Games 

The day after Ben quit his job, he received a letter from the Sydney 

Olympic Games Organising Committee (SOGOC), which invited him to work in 

the Athlete's Village at the Sydney 2000 Olympics. This invitation was a dream 

come tme for Ben, for it provided him with the opportunity to be around the 

athletes with whom he identified so deeply. The chance to go the Games was a 

long time coming. Back in 1993, when it was announced that Sydney had won the 

bid to host the 2000 Olympic Games, Ben was determined to be at the Olympics 

and Paralympics, but he did not know how. Ben regarded receiving this invitation 

as another profound moment. 

B: (When I received the letter) I was actually on my way to the gym to do 
some exercise and once again, as you've heard earlier on in the piece 
where things happen for a reason, you just think someone's looking over 
you. I actually just stopped, sat on the ground and cried, because my dream 
was about to come tme. As, y'know, as you've heard, I'm fanatical about 
my sport. 

The emotion that Ben expressed in this extract is fiirther evidence of his 

identification with sports people, Ben was overwhelmed with the thought of being 

close to these people. The passage I have italicised seemed to have spiritual 

overtones, which were reminiscent of his meetings with Paralympians when he 

was 23 years old. 

Going to Sydney for the Games, however, was a decisive stage in Ben's 

life for another reason. He had decided to continue to live in Sydney following the 

Games, To Ben, this move represented the biggest risk he had taken in his life. 
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Ben had 10 weeks of work guaranteed, during the Games, and was determined to 

find a job after the Games had concluded, 

Ben was extremely proud of his involvement in the Games, His 

description of his journey to the Games seemed to resonate with an account that 

an Olympic or Paralympic athlete might give. This description appeared to reflect 

his inferiority feelings, which were sfronger in his younger years, and his deep 

identification with sports people. 

B: No one ever thought I would achieve anything, and you're now at the 
Olympic Games. 

C: What was that like? 

B: I had achieved [pause]. Oh, it was just profound. It sort of hit me right then 
and there, that, my God, you 've done more than most people, able-bodied 
or disabled. You've now been put in this position that, what I called, "The 
Journey [pause]," This has sort of come, well, not to the end of the 
joumey, but this was sort of a big moment. From leaming to swim, from 
(my first town), from all the way through, and everyone that had said, 
"You would never achieve or do anything or be employed, you'll never 
get a job, you'll never, you'll never do anything" [pause]. Here I was at 
the Olympic Games meeting the American Olympic Team [pause]. And I 
was once again crying, I had tears coming down my eyes. I just thought 
like, y'know, this is huge. You've got to keep going for Athens. I haven't 
got there, and I never will, but it was huge, y'know. It was sort of like 
someone was guiding me throughout those, that last, well, my entire tife I 
guess, and I still think that today, that I'm still, y'know, sort of, I'm being 
guided by something [pause] to keep going.. . , Some people say, "You 
should be an ambassador or help out people with disabilities," and I say, 
"Well, no, I'm just getting on with my tife," And I don't think it's huge to 
me, but to other people, standing outside sort of saying, y'know, "You've 
done a lot," and I just sort of say, "Well, no, I'm just living my tife". It's, 
you know, not special, y'know, I don't consider myself to have achieved 
anymore than anyone else, but, y'know, I had achieved my dream. 

My purpose in quoting Ben at length is to point out an example of the later 

censorship of his thoughts, Ben's initial reflections on his involvement in the 
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Games were that it was huge for him and that he had achieved more than most 

people. Soon after, he had moderated his words to indicate that it was not a huge 

moment in his life, and that he had not achieved more than anyone else. Such 

censorship could have reflected a need to portray a socially desirable impression. 

The first two sets of italicised words may have also represented feelings of 

inferiority and narcissistic compensation, which would have originated from 

times, in his earlier life, when he did not feel accepted by others. From the second 

two sets of italicised words, however, Ben's development throughout the latter 

years of his life was evident. The reality for Ben probably lay between these 

words. Being at the Olympics was huge in his life, but was neither better, nor 

worse, than what others had achieved. 

The significance of the Games for Ben can be seen from his description of 

one of his first days at the Olympic Village, Ben's job was to work in the main 

dining hall, checking the mbbish bins. At one point in the day, Ben had the head 

of the SOCOG sitting behind him, and the American team walked into the hall. 

These were some of the athletes with whom Ben so heavily identified. At this 

moment, Ben reflected on how far he had come, from the first town in which he 

had tived. This moment was emotional for Ben, because he felt he had achieved. 

Two weeks after the Olympics had concluded, Ben was back at the 

Olympic Village for the Paralympics. He became angry, however, when he was 

told that he only had five shifts during these Games. Ben's name, however, was 

put on a list of workers that could cover shifts if other people could not work, and 

he ended up working the entirety of the Games. His anger, at originally being 

given a small number of shifts, manifested because he was being prevented from 
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attending the Games with the sports people with whom he identified. Ben felt that 

these were his Games, and he was determined to be a part of them. 

B: I personally saw them as my games, y 'know,. . . but it was a huge 
experience, and I often said that, y'know, "I'm going to experience a 
Paralympics before hopefiiUy competing in one," which probably won't 
happen now, or I didn 't make happen. But, y'know, it sort of encouraged 
me to keep going with my sport. Seeing those athletes and seeing how 
they've achieved their dream really pushed me onto maybe, y'know, 
trying to achieve some of my (goals) in sport and also in life. I mean, they 
don't just inspire me in sport, but also in life as well. Just to see the 
confidence that they had. 

In addition to Ben taking personal ownership of the games, in the first sentence of 

the extract, Ben's severe super-ego (italicised) and identification with sports 

people comes through again. His super-ego seems to be punishing him for not 

being a fast enough swimmer to compete in the Paralympics, Although Ben had 

swum times that placed him within the top 50 in the world, he did not feel these 

times were good enough, because they could not cam him a position in the 

Paralympic team, Ben said that only swimmers ranked within the top 16 in the 

world were eligible for selection, 

Ben benefited from his identification with Paralympic athletes with regard 

to the support the Paralympics received from the Australian public. Many people, 

who did not go to a large number of Olympic events because of the cost of tickets, 

went to the Paralympics to watch sport at the elite level. The support and 

acceptance of Paralympic sport by the Australian public seemed to franslate as 

approval of Ben and his swimming, Ben, vicariously through the Paralympians, 

received some of the acceptance from people outside of his family that he had 

been looking for as a child and adolescent. 
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Going for Gold: Getting a Job in Sydney 

With the Olympics and Paralympics now past, Ben set about finding a new 

job. He wanted all that he had before moving to Sydney. That is, to live 

independently and to work. Ben initially applied for bar work, but was not 

successfiil at gaining employment. He was able to draw a Government disability 

pension, which allowed him to live independently, but he wanted to be employed. 

Unlike where he had previously lived, Ben had access to an employment agency 

that specialised in finding jobs for people with disabilities. Ben was unemployed 

for about a year when the agency found him a job doing a variety of 

adminisfrative work within a large organisation. His days were now occupied with 

full time work and training, either in the gym or pool. 

Using Basch's (1988) terms, Ben was once again experiencing grow1;h 

through displaying competence. Through gaining employment, he continued to 

perceive himself as a person with ability, rather than a person with a disability. 

This change in thinking had first occurred at the age of 23, and was further 

sfrengthened through demonsfrating competence in the new job. When I met Ben, 

his manager was also encouraging him to take up part-time university to increase 

his skills and to gain the knowledge to perform a greater number of roles in the 

future. 

B: A lot of people are looking out for me. Just sort of (to) give me good 
career prospects within this (organisation) and I've got to take those 
opportunities. They are fantastic opportunities to finally [word 
emphasised] get a career, not just a job, but a career going, and that's also 
just as important to me as my sport. I want to, sort of, use the application 
and the drive and the success that I have achieved through my sport to also 
do it academically and in a career, because I think I've got a lot to offer 
career-wise as well. That's why, when I found out about your research, I 
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was very interested, because it's a sort of area that I too [word 
emphasised] am interested in, and I'm also very interested and basically 
fighting for the rights of people with disabilities. 

This exfract encapsulates a number of themes. First, Ben spoke about himself 

using terms (e.g., application, drive, success) that he had previously reserved for 

sports people. This change represents a manifestation of Ben's development since 

his early 20s. Ben, as I saw him, had greater self-esteem and seemed more at ease 

with himself than how he described himself throughout his childhood and 

adolescence. Second, at least part of Ben's motivation to participate in this 

research could be seen. That is, he was passionate about the value of physical 

activity in the lives of people with cerebral palsy. Third, his interest in the politics 

of disability came through. During the interview, Ben's dissatisfaction with some 

elements of Govemment policy, with reference to people with disabilities, was 

exposed, Ben had sfrong views on the unfairness he perceived there to be in some 

poticies, such as employment and funding of Paralympic athletes. 

The politics of disability is an issue that warrants further investigation, 

Ben's interest in advocating disability issues seems to have its origins in helping 

himself through assisting others. Through his involvement in swimming, Ben met 

many children and young people with disabilities. Ben did not want to see these 

people exposed to the same injustices that he had experienced while growing up. 

By advocating for others, especially young people, Ben appeared to be helping 

himself to mend his own past. Ben acted on his views through becoming involved 

on the clients' committee of the employment agency that found him the 

adminisfration job. In the next extract, Ben spoke about becoming the chairman of 

the ctients' committee and about his reasons for advocacy. 
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B: Because I was the one with probably the best job that they've got 
throughout their clients, they wanted me to be in that position (as 
chairman). So, people are sort of not pushing, but sort of coercing me into 
areas where, y'know, that they want to see me in, sort of helping people 
with their disabilities. And, yeah, and I would love to do that, because I 
see a lot of injustices and I'm very passionate about sport for people with 
disabilities. I want to see them achieve their dreams. I want to see them 
have equal rights with, y'know, Paralympians with Olympians. 

Ben perceived that there was a potential role for him in advocating for people with 

disabilities, but he wished to obtain a university degree first. 

B: (Advocacy's) the kind of area I'd probably like to go into later on in life. I 
sort of see myself heading down that path eventually, and so I think that, 
y'know, getting my uni degree and doing those kind of things will also 
help too, because, as with your research, I'd probably like to go dowTi the 
same way too, eventually. Because I do see a lot of injustices, and I want 
to see them stop. 

In this exfract, another possible motive for Ben's participation in the research was 

revealed. Ben seemed to perceive that my research would help to educate others 

about what it was like to live with a disability. Through his participation in the 

research, Ben was helping with that education. In that I was conducting the 

research, Ben was identifying with me. He wanted to perform a sfrnilar role in 

society to that in which he saw me, although perhaps he did not want to advocate 

through conducting and presenting research. 

Ben also seemed to be preparing himself for the psychosocial stage of 

adulthood (Erikson, 1985), in which attention is tumed to the establishment and 

guidance of the next generation. Through his focus on helping others with 

disabilities, Ben seemed to be skipping the psychosocial stage of young 
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adulthood. Further evidence for Ben's avoidance of intimacy is provided shortly 

(see Sexuality). 

Revisiting the Past 

The year before I met Ben, he went back to the area in which he ffrst lived 

for a swimming competition. He had some unfirushed business with his first 

school, and wished to swim in the area once in his life. Ben wanted to 

demonsfrate his competence to those people who had made him feel inferior. 

Although the people who contributed to his sense of inferiority, as a child, 

probably were not at the competition, swimming in the area was enough for Ben. 

B: So, to finally have, y'know, those (area's) medals is a huge achievement. 
To show, y'know, to basically show everyone in (the area) that, yes, I 
could achieve if you'd given me the opportunity, but you never did. So, 
y'know, here are my gold medals, and here are my silver medals to prove 
that I could do it. So, yeah, so that was quite important. 

While in the area, Ben also went and visited his first school. Being at this school 

again was emotional for Ben. 

B: In September last year, I actually went back to my old primary school. . . 
and there was no one there thank goodness, but I actually stood by that 
pool and screamed. Because I, y'know, I (was) just sort of letting out 
fiiisfration, like, y'know, "You didn't think I had the abitity, and now I've 
done it." 

B: I just stood in the schoolyard and just yelled out, y'know, "I've done it, 
despite what you thought." 

There is a sfrong theme of resentment encapsulated in these quotes. The pool was 

significant as a place where Ben could not display competence when he was a 
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child. He had received little support from the teachers, who were there to guide 

his development. Yet, as a young adufr, Ben demonsfrated his competence at 

swimming in emphatic fashion, by wirming numerous medals at State 

championships. On that day, the pool represented those people who had restricted 

his development and expressed doubt over his potential to achieve. Ben seemed to 

be, indirectly confronting his first teachers. More broadly, his release of 

fiiisfration also seemed to be directed at the doctors and extended family members 

who had negatively appraised Ben's future. 

Swimming: Working Out Its Role 

The role of swimming in Ben's life was multifaceted. In one respect, 

swimming, as I have presented, was an aspect of life where Ben could show 

competence, enhance his self-esteem, and deal with his fhistrations. A further 

aspect, which I have not mentioned, was the functional benefits that Ben received 

from being involved in physical activity. 

Ben perceived exercise as a way in which he could prevent early 

functional deterioration, which is common in many people with cerebral palsy. 

Through training, he could delay the time when he would need waUdng aids, or a 

wheelchair, for mobility. Through exercise, Ben was able to maintain greater 

competence, in terms of his mobility. 

B: My exercises are exfremely important. It's probably tumed into one of the 
most important aspects of my life, because I see it as prolonging (the onset 
of) a lot of pain later on, and basically not only just to achieve some 
personal goals in my swimming, but, y'know, if I didn't do it. In fact. 
Mum asked me the question, "What if you hadn't done your exercise, what 
would you be like now?" And I said, "I'd probably be in a very bad state. 
I'd probably be walking with a walking stick, y'know. I don't know, but I 
know I'd be a lot worse off 
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Ben used to get pain in his right arm, which was affected by cerebral palsy. This 

pain would return when he took breaks from swimming, but would ease once he 

resumed his frairung. Although exercising was ultimately effective in reducing the 

pain, Ben had to swim through the pain, irutially, before the pain eased. 

B: When I came back from three weeks of holidays I noticed that my right 
arm, which has (been) affected by (the) cerebral palsy on the right side of 
my body, that it was very, very sore, to the point where I nearly stopped. I 
just thought, y'know, I just couldn't cope with it, and I just thought, "No, I 
will frain every day regardless of the pain just to see what happens," and it 
came good after two and a half weeks, thank goodness, and since then I 
haven't swum in pain at all this year since then, and I think that's due to 
the fact that I do train every day. 

Performing exercise may also have medical benefits for Ben. He has a rare genetic 

blood condition, for which other family members take medication. Ben, however, 

did not need to take medication for this condition. He attributed exercise as the 

reason why he could cope with the condition without medication. 

In another respect, Ben's swimming became a new outlet for the work of 

his super-ego. Although Ben used sport to help himself psychologically, the 

underlying motivation to be one of the sports people with whom he identified 

remained sfrong. 

B: What I set out to do was to basically improve my self-esteem, my 
confidence, and to just, y'know, basically build myself into a better 
person. That has always been the aim and the goal, and whatever I 
achieve along the way is great, but my main focus is to always, and still 
everyday when I train, is to basically just keep going never give up, 
because giving up is failure. If I miss a training session I get very angry 
with myself, because I'm letting myself down. If I use a stupid excuse tike 
I'm tired or I'm sore [pause]. So it's basically also a mental battle to just 
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keep pushing, keep fighting yourself, and other people, and just keep 
going, and I'll do that every day until, I don't know, until I drop dead. I'll 
keep going and I actually, this year, I made a commitment that okay I'm 
not good enough to go to the Paralympics, but I really haven't put ui what 
was needed to go. I haven't really put in a lot of effort. I mean, a lot of 
other people think, y'know, think that I have, and they ask, "Well, what's 
your fraining schedule?" And I tell them, and they go, "Geese, we couldn't 
do that." 

C: What was lacking in your preparation? 

B: I wasn't putting enough effort in. I wasn't swimming hard enough. I 
wasn't putting enough effort into my frairung. I'd often miss sessions just 
because I was tired or, oh, y'know, "I won't swim today 'cos, y'know, 
I've got to catch the train and that's, like, an hour." So, y'know, I will miss 
a session. What's one or two here or there, and I thought, "Well, y'know, 
you're letting yourself down." So this year, my New Year's resolution was 
(that) we're going to train every day, or 6 days a week, just to see where I 
am by the end of the year. 

From this exfract, swimming seems to have become a metaphor for Ben's life 

post-23-years-of age. That is, to give up on swimming would be giving up on life 

itself Ben thought that if he missed an exercise session he would be letting 

himself down. Any lack of effort in swimming would mean a possible retum to 

how he was pre-23. Ben's severe super-ego is, once again, present in this exfract. 

The extent to which Ben drove himself to swim suggests that Paralympic 

participation, rather than gaining self-esteem, was the underlying motive for 

involvement. The intensity with which Ben seemed to be training supports this 

interpretation. Although Ben was getting sore and tired from his frairung, he 

wanted to frain harder. Ben's reference to the importance of getting faster times in 

the pool also supports the interpretation that he was still aiming for Paralympic 

representation. 
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Sexuality 

Although relationships with females were important at different stages of 

Ben's tife, he had not had a romantically intimate relationship. The lack of such a 

relationship did not seem to concem Ben, who was more consumed with his 

sporting endeavours. A significant reason for the lack of a romantically intimate 

relationship was his avoidance of intimacy for fear of getting hurt. This fear had 

been present in previous attempts at engaging with others (e.g., joining the gym), 

Ben was aware of how this fear prevented him from becoming close to others. 

B: Actually, I've really never looked for a partner, I've sort of been obsessed 
with me rather than looking out for anyone else, I've always been very me, 
me, me orientated, I'm sort of, I am very selfish in that respect. Because 
people didn't like me as a child, I sort of think that, "Okay, I'm the only 
one who can look after myself" I don't let people get close to me if I can 
help it, which is sad but it's just the way I am. That I'm sort of on this 
mission in life to basically improve me before I could go out and find 
someone, but hopefully it will happen one day. 

B: I'm quite prepared to forego a relationship to achieve that goal (of making 
the next Paralympics), I've always been a loner, I always enjoy my own 
company more so than, y'know, having a partner, I am very selfish. I do 
think of me, me, and me. I always have done because of those barriers that 
I set up, y'know. "I've got to look out for me 'cos everyone else is 
probably going to hurt me, " is sort of the thinking that I had pre-23. So, 
it's been a battle to try and let people into my life, but it's changing 
slowly. 

These quotes represent examples of Ben's difficulties in addressing the nuclear 

conflict of the young adulthood psychosocial stage: intimacy versus isolation 

(Erikson, 1985). Ben's thoughts about intimacy pre-23 (itaticised) seemed to be 

still in his present functioning. Erikson warned that the avoidance of intimate 

relationships could result in isolation and self-absorption. In Ben's stories, there 
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was evidence for both of these outcomes. In essence, Ben's mother was the only 

person who had a long-term intimate relationship with him. She appeared to be 

the first, and sometimes only, person Ben would call on to share his joys and 

sorrows (e,g., wirming events at his first swimming competition). Although Ben 

mentioned names of friends at times, there seemed to be no longevity and 

regularity in communication with these people. Ben's self-absorption is clearly 

reflected in the preceding quotes and in the scheduling of his time. Swimming and 

work were cenfral parts of his life. As I signalled earlier (see Going for Gold: 

Getting a Job in Sydney), Ben seemed to be preparing himself for the adult stage 

of psychosocial development, rather that attempting to master the conflict of 

young adulthood. 

Ben: Where He Was At 

Through hearing Ben's stories, I could tell that he had come a long way, 

from a person feeling inferior in the world, including an attempted suicide, to a 

person who was competent in a number of different areas of life, and who was a 

valued member of several communities. Sport and exercise provided a means by 

which he could demonstrate competence, gain self-esteem, and improve the image 

he had of his body. Through his identification with sports people, and, more 

significantly, sports people with disabilities, he was able to increase his 

acceptance of himself Ben seemed to come to accept that people with disabitities 

need not be regarded as inferior to those with able bodies. After feeling inferior to 

those people with able bodies, throughout his childhood and adolescence, Ben 

began to feel comfortable with who he was. 
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B: I wanted to feel good, and this (gym work), I was doing it for me, so that 1 
could have confidence finally in myself, and be able to say one day that, 
"(Ben), you like your body, you're happy with who you are, and what you 
are," and I can finally say, "I'm proud to say I am disabled." If I hadn't 
taken this path, I would never have met some of the most amazing people I 
have met, who have inspired me to go on and do other things. And I think 
having a disability, this might sound bizarre, but it actually does force you 
to maybe do things that maybe an able bodied person wouldn't even 
consider, because you are trying, well, I know I wanted to try and prove to 
myself that I could do it. So I would go out and do all these different 
things, whereas an able bodied person probably wouldn't, because they'd 
probably feel good within themselves. 

fri this exfract, I don't believe that Ben was trying to be dismissive of the issues 

that people with able bodies face. Rather, he was suggesting that the presence of a 

disabitity might result in greater feelings of inferiority, and might require larger 

amounts of compensation, to cope with the disability. Throughout his life, 

especiaUy much of his childhood and adolescence, Ben had significant feelings of 

inferiority, for which he tried to compensate. This compensation manifested itself 

most sfrongly in participation and achievement in exercise and sport. 

B: I'm very hard on myself I set very high standards. I expect PBs (personal 
bests) in all my races, personal best times, and when I don't get them it's a 
bad day. Even (when) I get four PBs and miss out on the last one, even 
though I win all my races, which my parents can't comprehend. No one 
can comprehend, y'know. I'll ring up and, "Oh, how did you do at state 
titles?" "Oh I won. I won all my races, I won all gold medals, but I'm not 
happy" [laughs]. 'Cos I want to be the best. I want to do better, y'know. I 
know I can do better. I know I can push myself harder. I know I can. I 
know my capabilities. I want to push them and I just want to go further 
and faster and harder, and I know I can and, y'know, that's great. I mean, 
what more do you want in life but to be the best and to finally be 
considered the best? Y'know, it's great. I've won 15 state tifles in New 
South Wales, which is fantastic. Unfortunately, all my competition is in 
Queensland, and they're a lot better than I. 
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Even though Ben said that the main goal of his sport and exercise was to 

prevent functional decline, the need to compensate for his disability and to 

achieve in sport seemed powerful underlying motives. As is evident in the 

previous extract, Ben was concemed with decreasing his times, with the hope of 

making the next Australian Paralympic team to Beijing in 2008. Although Ben 

had achieved in sport at an elite level, he wanted to achieve more. 

Ben and Me 

In many ways, Ben was my ideal person with cerebral palsy. That is, he 

did not seem to have cerebral palsy at all Sitting, doing the interview with Ben, 

he showed no obvious manifestations of his disability. Ben's "lack of cerebral 

palsy" made this life history intriguing for me. I found it natural throughout these 

tife histories, especially when participants had similarly functional capabitities to 

myself, to compare their lives to mine. Listening to Ben's story, I felt deep 

sadness for him and some of the challenges that he had had to face during his life. 

The person I saw before me was, physically, far less affected than myself Yet, 

Ben seemed to have travelled a much tougher road than I had. In making this 

judgement, I have been conscious of not trying to view my own life with rose-

tinted glasses. I, too, have had to face challenges, almost every day, which are 

due, in part, to my cerebral palsy. Since interviewing Ben, I have thought about 

how our life experiences could be so different, and, which is more, inconsistent 

with the severity of our conditions. The only (tentative) conclusion I have reached 

is that I was luckier than Ben, in terms of meeting people throughout my life who 

saw my potential before my cerebral palsy. 
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Summary and Reflections on Ben 

Ben's tife history resonated with Buddhist teachings of the reahn of 

hungry ghosts. In these teachings, hungry ghosts are described as having 

insatiable hunger (Epstein, 1995). Attempts to satisfy this hunger result in more 

pain and suffering, and more intense cravings and hunger. In psychodynamic 

terms, hungry ghosts may find their parallel in Adler's (1933/1979a) writings on 

inferiority. Like hungry ghosts, some people feel deep senses of inferiority, for 

which they may attempt to compensate. No matter how much they try to 

compensate for their perceived inferiorities, however, their feelings of 

incompleteness remain, and often deepen because of their latest unsuccessful 

attempts to eliminate these feelings. Throughout much of Ben's early life, his 

classmates, extended family, teachers, medical practitioners, and probably others 

freated him in an uncompassionate manner, which seemed to deepen his sense of 

inferiority. Ben wished to be normal like his classmates, and, in essence, 

developed into a hungry ghost. His hunger came from his feelings of inferiority, 

and he was searching for nourishment in the form of acceptance from others and 

achievement. 

Ben sharply distinguished between two periods of his life, pre- and post-

23. He viewed his stmggles during the pre-23 period in a harsh light, and 

considered the froubles that he had were of his own making. There were many 

factors that seemed to impede Ben's development, over which he had little or no 

confrol. Throughout childhood and much of adolescence, physical activity, 

swimming in particular, was punishing. In some ways, Ben seemed to have 

severed his past, and he preferred to focus on his successes post-23. 
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Although Ben's division of his life into two phases was perhaps less 

delineated than he perceived, his watching of the Atlanta Olympics and 

Paralympics, at 23, seemed to have been the catalyst that promoted the changes in 

his behaviour. In elite sportspeople, Ben saw achievement and social 

connectedness persorufied, and strongly identified with the athletes on television. 

Ben seemed to perceive that through becoming one of them, he too would be seen 

as someone who was competent and well liked by others. 

Ben's involvement in physical activity began with performing exercises in 

the gym, and then expanded to include swimming, which was the sport that 

seemed to be the source of some of his childhood trauma. Ben appeared to go 

back to a time when he was hurt to try to heal his past. Like the hungry ghost, Ben 

seemed to have a fantasised wish of being completely free from the pain of his 

past. In psychodynamic terms, Ben seemed to have been fixated with childhood 

traumas (e.g., attempting to swim, social isolation from classmates). Ben seemed 

to be still trying to address the nuclear conflict of industry versus inferiority in the 

latency stage (Erikson, 1985) of psychosocial development. Through his 

swimming, Ben was able to show industry. 

With physical activity, Ben achieved what he initially set out to do. He 

was physically fitter, more socially connected, and less stressed. As with the 

hungry ghost, however, these achievements did not compensate for his sense of 

inferiority. To compensate further, Ben progressively set more difficult goals for 

himself In Ben's tife post-23, there was a distinctive pattem of setting goals, 

achievement, elation with his display of competence, recognition of the ever-

present feelings of inferiority, and setting more demanding goals. This pattem was 
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most evident in his physical activity participation. When I met Ben, participation 

in the Beijing Paralympics was his next major goal. Following his long-standing 

pattem, however, it is doubtful that even performing at intemational level would 

allay his inferiority feelings. 

Ben's feelings of inferiority also surfaced in his relationships with others. 

Although he had many fiiendships, Ben did not seem to allow others to get too 

close to him. The longest and most intimate relationship of Ben's life was with his 

mother. Ben's mother had supported Ben his whole life, when many others did 

not want to socialise with him. As a young adult, Ben continued to seek intimacy 

from his mother, and did not endeavour to try to forge close relationships with 

other people. Ben seemed to be focusing on himself, rather than facing the 

challenges of the young adulthood stage of psychosocial development (Erikson, 

1985). He was also preparing himself for the next stage, adulthood, where he 

could help children with disabilities to achieve their dreams and to reduce the 

negative experiences that are sometimes associated with growing up with 

disabilities. 

After reflecting on Ben's life, I felt slighfly ambivalent about the role of 

physical activity. Being involved in physical activity seemed to have resulted in 

many positive changes, such as delayed onset of functional decline, improved 

ways of handling sfress, greater fitness, improved body image, increased 

competence and self-esteem with exercise and sport, and more social connections. 

The extent of Ben's physical activity participation, however, meant that he could 

more easily avoid trying to form intimate relationships, because he perceived 

himself as too busy with swimming. The increasingly ambitious goals that he set 



263 

for himself, however, may ultimately prove to be too challenging for him. 

Although physical activity was of great benefit to Ben's life, it did not represent 

the panacea that he may have thought it was. 

My own perceptions of Ben changed while I was working with the stories 

he provided. Although I still wish that I had the functional abilities that Ben had, I 

do not envy the road he has travelled or how his life experiences had affected his 

psychosocial development. I have grown to see how Ben's adverse social 

experiences seemed to have manifested themselves as an insatiable appetite for 

social approval and an aversion to becoming close to others, for fear of getting 

hurt. Whereas I began this tife history envious of Ben's functional ability, I 

conclude it with feelings of sympathy for him and how his life could have been 

quite different if he had received greater support from people outside of the 

nucleus of his family throughout his childhood and adolescence. 

Summary of Life Histories 

Amy and Ben were sharply contrasted in terms of functional ability. Amy 

had severe functional impairment, whereas Ben's impairment was mild. Even so, 

there were many common issues that emerged in the life history data, 

A prominent theme was the use of physical activity to become, or remain, 

socially connected. For Amy, being involved with physical activity allowed her to 

preserve her physical function, which meant that she had a greater opportunity to 

stay living with her family. For Ben, through physical activity he hoped to be 

accepted by the wider community. 

Amy and Ben had dissimilar childhood experiences with physical activity. 

Although both participants had punishing experiences with physical activity. Amy 
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positively reflected on her involvement in some settings (e,g,, at home, during 

physiotherapy). This finding suggests that it is possible to get people with cerebral 

palsy into physical activity when they are adults, despite these people having 

negative experiences earlier in life. 

For both Amy and Ben, physical activity became an area where they could 

display competence. Although attempting to develop confrol over their bodies and 

over objects in the extemal world was sometimes a fmstrating and pimishing 

experience. Amy and Ben found physical activities in which they could excel. 

These experiences benefited them through the development of self-esteem 

through their reflections on what they had achieved. Conversely, stalling or 

retarding of development can occur when the physical activity is too demanding. 

Common to both Amy and Ben was the use of physical activity to delay 

further loss of physical function. By performing physical activity. Amy and Ben 

seemed to have substantially slowed this rate of decline. Amy perceived that the 

preservation of her physical function was a critical factor that increased her 

chances at remaining living at home, whereas for Ben, maintaining his level of 

function meant that the potential onset of pain was delayed. Through the retention 

or improvement of their degrees of physical function, they were able to continue 

performing their activities of daily living, and, therefore, sustain their levels of 

independence. 

These two life histories illustrate some of the difficulties that people with 

cerebral palsy face when trying to negotiate the social worid. One of the eartiest 

issues identified in the life histories related to Amy and Ben's entiies into school 

life. At this stage in life, Amy and Ben stmggled to cope in an environment that 
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required the prior mastery of the organ modes and ambulation (i.e., latency stage; 

Erikson, 1985). Their lack of competency to perform physical activities meant 

that they had difficulty with many tasks at school and that their relationships with 

classmates were impaired. This adverse situation contributed to feelings of 

inferiority. Whereas Amy's sense of inferiority may have diminished when she 

changed to a school for people with disabilities, Ben's inferiority feelings seemed 

to have been continually reinforced, and resulted in him achieving progressively 

more challenging goals in the attempt to fill his void of inferiority feelings. 

During late adolescence, people typically prepare themselves for entry into 

the workforce or fiirther education, which means examinations and job or tertiary 

education applications. The repeated rejection of Ben's job apptications reinforced 

his sense of inferiority, and contributing to his feelings of being unable to cope 

with the stress in his life. Ben felt the situation in which he found himself was 

hopeless, and he attempted suicide. 

During the young adult stage (Erikson, 1985), Amy and Ben's 

psychosocial development was inhibited. At a time when the focus is on the 

formation of intimate relationships with others, manifestations of their cerebral 

palsy impafred their development. For Amy, the severity of her cerebral palsy 

meant that she was restricted, by her dependence on others, in her attempts to 

form intimate relationships. Amy coped with her disappointments through fantasy 

and through finding altemative ways to become socially connected. For Ben, 

however, the fear of others hurting him, as they had in the past, had led him into 

isolation, self-absorption, and preparation for the following stage of psychosocial 

development. 
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til summary, both Amy and Ben spoke of the meaning and experiences of 

physical activity in their lives in predominantly positive terms. Both had 

punishing experiences with physical activity in their childhoods, but had 

nevertheless engaged in these activities as adults. Ben's life history is perhaps the 

more surprising in this respect, because of his childhood traumas with physical 

activity, in particular swimming. As adults. Amy and Ben engaged in physical 

activity to achieve primarily social goals. These life histories have shown that, 

despite negative experiences with physical activity as children, people with 

cerebral palsy can begin, and benefit from, such activity as adults. The present 

stiidy, however, considered Amy and Ben's experiences of begirming, and being 

involved with, physical activity retrospectively. Research is now required to 

investigate the experiences of people with cerebral palsy who had been involved 

in minimal physical activity throughout their lives, and then had participated in a 

physical activity intervention. 
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CHAPTER 7 

STUDY 4 - LWE HISTORIES OF ADULTS WITH CEREBRAL PALSY WHO 

HAD MINIMAL HWOLVEMENT IN PHYSICAL ACTIV^ITY AND WHO 

THEN PARTICff ATED IN WEIGHT-TRAINING AND WARM-WATER 

AEROBIC PROGRAMMES 

Introduction 

Many people with cerebral palsy do not participate in sufficient physical 

activity to gain associated heath benefits from such involvement (Heller et al, 

2002; Longmuir & Bar-Or, 2000; Rimmer, 2001; Study 1). Negative experiences 

with physical activity in childhood may discourage people with cerebral palsy 

from engaging in these types of activities as adults (Study 2). Although some 

adults with cerebral palsy may start participating in physical activity despite 

adverse childhood experiences (see Ben's Life History, Study 3), many choose not 

to become involved. These people may, however, become involved in physical 

activity with the encouragement and support of others. Understanding the 

meaiung and experiences of physical activity for people who had minimal 

involvement in physical activity, and then participated in such activities, may be 

helpful in desigrung programmes to get other people with cerebral palsy engaged 

in physical activity. 

Two physical activities in which people with cerebral palsy may be able to 

successfully participate are weight trairung and swimming. Weight fraining may 

be a viable physical activity option for people with milder forms of cerebral palsy. 

Recent stiidies (Allen et al, 2004; BlundeU et al , 2003; Taylor et al, 2004) and a 

review (Dodd et al, 2002) have concluded that people with cerebral palsy can 
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develop sfrength through weight training. This type of training can also increase 

function in people with cerebral palsy (e.g., Blundell et a l , 2003; Damiano & 

Abel, 1998) and can increase adolescents' self-perceptions of their physical 

appearance (Darrah et al , 1999). Aside from the Darrah et al. study, little is 

knovm about the psychological consequences of weight training for people with 

cerebral palsy. 

Swimming may also benefit the health of people with cerebral palsy. For 

people with severe cerebral palsy, swimming may be one of the few physical 

activities they can perform, because these people have limited abilities to move 

some, or all, body parts in a coordinated fashion. Specific advantages of 

exercising in an aquatic environment, for people with cerebral palsy, include the 

buoyancy of water, the high viscosity of water, the rapidity of heat transfer in 

water, and the hydrostatic pressure that provides extensive stimulation of 

exteroceptors and proprioceptors, and increases the pressure on the lungs (Hutzler 

et al, 1997). There is limited information (Peganofff, 1984), however, about the 

psychological outcomes of participation in water-based physical activity for 

people with cerebral palsy. 

In the present study, I explored the life histories of two men with cerebral 

palsy who had done minimal physical activity throughout their lives. Embedded 

within these life histories, I report on their involvement in a weight-fraining 

programme and a warm-water aerobic programme. The inclusion of these two 

types of programmes within the present study allows for the investigation of 

diverse types of exercise, in terms of the exercise mode (aerobic and non-aerobic) 

and takes into account the severity of the participants' cerebral palsy (mild to 
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severe for swimming and mild or moderate severity for weight training), both of 

which may have the potential to enhance the lives of people with cerebral palsy. 

The aim of the study was to understand the meanings and experiences of physical 

activity in general, and of these programmes, in the lives of these men. A 

secondary aim was to investigate the effect of these programmes on their HRQL 

and psychosocial functiorung. 

Method 

Participants 

The participants were two men with cerebral palsy: David, aged 27, and 

Tim, aged 24. Both participants had spastic quadriplegia. David and Tim had 

engaged in minimal physical activity throughout their lives. The participants and 

their recmitment are described within the life histories. 

Design 

The design incorporated Denzin's (1989a, 1989b) recommendations for 

conducting life history research, as was detailed in the Method section of Chapter 

5 for Study 2, Where the design of the present study departs from that of Study 2 

is the inclusion of a case study within each life history. According to Denzin 

(1989a), personal histories, case histories, and case studies can be combined 

within life histories. 

Both the warm-water-aerobic-training and weight-training programmes 

were conducted over 10-week periods. Studies on physical activity and HRQL, 

and meta-analyses on physical activity and psychosocial functioning, have shown 

that aerobic fraining (e.g., Petmzzello et al, 1991; Sutherland et al , 2001) over a 

period longer than 9 weeks (e.g.. Craft & Landers, 1998; North et al , 1990; 
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PetmzzeUo et a l , 1991) has the largest effects on HRQL and psychosocial 

functioning. A non-aerobic exercise protocol (i.e., weight training) was included 

as one of the types of exercise, because the smaU effect sizes found in the meta

analyses may be due to a comparatively low number of studies using non-aerobic 

exercise in the literature on physical activity and psychosocial functioning, and 

previous research on weight-training with people who have cerebral palsy has 

shovm that it may enhance their psychological health (Darrah et al , 1999), 

Interviews about the participants' lives and their involvement in the programmes 

were conducted during weeks 1,5, and 10, The measures of HRQL and 

psychosocial functioning were taken during weeks 1,5, and 9. The final measures 

were taken at week 9, rather than after the programmes had finished (week 10), 

because Petajan et al, (1996) have shown that the removal of socialisation, which 

occurs at the completion of the programme, can have an adverse effect on 

psychological variables. Previous research with people who had another 

neurological condition (i.e,, multiple sclerosis; Sutherland et al , 2001) 

demonsfrated that measures of HRQL and psychosocial functiorung, similar to the 

ones used in the present study, were sensitive to detecting chronic changes in 

these psychological variables, as a result of a 10-week exercise intervention. The 

HRQL and psychosocial fimctioning measures were administered prior to the 

participants exercising, to remove the possibility that any changes in these 

measures were as a result of their involvement in a single exercise session. For the 

participant in the warm-water-aerobic-training programme, I administered the 

measures on a separate day to the programme. The participant in the weight-

fraining programme self-administered the measures on the day of the first exercise 
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sessions of Weeks 1, 5, and 9, and gave them to me prior to the sessions 

begirming. For the weight-training programme, measures of sfrength on three 

exercises (Smith machine bench press, lateral pulldown, 45° leg press) were taken 

at weeks 3 and 10. The first measure of sfrength was taken at Week 3, rather than 

during Week 1, so that the participant had time to become familiar with the 

exercises. Famitiarisation sessions are recommended when changes in sfrength are 

befrig fracked over time, because familiarisation increases the likelihood that any 

changes will be due to physiological adaptations (American College of Sports 

Medicine, 2005), and not to leaming effects. Through participating in the first two 

weeks of the programme, the participant leamed, and had an opportunity to 

practice, each exercise used in the strength test. 

Measures 

Four instmments were used to measure HRQL and psychosocial 

fimctioning: the RAND 36-Item Health Survey 1.0 (Hays et al, 1993), the POMS-

SF (Shacham, 1983), the PSES (Ryckman et al, 1982), and the MSPSS (Zimet et 

al, 1988). These instmments are described in the Method section of Study 1. 

Procedures 

The Victoria University Human Research Ethics Committee gave approval 

for this study to be conducted. The recmitment of participants is described in each 

life history. Informed consent from participants to be involved in the research was 

obtained before the studies began. Interviews were conducted at weeks 1,5, and 

10, using the same method as for Study 2. For the participant in the warm-water 

aerobic fraining programme, medical clearance was not necessary as he was 

afready going to participate in a supervised programme, which would have 
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proceeded if the research had not occurred. During the programme, I observed the 

participant's behaviour, but was not involved in conducting the programme. 

Qualified staff from a disability organisation, who managed a day programme that 

the participant attended, facilitated the programme. For the participant in the 

weight-traiiung programme, medical clearance from the participant's medical 

practitioners was gained before the first training session. As detailed within the 

life history, the programme was conducting with qualified personnel, and 

followed exercise prescription guidelines for people with cerebral palsy 

(Blanchard & Darrah, 1999; Laskin, 2003). That is, the participant trained on two 

days per week, using free weights and weight machines, lifting resistance as 

tolerated. Consistent with Laskin's recommendations, the participant performed 

three sets of 8 to 12 repetitions for each exercise. 

Analysis 

The analysis of life history material was consistent with that for Study 2. 

Further, the scores from the HRQL and psychosocial functioning measures from 

both participants, and strength data from the participant in the weight-fraining 

programme, are presented. 

Results 

David's Life History: A Messiah Looking for Love 

Meeting David 

David found out about our research through a major disability organisation 

in Victoria. He completed a questiormaire that was given to him on my behalf (for 

Study 1) and indicated via the questiormaire that he was willing to participate in 

further research. Given the moderate severity of his disability (in his 
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questionnafre, David rated his level of gross motor function as three out of five on 

the GMFCS) and the proximity of his home to the university campus, he was an 

ideal candidate for this study. I sent him a letter inviting him to be involved 

further in the research through starting a weight-fraining programme and 

discussuig his tife. This letter was followed up by a phone call from me to discuss 

the research and to invite him to the campus to look around the facilities and to 

meet the gym staff who would be working with him throughout the programme. 

From the phone call, I could tell that David's cerebral palsy did not affect his 

speech. During the phone call, David indicated that he used a motorised scooter 

for mobility, and we discussed the problems that presented with accessing public 

transport. He indicated that he was able to access the train system, but I had 

reservations about whether he was able to use the busses from the train station to 

the campus. Although some buses on that route were designed to allow 

wheelchair and motorised scooter access, most of the buses were older and had 

steps to get on board. David indicated that this was not a problem, because he 

would ride his scooter from the station to the campus. I had doubts about whether 

a person would be committed to a programme in which travel to and from the 

programme would take a great deal of time and effort. Nevertheless, we arranged 

to meet at the campus, the following week. 

David tumed up late for his appointment with me, after mistakenly going 

to the wrong campus, which is located nearby. In a later interview, he indicated 

that he was anxious and confused coming to the campus, because he had been 

misdirected as to where to go by members of the public. Upon arriving, I 
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introduced myself and discussed the programme with him. We then entered the 

gym so I could show him the layout and introduce him to staff 

Because David indicated he could walk with assistance, I asked him to 

leave the scooter at the door, and we would waUc around the gym. He waUced with 

the aid of a stick in his left hand, and I provided him support by holding his right 

hand. WaUdng was a slow process, with little flexion of the knees and sfrong 

support needed from the stick and myself It was evident from his movement that 

walking was exfremely difficult for David, and in the gym sessions that followed 

he used the scooter to move between weight machines. Following the gym 

orientation, I walked beside him from the gym out to the street to direct him as to 

the best way to get back to the train station. During this time, he asked me, "Do 

you have a girlfriend?" This question came out of the blue, at least to me at the 

time, and embodied two important issues that manifested themselves during the 

interviews and the exercise sessions: his sadness over his lack of romantic 

intimate relationships with females throughout his life, and his identification with 

me, an adult male with cerebral palsy. As is common in psychotherapy, clients 

will, when they see time is mnning out, bring up the material that is really 

important to them. David's question was prophetic of our future discussions. 

These issues will be examined in due course. 

David and I agreed to meet the following week to start the weight-fraiiung 

programme and to do the first interview. All three interviews were conducted in 

an office in the same building as the gym. The interviews were conducted on days 

when David took part in the weight-training programme, so that he did not have to 

make additional trips to the campus. On the first day of the programme, and of the 



275 

first interview, David seemed pleased to be involved in the research. David 

mauitauied his enthusiasm throughout the 10 weeks that I spent with him. After 

the ffrst weight-training session he seemed happy with what he had been able to 

do in the gym. We then went upstairs to the office, where we began discussing his 

tife. 

Development of Competence to Walk 

David's difficulty with walking was in contrast to his achievements at 

primary school. When he was about 10 years old, David developed some ability to 

walk without assistance. 

C: So you used to be walking? 

D: Not walking constantly, but in one go. My physio used to say, she'd wind 
me up, and I started walking, 1, 2, 3, 4 (steps) [pause] unsupported. And 
when I was at primary school I walked often, so they had a ladder (that 
documented my progress Vvith walking), [pause] you broke your record, 
everyone was supporting me, y'know, and when I did about 200 (steps) 
one of the teachers in grade six, he said, "if you do 200 steps I want to buy 
you your lunch," [pause] the same week I did about 250, it was like, "ah, 
you did it!" 

David was able to show competence at walking through progressively increasing 

the number of steps he could take consecutively. Reflecting on these experiences, 

David gained a sense of achievement, which increased his self-esteem. David's 

self-esteem was also bolstered by the pubtic recognition he received (e.g., from a 

teacher) for increasing his ability to walk. These experiences positively influenced 

David's decision to persist with walking. 
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Loss of Competence to Walk 

Unfortunately, David's development of his ability to waUc did not progress 

uiumpeded. At 12 years of age, he experienced severe pain in his lower back, 

which was being caused by tight hamstring muscles. The hamstrings were 

surgically lengthened to provide David with retief from pain. A negative 

consequence of this operation, however, was that he never regained the ability to 

walk to the same degree he had previously. The effect of this loss of walking 

ability on David's personality seemed profound. 

Consistent with Freud's (1917/1991b) description of melanchotia, David 

experienced a loss, but what he lost could not be clearly stated. Although the 

doctor's prognosis for David's walking was not favourable, it could not be as 

concrete as, say, a doctor's prognoses for people who have had their spinal nerves 

severed, and do not have any possibility of walking unaided again. David could 

not waUc without assistance, but, given he still had an ability to move his legs, he 

could not discount the belief that he would, one day, walk again. 

David's ego's object choice (i.e,, walking) seemed to have a narcissistic 

basis, because the object cathexis lacked resistance to being withdrawn into the 

ego and the fixation to walking was sfrong. When the free libido was withdravm 

into the ego, it established an identification of David's ego with walking. That is, 

David's ability to walk seems to have been replaced by a narcissistic identification 

with waUdng, so that even though his ability to walk was lost, his love of walking 

was not given up. 

David seemed to have feti that the doctor who had performed the operation 

had let him down. Doctors in his childhood had been supportive of his walking. 



277 

but after the operation his doctor was direct in stating his prognosis that David 

would only have a limited ability to walk. 

D: When I was young they would say, "Ooo," after my hamstring release. 
The doctor, he used to say, "Oh, he'll only be able to walk around on his 
cmtches and that's about it." End of story and so, it's like, [pause] they see 
what they've seen (i,e,, the outcomes of hamstring-lengthening operations 
on other people with cerebral palsy) and I might be different. My frame of 
mind might be different, so give me a go. 

With this experience, David's perception of medical practitioners changed from 

regarding them as individuals who supported his progress to individuals who 

doubted his capacity to make further gains. David was unhappy with this 

situation, and wanted medical practitioners to perceive him to be a person who 

was unlike others in similar positions; he was special. 

Early Adolescence and Social Isolation 

David's adolescence was a tough period in his life, and included a father 

who David perceived did not want him (see David's Father, Going to the Gym, 

and Swimming), a mother who was very devoted to him, but was, it seems, 

ineffective at advocating for him outside the home, and a lack of a sfrong peer 

group to support him. He also had back pain and was not achieving academically. 

These factors damaged his self-esteem and left him isolated and vulnerable. 

C: What were you going through? 

D: I was going through puberty, man, everyone's going through puberty, all 
the emotions, things like that [pause] everything was closed up, y'know. 

C: What do you mean by that? 
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D: Just my emotions, y'know, I thought I was useless, a piece of shit, that's 
how I felt, a piece of shit. 

C: Why did you feel like a piece of shit? 

D: Everyone around me was putting too much judgement on me and just put 
me down, too down. 

Puberty and adolescence are times when young people become primarily 

concemed with how they are viewed by others, rather than how they perceive 

themselves (Erikson, 1985). Young people often form groups, and, thereby, 

exclude those who are different. David, however, did not benefit from a tight-knit 

peer group; he was not part of the in-group. Although his report cards indicated 

that he was a "team player," and got on with others, David did not connect with 

his classmates. He found it hard when his classmates were mnning around having 

fun, and wished that he could do the same. David also said that he was thinking 

about issues that were not generally discussed by people his age. He was 

concemed with the fiiture, what he wanted to do beyond school, and how he could 

become independent. From his descriptions, he appeared to be indicating that he 

had rejected social involvement with his peers because they were immature, rather 

than his peers rejecting him because he was different. David's explanation seems 

flawed, however. Life in the fiiture, possible career options, and independence are 

all issues that young people typically deal with in this psychosocial stage. This 

blaming others, putting down others, and thinking of himself as special and 

different, and, in some ways, superior, are narcissistic features that would appear 

again and again during the interviews. 
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David's Father, Going to the Gym, and Swimming 

The feeling of being "put down" by teachers and medical practitioners was 

also present at home, where David did not feel that his father was supporting him, 

David spoke about his father on several occasions during the interviews, with his 

words and body language displaying a range of emotions, including, anger, 

sadness, and sarcasm, David indicated that his father did not try to understand him 

at a tfrne when he was trying to come to terms with his disability and trying to be 

accepted by his peers. He said that his father could not work out why he was not 

happy. 

D: He used to say, "Why are you depressed, you've got everything, [pause] 
you get everything you want," and I go, "But Dad, you don't understand, 
you haven't got that emotional attachment," It's like, he would take me to 
the local leisure centre, and we used to go swimming, and instead of 
looking at my swimming and to see if I'm drowning [pause] he would go 
into the spa or sauna and talk to people about politics [he said laughing]. 
Dad, c'mon man, stop it, y'know [pause], I just want him to have a better 
understanding of a person's life with a disability, that sometimes you want 
to do things that you can't, that able-bodied people take for granted, and 
that gets you pissed off [pause] you do get a bit cranked up about that. 

David's reference to drowning does not seem as though it was made in the 

restricted, physical sense of being underwater for a prolonged period of time. He 

was drovming in many major spheres of adolescent life (e.g., physically, socially, 

academically) and he desperately needed someone (e.g., his father) to rescue him. 

David was limited in the physical activity he was able to perform, because 

he was socially excluded at school and had restricted options outside of school 

due to his impaired function. David seemed dependent on his father to assist his 

involvement in physical activity. When David was 15, his father began taking him 
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to the local leisure centre to swim and to exercise in the gym. Because of his 

cerebral palsy, David needed his father to help him to perform these activities, fri 

the gym, he not only needed assistance to execute some of the exercises, David 

requfred somebody to help him to walk around the cramped gym, because his 

wheelchair was too large to be manoeuvred around the equipment. As captured in 

the previous quote, however, David's father typically left him on his own, which 

meant that he could perform few exercises. A similar situation occurred when 

David went swimming. David had limited confidence in the water and wanted 

someone to support him, so that he could feel safer and leam how to swim. His 

father, however, seemed to prefer to go to the leisure centre to socialise with his 

fiiends, rather than to help his son engage in physical activity. David persevered 

with swimming and exercising in the gym for about two years, at which time his 

father went overseas. 

To gain a useful insight into David's relationship with his father, I shall 

momentarily depart from David as an adolescent to David when I met him. A 

poignant moment occurred during the interviews when David revealed one of his 

underlying feetings about his father. David was discussing how his father had 

gone back to see his family in Europe. His father had bipolar disorder, which 

appears to have contributed to him losing a substantial sum of money, presumably 

during manic periods, and to a number of trips home to Europe because he was 

not happy in Australia, presumably during depressive periods. David told of how 

his father would say that he was going home to Europe and not coming back, and 

that, after spending time in Europe, his father always returned to Ausfralia, 

because he missed his family. On the latest occasion, his father had been 
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telephoning home, complaining of the state of affairs in his homeland, telling 

David's mother how much he misses his family in Ausfralia, and promising to 

return soon. I asked David what he would like to say to his father; the foUowuig 

passage formed part of his response. 

D: If it wasn't for Ramadan, for fasting, (my father) would've been back (ui 
the countiy) now. He said, "I'm never, I'm not going to come back," and 
now he wants to come back and, it's like, I'm just scared. I'm not scared, 
but it's like I will pop it. I will say to him, y'know, "I thought you weren't 
going to come back." Y'know, this, that, y'know. He booked his ticket for 
six months, and now he wants to come back earlier, and it's like, y'know, 
I'll say to him, y'know, "Why do you want to come back for? I thought 
you didn't want me. You were going to go away from us," this, that, this. I 
don't know, we'll see what happens. 

The last passage encapsulates David's Oedipal ambivalence towards his father, 

which I speculated might have contributed to his first suicide attempt. David 

harboured hostile thoughts towards his father, and was clearly scared of the 

consequences of letting his anger show. Because of David's impairments, it was 

likely that any attempted physical aggression would be quite impotent. From the 

aggressive quotes, it seems that what David was afraid of was losing confrol of his 

emotions and berating his father. Part of the reason for David's suppression of 

anger towards his father may have been the intemalisation of societal attitudes 

that prohibit anger from people with disabilities, and require them to be 

courageous and upbeat (Olkin, 1995), 

In confrast to his speech throughout the interviews, David said the words I 

have italicised in a soft, slurred voice, with head bowed. It was clear that David's 

relationship with his father had caused David much emotional pain. The sentence 

reflects the feeling of abandonment, a feeling usually accompanied by a sense of 
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not befrig worthy of love and attention, which David seems to have felt several 

times in his life, with respect to his father. Situations where abandonment 

occurred included when he was at the leisure centre, when his father made a 

number of trips home to Europe, and when David wished to discuss various topics 

(e.g., disability, relationships) with his father. David's ambivalent feelings toward 

his father are further demonstrated in the following passage. 

C: You told me that you love your dad, what do you love about him? 

D: You have to love him, I guess, it's just that you have to love him [pause]. 
Sometimes he can get real fiinny [pause]. He just brings out silly jokes and 
things tike that. You hear him talk about old times, and he used to be in the 
army [pause], the old stories [pause]. He can get happy when he wants to 
[pause]. He tries to (do) the best that he can, and I don't expect much of 
him because I know he's sick (with bipolar disorder). So, you've got to 
love him. You've got to show him that you love him. It's like, if you 
don't, he's going to get even more sick. 

David seemed conflicted in saying that he loved his father. The choice of the 

words, "You have to," instead of, "I," suggests that he was attempting to conform 

to a societal expectation that children should love their parents, instead of 

revealing his tine feelings for his father. The aspects of his father that he gave the 

impression that he loved (i,e., silly jokes, stories of old times) were rather 

superficial. The brevity of David's response to my question (i.e., only about half 

of the above response relates to what he loved about his father) also suggests that 

there was not a lot that he loved about his father. Tied in with his response were 

an accusation ("he can get happy when he wants to"), a belittling remark ("I don't 

expect much of him because I know he's sick"), and a sign of guiU ("if you don't 

[love him], he's going to get even more sick"). 
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David sometimes seemed to be uneasy with his criticisms of his father. At 

times, David's hostility towards his father was masked by excuses for his father's 

limited parenting ability. These excuses included his father's mental ilhiess, 

upbringing, culture, and age. In some of the criticisms, David would not refer to 

his father directly (i.e., using nouns), but would distance himself from the 

criticisms by using a collective pronoun (i.e., they) to suggest that the behaviours 

his father displayed were typical of fathers of his culture and age. David tried to 

give the impression that he cared for his father, but this caring often hid other 

emotions, such as resentment and blame. In the following passage, David 

appeared to find it as difficult to relate to his father with his ilhiess, as it was for 

his father to relate to him with his cerebral palsy. In this way, David seemed to be 

like his father. 

D: I just try to talk to him [pause]. I'm just trying to understand him a bit. 
Like, he's overseas now [pause]. I'm just trying to understand what he 
wants from life. I go, "You're not happy here and when you go over there 
you're like this (not happy). What do you want? Tell us what you want. 
We'll listen" [pause]. But, he was a chronic gambler, he started gambting 
when he was 12, and he let go of it when he was about 41, So [pause], he's 
probably wishing he didn't do that, but we don't throw it to his face. We 
say, "It happened, it happened, we forgive you. So what? Move on mate," 
Afright, he's lost 250 grand [pause], and he's lost a quarter of his tife, so 
what? 

Given David's hostility towards his father, it is doubtful that David wanted to 

understand his father. It seemed that this claim was a remnant of David's 

adolescent wish that his father would try to understand him. Once more, David 

made use of collective nouns, rather than referring to himself in the first person. 

Although his father may have been regretful of the consequences of his gambling. 
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it appears to be David's thoughts that are expressed in the above passage, David 

said that he had forgiven his father, but his use of language and, in particular, the 

last sentence of the passage suggests that he is still angry with his father, 

David's Oedipal stories were infused with inferences to his ovm 

superiority over his father, David told me that what he had leamed from his father 

was that he did not want to be like him. Because David's father had bipolar 

disorder, he conceived that he and his father were similar; they both had 

disabilities. David perceived himself to be better than his father, however, because 

he had not given up, he had overcome his depression, he embraced change and 

was willing to try new things, and he would be a better father. 

First Suicidal Gesture 

David's inability to demonstrate competence in the social setting at school, 

as well as a lack of support from his father and teachers weighed heavily on him. 

He was not achieving in many aspects of his tife, and at about 15-16 years of age, 

David made a suicidal gesture. He got to the point where he had a knife in his 

hand and was about to slit his wrists. The following quote illustrates the effect the 

memories of his mother had on preventing him going through with the act. 

D: What stopped me? I guess when I did it, it was tike, just things started 
flashing tlirough my mind. My Mum, what happens if I did do it, what'U 
happen to her? She put all that effort in, she'll be a wreck, all the good 
things she did for me [pause]. It's a joumey, mate, keep on going. 

til understanding David's suicidal gesture, Freud's (1917/1991b) writings on 

melanchotia are useful once again. It is conceivable that David's ego's object-

cathexes were withdrawn from object-relationships, to which he was ambivalent; 
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namely from his peers, teachers, and father. David's hostility towards these people 

seems to have been derived from their unacceptance of him and his fi-usfrated 

attempts to become socially connected with them. With the retum of these object-

cathexes, David's ego could have treated itself as an object, and directed those 

hostile impulses towards itself In this case, however, the hostile impulses were 

not strong enough to overpower his ego's self-love. 

Throughout adolescence, David's teachers were substantially different 

from the ones who supported him in his attempts to walk. At a time when young 

people are questioning how to connect the roles and skills they have accmed with 

the occupational choices available to them (Erikson, 1985), David was not 

achieving academically. Teachers recommended that he do easier subjects at the 

Year-11 level (young people typically tum 17 years of age during this year), 

which put him in a no-win situation. If he followed the teachers' 

recommendations, that put him in a position where he was admitting he could not 

achieve at the level he desired. By rejecting their recommendations, however, he 

set himself up for the failure that ultimately occurred, David's experiences with 

teachers matched those he had with medical practitioners. That is, David 

perceived that both teachers and medical practitioners supported him when he was 

a child, but now doubted his ability. 

Disappointment with Medical Practitioners 

In Year 11, David had been getting back pain for six years, A computed 

axial tomography scan revealed a small fracture, but it was inoperable. In the 

following exfract, David explained his reaction. 
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D: I went off at my physio, I said, "For six years I've been telling you I've 
got pain, and you couldn't even tell me, 'Go get an x-ray,' or, 'Go get 
something done,'" It's tike, because she knew how much I could do, I was, 
like, waUdng from here to there holding my breath [pause] because of the 
pain. 

This experience is a fiirther example of medical practitioners failing to live up to 

David's expectations. Even though nothing could be done for David's pain, he 

was angry that the physiotherapist did not validate his pain. The anger displayed 

in this exfract, however, was most likely suppressed when he was with the 

physiotherapist. 

Second Suicidal Gesture 

Shortly after David received his Year-12 (young people typically tum 18 

years of age during this year) final examination results, he made a second suicidal 

gesture. The second gesture was the same as the first in that he had a knife in his 

hand, with the intention of slitting his wrists. With the knife in his hands, David 

started crying. Like with the first suicidal gesture, David's concem for how his 

mother would cope with his death was foremost in his mind. He contemplated the 

finality of what he was intending to do, and resolved that if he kept trying to 

achieve, his life may improve. David described what was happerung in his tife, at 

that time, in the follow way. 

D: I said, "Mate, I'm never going to walk, I'm never going to get the girl I 
like, I'm going to be another nothing. Everyone's thinking this, that, this, 
that. I'm going to end up a nothing. I may as well commit suicide." It's 
just all negative thoughts [pause]. All negative thoughts, negative, 
negative, negative [pause]. Studies not going well, health deteriorating, 
[pause] sfress, fatigue, the whole lot. 
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Academically, teachers had suggested he do Year-12 over two years 

instead of one, which represented another lose-lose situation. Wanting to get the 

qualification over and done with, David did not take their advice and attempted 

Year-12 in one year. He performed well in the first half of Year-12, but during the 

second half he became depressed. 

D: In the moming I couldn't wake up. You know that feeling when your 
bones don't want to get up. You feel so wom out that your bones don't 
even want to get up. It's like, it's finished [pause], don't push any more. 

David's description of what he was experiencing suggested a failure of the self-

system (Basch, 1988) to cope with the stress of academic study. The teachers had 

advised David well. Of all the Year-12 students that sat final examinations in the 

State, David's results ranked him in the twenty-third percentile (i.e., 77% of 

students had higher scores than David). David now had powerful evidence of his 

lack of competence at school 

Sexuality and Walking 

Like before his first suicide gesture, the feeling that everyone was putting 

him dovm was present. Two other issues were prominent in his mind also: 

thinking that he would never form a sexually intimate relationship with someone 

he loved, and thinking he may never be able to walk independently again, two 

issues that were closely connected. 

Research has identified difficulties that adult males with cerebral palsy 

face in estabtishing romantic relationships (Joseph, 1991; Jureidini, 1988; 

Shuttleworth, 2000), As has already been mentioned, romantic involvement was a 

keen concem for David, as exemplified by him asking me if I currently had a 
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girlfiiend when we first met. Although he had successfully negotiated brief sexual 

encounters on three occasions (see Sexual Disappointment), he had been unable to 

form a romantic relationship, 

David's stories of his attempts to form romantic relationships with females 

highlighted a certain social immaturity in his actions and self-protective 

attributions for his lack of success. An example of his social immaturity was, in 

Year 12, when he wrote a 5-page letter to a girl that he tiked and had one of his 

fiiends put it in her locker. He heard from another girl that she started laughing 

when she found the letter and read its contents. Although this experience must 

have been painful for David, he said he did not care that the girl reacted in this 

way. He had not succeeded in starting an intimate relationship, and, what is more, 

he had been embarrassed and, most assuredly, quite hurt in his attempt. 

David had self-protective attributions for his lack of success in forming 

romantic relationships, primarily blaming the mothers of females with whom he 

has fallen in love, but more generally blaming society. In his stories of why he 

had been unsuccessful, he was never one of the factors why a romantic 

relationship was not formed, and the females themselves are hardly ever the cause 

of relationships not beginning. In a rare example of the latter, David said the 

following. 

D: I go, "The way they're thinking isn't the way I'm thinking. The way I'm 
switched on, they're not switched on right." 

But even in this example, David blamed the way the person was thinking on 

societal pressures. David suggested that the females who he liked, liked him as 
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well, and he seemed to believe that they would have gone out with him if they 

were not concemed with how other people might perceive them. As can be seen 

from the following dialogue, however, David had projected his perceptions of 

why one female would not go out with him onto her. By projecting these 

perceptions onto her, he was essentially blaming society for her decision. 

D: It was just [pause], again [pause], just her friends, same culture, same 
thinking, "Oh, how would my friends perceive me if I went out with this 
person," she'd say. 

C: Did she say that to you? 

D: You feel that [pause]. Because when I used to talk to her she'd be looking, 
looking, looking, y'know how women are, man, they like gasbagging. 

His attributions may be due to a rich fantasy life in which he blended reality and 

his imaginary world. In the first interview, David said that he had asked two 

young women to marry him. I explored this subject again in the second interview, 

when it was revealed that he had not asked anyone to marry him, and had not had 

more than fiiendships with either of these young women. It appears as if these 

young women had been friendly towards him, and he had developed romantic 

relationship fantasies. The reasons for one of them not wanting to go out with him 

also seem to be based in fantasy. As can be seen in the last dialogue, David 

initially indicated that she had expressed concem over what her fiiends would 

think if she went out with him, but later said she had actually not expressed that 

concem. 

The self-protective attributions continued when he later saw these people 

to whom he had been attracted. The last time he saw the first young woman that 
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he wanted to marry he appears to have projected his ovm emotions onto her when 

telling the story. 

D: The last time I saw her, like, she would feel, try to mn away from me, 
y'know what I mean, "I've done a mistake, don't mb it uito my face, I'm 
feeling depressed, I'm not the same person you used to like, anymore" 
[pause]. Y'know, resentment, "Sorry I put you through all that." 

Aside from his sexuality, walking was the other prominent issue that 

contributed to David's decision to attempt suicide for a second time. For David, 

sexuality and walking were conceptually intertwined. David perceived that if he 

could waUc, he could attract females. The following passage illusfrates the power 

that David attributed to the ability to walk. My question was about the first young 

woman who David had asked, in his fantasies, to marry him, 

C: She was a beautifiil girl, you said? 

D: Yeah, she was [pause] kind hearted [pause] to herself [pause] and talkative 
[pause]. At that stage I thought (that she was the) right women for me, and 
just last year I started to sense that it was the mother that influenced her 
not to (go out with me) because I don't walk. If I was walking, 200 girls 
(would be) knocking on my mother's door probably. You know, I would 
have six mobile phones [pause], because I try to be good to everyone 
[pause], I fry to put that across, and that's the best thing to do, I don't want 
people hating me. If I've done something wrong with you, tell me by all 
means [pause]. And the second (young woman I wanted to marry), exactly 
the same thing (the mother objected). 

In the first part of David's response, the blaming of other people for his lack of 

success in begimung a romantic relationship can be seen. He perceived that their 

major issue was that he did not walk. David seemed to have deduced that if he 

were able to walk, then he would be able to form romantic relationships. He had 
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an exaggerated impression of his potency, however, should he begin walking 

(italicised). Although his experiences of trying to find a romantic partner would 

probably have been different if he did not have cerebral palsy, the degree to which 

he would be successful at attracting a romantic partner, if he could walk 

independently, sounded like super-stud fantasies. In the following exfract, David 

described what he was experiencing in this period of his life. Once again, 

reference is made to his potency, if he was walking. 

D: I was just a teenager going into adulthood. It's just the influence of the 
media. You get a bit like this. My culture's like this, because they don't 
help disabled people out that much or don't have the resources. They look 
down at you [pause] not down in a sense [pause], it's like, if I was walking 
I'd have 200 girls on my ann right now. I'd be married by now [pause], 
it's just the way the parents have brought (the women) up. 

Tertiary Education 

Post-secondary school, David enrolled at a TAFE (Technical and Further 

Education) college, with the intention of pursuing a qualification in information 

technology. At TAFE, his conflicts with teachers resumed. 

C: What did you do at TAFE? 

D: I did Certificate Four in Information Technology [pause], and I wanted to 
do the programming side of it, I knew it was hard, and even then teachers 
sfraight away started, "You can't. Do designing (or) something fust and 
then do this" [he said angrily], Sfraight away, without even knowing my 
character, she's only knovm me for two months, so they're judging me, 

C: Would it have been normal to go straight into that course? 

D: Yeah, she probably just doubted my ability to do the programming side of 
it. That was my weak point, but stUl, I'd have given it a good go. At that 
time, I was feeling tired and things like that anyway. 
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This story resonates strongly with David's previous experiences with high school 

teachers. As in prior years, he appeared not to have the necessary skills to 

successfully complete the course. The teachers advised David of this issue, and he 

perceived the teachers to be judging him as a person. With this tine of thinking, 

David seemed to view his mental strength and character as being superior to those 

of others, because other people would not have been enrolled in this course with 

similar academic records to David, and he expected others to view his mental 

strength and character as worthy substitutes for his lack of achievements. Rather 

than addressing the lack of competency in computer programming that his teacher 

had identified, David seemed to have rationalised his failure to get into the desired 

course through his teacher's failure to recognise his determination. That is, David 

saw his teacher as judgmental, rather than perceiving himself as being poorly 

equipped to handle the load. 

At the end of the previous dialogue, David mentioned he was feeling tired. 

The next five years of his life (i,e,, up until the age of 24) were characterised by 

starting, but never finishing, academic courses, and by periods of depression, the 

first of which seemed to have occurred during his first semester at TAFE, 

Although David was still confronting the issues that contributed to him making 

suicidal gestures on two occasions, physical issues came to the fore at this time. 

Because of the pain David was experiencing, doctors had suggested to him that 

they could operate on three parts of his body, David was confused about what to 

do, and given his psychological state, he opted not to go ahead with the operations 

because he felt that he was not capable of performing the post-operative 

rehabilitation that would have been prescribed. 



293 

Following secondary school, and the retum of his father from overseas, 

David returned to the leisure centre and resumed swimming and performing 

exercises in the gym. Like when he undertook these activities previously (see 

David's Father, Going to the Gym, and Swimming), however, David stmggled to 

demonsfrate competence. David's father was involved in his own activities at the 

leisure cenfre and provided little support to his son. 

Sexual Disappointment 

Depressed after six months of the TAFE course, David went to visit 

relatives in Europe for two months. During this time he visited a man, who David 

described as "sort of a naturopath," about the pain in his back. The freatment he 

was administered helped to ease the pain David was experiencing. On retuming 

from Europe, however, David appears to have been still depressed. He did little 

for the next two to three months. At this time, however, David lost his virginity, 

which he perceived in a negative way, and probably contributed to his depression. 

In the following dialogue, David talked about his experience of having sex for the 

first time. 

D: We were out with mates, y'know, at a club or something like that [pause]. 
It was (the) curiosity of the woman, I guess. Y'know, she's tiied able-
bodied people and, I guess, she wanted to give me a go [pause]. I've got 
the power [he said excitedly]. I look at it this way, if God takes away one 
thing he gives you doubly in another thing. 

C: So what have you got double of? 

D: Warmth, respect [pause] I just know how to treat people right, I guess 
[pause] and when it happened it didn't feel right, y'know [pause] no 
warmth, no nothing. 

C: So was it a one-night stand? 
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D: Yeah, it was like, is that all? ... 

C: What happened after you met her? 

D: The interaction after that [pause], she felt bad, I felt bad 

C: When did she feel bad? 

D: When everything was finished. 

C: The moming after? 

D: Yeah, it was like I was at the wrong place, she was at the wrong place, 
and, y'know, she goes, "You don't deserve, you didn't deserve this to 
happen" [pause]. It's like, I was searching for a connection, (the women 
with whom I had sex) were searching for, ah, what the hell, the fun of it 
[pause]. It's like, using. 

In contrast to much of the interviews, David was slow to answer many of the 

questions relating to his sexual behaviour, and his responses were brief, which 

meant that I had to ask questions more frequently. When recalling his first, and 

two subsequent sexual experiences, David seemed sad and reflective. 

Although his sexual encounters were beneficial to him, because he leamed 

that it was physically possible for him to have sex with women, the memories of 

these experiences, which he attempted to suppress, were accompanied by feelings 

of shame, dissatisfaction, and feeling used. The feelings he had about these one-

lught-stands seem to have resulted from the befrayal of his religious convictions, 

the knowledge of the brevity of the relationship, and the regretful apologies 

expressed by his partners. David practiced the Muslim faith and regarded sex 

before maniage as a sinful act. He also expressed shame in that his mother would 

be disappointed in him if she had known what he had done, which was captured in 

his response to my questioning the reason why he chose a hotel room, in which to 

have sex for the first time. 
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D: I couldn't go home [pause]. If I took her to my house, my mother would 
be like, "Son, I didn't expect this from you, you're not this type of 
person," That's a private thing, you don't want your mum to find out, and 
I guess she [his sexual partner] was the same too ,,. but now I want to stay 
right away from them [women]. 

Uncharacteristically, David took a long time to answer this question, and spoke in 

a soft voice. Apart from having sex with someone to whom he had no emotional 

attachment, David felt he had let down his mother, the one woman who did love 

him, David would have preferred to have sex with someone who was his 

girlfiiend, rather than having sex with someone with whom he did not have an 

emotional connection. He felt used in that he believed that the women had sex 

with him to find out what it was like to have sex with a person who had a 

disability. Although David claimed that neither he nor his partners were drinking 

alcohol, the expressions of remorse by the women the momings after they had sex 

with him suggest that alcohol may have been involved. These experiences must 

have been painful for David, because, when I spoke with him, he wanted to avoid 

intimate relationships with women, David still seemed to want to have a long-

lasting, sexual relationship with a woman, but given that his sexually intimate 

relationships with women were disappointing, one-night stands, he was not 

looking to forge new relationships with women. 

Returning to Education 

David decided to continue to pursue education in information technology, 

and enrolled in an open leaming course. He found it too difficult to study on his 

own, however, and gave up the course when he was aged 21. The next year, he 

retumed to TAFE, this time studying tourism and hospitality. Although he 
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indicated that he was doing well in the course, he did not continue past the first 

semester. David's depression had either retumed, or had got worse. 

D: What was going on in your life at that stage? 

C: Nothing [pause]. I was feeling happy, things like that, but my body just 
didn't want to respond to it, it just didn't feel right [pause]. All the sfresses 
of past years had just probably buiU up [pause]. I was feeluig tired fnst 
semester and the teachers were really nice. They were supportive and one 
of the teachers, she was real nice, and I said to her, "I can't go on like this 
[pause]. I've got to find myself I can't go on being tired all the time, 
[pause] (and) having trouble getting up in the moming." 

This passage contains a rare reference, since reflecting on his childhood, to a 

positive experience in an education setting. Despite the teachers' assistance, 

however, David was too fatigued to continue. He was also desperate to improve 

his condition, and said that he would have tried anything to improve. Two 

solutions he did try were self-prescribed bibliotherapy and vitamin tablets, David 

read books about hypnotherapy, meditation, and psychology. From these books he 

leamed that it was necessary to evaluate his ability, and to aim for goals that were 

within his grasp. His exposure to this subject area may have also meant that he 

was more comfortable being involved in my research than somebody who had 

little knowledge of psychology. David indicated that when he started taking the 

vitamin tablets he began to feel like he had greater energy. At this point, he was 

taking 25 tablets per day, and it was costing him $250 per month. After eighteen 

months he was feeling a lot stronger and cut down to eight tablets per day, which 

he still was taking when I met him. In the following exfract, David describes the 

effect of these tablets on his health. 



297 

D: So then I found this multi-level marketing nutrition company. Started 
using their products (for) 3 (or) 4 months. (I) felt good (and had) energy 
[pause]. I never felt that way before and that helped me quite a bit. (I) 
started going to the gym again a little bit and then, I don't know what 
happened. My dad wasn't helping me out at the gym much (and) leavuig 
me on my own at the pool. 

At the end of this extract, the issue of his father's abandonment of him retums 

once more, David was attempting to perform exercise, but he was not getting 

support from his father. Without assistance, David was unable to swim in the pool 

and to perform exercises competently in the gym. Being dissatisfied with this 

situation, David stopped going to the leisure cenfre. 

Back to the Gym 

Aged 24 years, David started seeing a new doctor, who thought it was 

imperative, for David's physical health, that he retum to the gym, David told his 

doctor about his previous attempts at exercising in the gym and how his father 

gave him little support at the leisure centre, Kjiowing that David's father could not 

be relied upon to help him perform exercise, his doctor organised assistance for 

David to do a gym programme once a week. Aside from the physical benefits of 

doing this exercise, David reported that he had greater confidence and self-esteem. 

After one year of receiving assistance, David began going to the gym on his ovm, 

doing the exercises he could do by himself He perceived himself to have greater 

competence at performing gym exercises, and his self-esteem was enhanced by 

positively reflecting on what he had achieved and by remarks from people who 

were impressed about what he could do. 

It is here that David's belief that he was special manifested again. This 

belief was sfrengthened by favourable comparisons with people who were able-
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bodied. Often these comparisons had no way of being countered. For example, he 

stated that if he were able-bodied he would be fitter than most people he knows. 

Such a statement is safe, because he will never be able-bodied and have to 

confront these claims in any objective manner. 

In the gym, David's perceived achievement of better results than people 

who were able-bodied further contributed to his belief that he was special. The 

tifting of more weight than people who were able-bodied was a source of great 

satisfaction. 

C: When you are lifting more weight than able-bodied people, how does that 
make you feel? 

D: It makes me feel that I've done the impossible. Not impossible, but, 
[pause] y'know. When I first lifted up those big weights at my local gym 
everyone used to say, "Can you do that? Can you do that? Can you really 
do that? Are you sure?" It used to be reinforced every time, 100s, 1,000s 
of times. It was like, "Yeah, do you want to watch?" 

More Disappointment with Medical Practitioners 

When David was 26 years old, his doctor prescribed a dmg called 

Baclofen in an attempt to improve David's condition. Baclofen is an anti-

spasticity medication that reduces muscle tone by acting as a y-aminobutyric acid 

(GABA) agonist through binding to GABAB receptors (Krach, 2001). The side 

effects of Baclofen include ataxia, orthostatic hypotension, sedation, and 

weakness. David was on Baclofen for about two months. He described his 

experience as follows. 

D: I was gairung weight in just six weeks like no tomorrow and I was at the 
floor. I said, "That's it, this is going to wreck me, sideways" [pause]. And 
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I had researched it on the intemet, (and saw) these side effects, and I was 
getting two, three, four of these side effects. He's (the doctor) like, 
"Maybe I gave you a bit too much, try three." Are you sure? Are you 
positive this is really going to help me? It was probably making me loose 
(i.e., decreased muscle tone). That was probably because I wasn't doing 
anything anyway. It was making my brain numb. Even though I was 
feeling dovm in the dumps. I was virtually watching TV everyday, man. 
Y'know, flicking the channels. 

This extract captures a further example of David's hostility toward the medical 

profession. Although the medication helped relieve some of David's spasticity, he 

was angry with the doctor because he had experienced some of the known side 

effects. During the time he was on Baclofen, David did not go to the gym, because 

he lacked the energy to do so. In the previous exfract, this anger manifested itself 

as sarcasm (see italics). The anger, tike his previous anger with medical 

practitioners, seemed to result from David's medical treatment failing to deliver 

on his expectations. In the following dialogue, I tried to understand what he 

expected from medical practitioners. My first question reflected on his negative 

experiences of surgery and oral medication. 

C: Because you've had bad experiences with both? 

D: Yeah, bad experiences. I just want them (the doctors) to think outside their 
shell, y'know. They're scared to think outside (of) what they've seen. 
Y'know, think a bit different. 

C: What do you expect them to come up with? 

D: See me, see everyone differently, for their abilities and, y'know, give it a 
go. 

C: Give what a go? 

D: Y'know, anything. 
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David was unsure what he expected of medical practitioners, but it seemed, from 

his responses to other questions, that he expected them to find a cure for cerebral 

palsy. He had a limited understanding of cerebral palsy, which enabled him to 

retain his belief that scientists would, in his tife, find a cure for cerebral palsy. 

Given his keen interest in the condition, I offered to provide him with readings 

about the neuropathology of cerebral palsy, David showed little interest ui my 

offer, preferring to maintain his limited understanding of the condition, and 

preserve his hope that he will, one day, be cured of cerebral palsy. 

During the six months prior to David and I meeting, he had gone back to 

exercising in the gym, David, however, did not seem to have the same energy 

levels that he had had before he began the Baclofen treatment. Although he often 

went to the gym three times per week, he frequently felt tired and did not perform 

exercises using weights and did not spend much time at the gym (typically about 

25 minutes), 

David, as I Met Him 

I would now like to focus on David, as he presented himself during the 

interviews and weight-trairung programme. Up until this point, elements of 

narcissism could be seen in some of his stories (e,g,, the belief that he was 

special). The extent of his narcissism, however, could be seen more clearly in his 

current state. The existence of narcissistic features in David's personality is 

consistent with writings that have associated the presence of physical disability 

with the development of narcissism (e.g., Freud, 1917/1991c; Niederland, 1965; 

Rousso, 1985). Although a DSM-IV-TR (American Psychiatiic Association, 2000) 

diagnosis of Narcissistic Personality Disorder would have been too severe, David 
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did display some characteristics that were consistent with this diagnosis. In 

particular, he had a sfrong belief that he was special, he had a grandiose sense of 

self, and he, at times, lacked empathy towards others, especially those who were 

able-bodied. 

David's betief that he was special recurred in several of the stories that he 

told. One previously-described example was when, at the age of 12, he was angry 

at the doctor's prognosis following the surgical lengthening of his hamstrings; the 

doctor had not accounted for David's "frame of mind" in making his prognosis. 

Another example is when he expected to be admitted into a TAFE course, without 

a strong background in the area, based on his character. David believed that his 

character was superior to those of other (read, able-bodied) people because of his 

cerebral palsy. David's feeling of superiority were seen when he talked about his 

first sexual experience (see first dialogue of Sexual Disappointment). David was 

excited when he said, "I've got the power," which caused me to suspect that his 

following sentence, that God had given him double of something, had sexual 

overtones. David quickly calmed himself, however, and appeared contemplative 

as he told me that he had more warmth and respect for others, and treated people 

better than others did. In this way, God was viewed as giving him compensation 

for having cerebral palsy through his enhanced character. 

David's high moral values, when it came to the freatment of other people, 

were confrary to his behaviour in the three premarital sexual encounters, with 

women who may have been under the influence of alcohol at the time. The 

consequence of this divergence between his morals and his behaviour was deep 

remorse for his actions. 
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David believed that God tests everyone in a different manner, that God 

tests people to a level that He thinks is appropriate, and that if people can be 

happy with what God has given them, they will be rewarded in the afterlife. 

Because God has set David a substantial challenge (i.e., cerebral palsy), he felt 

that God believed that he was special, and had the resources to cope with this 

condition. 

As well as betieving he was special, David's grandiose impressions of 

himself were revealed through his stories. He had a somewhat messianic self-

view, which manifested itself in the strong betief that he was able to help and 

motivate others towards success. The motivation for helping others, however, was 

self-centred. He felt that if he helped others to become motivated and successful, 

then that would make him motivated and successful, and validate his ovm 

speciahiess. The following dialogue occurred after David told me how God tests 

everyone differently. In David's response to my question, his image of himself is 

particularly revealed. 

C: So, if God is giving you a test, how do you think you're going? 

D: I don't reaUy know. In the middle. I say in the middle, because I'm a 
sleeping giant still waking up. 

C: You're a sleeping giant? Can you explain that for me? 

D: I'm asleep. I'm just about waking up and say, "Hey, this is my purpose," 
and "Hey, I've got to do something about it," and "Hey, I'm not going to 
sfress about it." Just keep on doing it, Y'know, what's your purpose in 
life? Everyone's got a purpose. 

In David's responses, his messianic self-view was sfrong; David perceived 

himself as someone who would wake up (possibly "stand up and walk") and save 
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people. David stated that his purpose in life was to be happy and make others 

happy, in a world that he viewed as being cormpt (i.e., wars in progress, people 

tiying to exploit others). His message was that anyone could be happy if they 

focus on being happy; a message that he seemed to be stinggling to uitemalise. 

Other people have acted in ways that have reinforced the grandiose image 

that David has of himself This reinforcement is exemplified in the following two 

quotes, the second of which David recalled an osteopath had said to him. 

D: People say to me I should become a motivational speaker [pause]. I've 
never thought of that before [pause], because I'd never thought I'd be that 
good at it. When I get out there I'll be shaking like hell. 

D: [The osteopath said,] "People like you have more stmggles in life, but at 
the end of the day they [people with disabilities] become more successful 
than able-bodied people [pause]. They have sort of a better outlook on 
life," 

These experiences seemed to enhance David's perception that he was special and 

that he had the ability, because of this specialness, to motivate others. His concem 

was not that his message was worthy of people's attention, but rather that he did 

not know he could deliver it in a powerful form. 

David lacked empathy towards others, especially people who were able-

bodied, and was quite dismissive of personal issues that others may be facing. 

One example was that he could not understand why some of his fiiends were 

taking dmgs (marijuana, heroin). In his view, he should be the one taking dmgs, 

because only he had a good reason (i.e., he had cerebral palsy). In a broader 

sense, it seemed that, to David, the absence of physical impairment should equate 
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to the absence of personal issues. The following quote revealed some of his 

feelings toward people who were able-bodied. 

D: Able-bodied people are complaining too much, [pause] they've got two 
arms, two legs, they can do (anything). If they put their mind to it, they 
can do it [pause]. Be thankful for what you have [pause] that's the thing, 
being thankful that I've got an arm and a leg that works [pause], I'm 
happy, I've got an arm and a leg that works. It doesn't work quite as well 
as I want it (to), but still, I'm happy. 

I did not believe David was happy. Many of the issues that he had stmggled with 

throughout his life were still present. David's most recent coping strategy was to 

try to suppress his emotions, I will retum to this issue later. For now, I will focus 

on the purpose served by David saying that he was happy. The quote seemed to 

add evidence for his feelings of superiority. That is, he seemed to be suggesting 

that, if he was happy, and had cerebral palsy, then he must be better than people 

who were able-bodied, and who were not happy, 

David had ambivalent feelings towards people who were able-bodied. As 

well as feeting superior to some of them, he was resentful towards others, 

especially those whom he perceived as having achieved well in tife. He 

questioned whether those people who had accumulated assets and were in good 

relationships were tmly happy. David suggested that if he had these possessions 

and was in these relationships, he would be, somehow, different. In the following 

quote, David's messianic self-view comes through again, as a desire to help others 

achieve. 

D: You look at people. People, y'know around you and they might look like, 
y'know, they've got everything in life, y'know. Got a nice car, a nice 
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house, ruce wife, nice children, y'know, and they're up there, but are they 
really happy inside? Y'know what I mean? Are they the real winners? 
Y'know what I mean. Some people put (on) a good, a beautifiil face, 
y'know what I mean. They know how to, y'know, play the field, y'know 
what I mean. But inside they're not really happy. So, if I do become 
successful, I want to be successful in a way where I'm happy for myself, 
and I don't lose the plot. Y'know what I mean? Get too caught up with it. 
I would be people-orientated. If I become successful I want to help other 
people achieve. 

fri this quote, David's resentment of, and superiority to, able-bodied people 

become united. He not only resented people who were able-bodied, because they 

had achieved, he resented them for not helping him to achieve. David felt superior 

to them because, if he had achieved those goals, he would help others achieve. 

David's guilt at feeling resentment toward others may have been projected onto 

the people who were able-bodied and successful, leading him to perceive them as 

being unhappy with their lives. 

Another feature of the above quote is the number of times David used the 

expression, "y'know." Although this expression was a characteristic of David's 

speech, at times it seemed to have significance in a literal way. That is, he was 

saying, "you know what I mean because we're the same." The "y'know's" were 

not posed as questions, but rather as statements directed at me, "You know, just 

like I know." David's identification with me is an issue that is discussed towards 

the end of this case. 

Part of David's psychological coping, when I met him, was an attempt to 

suppress his emotions. Memories, of what David referred to as "the slump" (i.e., 

the last period of his life when he was depressed), were powerful reminders to 

him to remain positive. He was determined not to be depressed again. Even 

though these memories provided motivation for him to think positively, David 
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tried to suppress these memories, because he did not want negativity in his tife. 

During the interviews, David frequently tried to get back to talking about positive 

aspects of his current state when I was trying to understand his past, which was a 

sign that he was trying to leave the "negativity" behind him and focus on the 

positive present. David found that by regulating his stress levels, he was able to 

suppress his emotions. 

D: Sfress is the biggest thing for me. If I can confrol that, I can confrol all my 
emotions and everything [pause]. I intend not to get sfressed out anymore. 

To David, sfress seemed to mean an inability to demonstrate competence. 

Examples of experiences when he felt stressed included when he was not doing 

his exercises properly, when he was tired, and when he was depressed. David's 

desire to control his sfress levels, and therefore his emotions, was partly derived 

from the reinforcement of others. This reinforcement is exemplified in the 

following quote, in which David's messianic self-view comes through sfrongly as 

a perception of himself as a martyr. 

D: I've leamt that people don't want to see stressed out people [pause]. 
People want to see happy people. So I'm going to be as happy as I can, to 
bring that across, and make other people happy [pause]. We all have our 
ups and downs in life, so what comes, I'll take it. 

David used humour and positive self-talk as ways to stop himself feeling 

sfressed and, thereby, to suppress his emotions. He tried to laugh at tife when 

things did not go well. David had accepted that sometimes he felt good, whereas 

at other times he felt bad. For example, some days his muscles were tight, and 
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other days they were loose. He also used positive self-talk, an example of which is 

contained within the following quote. This quote is also a fiirther example of his 

messianic self-view. 

D: I try to get my energy level to really get myself up and going, "C'mon, 
you're going to do it, you're going to do it, today you're going to put a 
smile on somebody's face." 

Although I have suggested that the threads of David's narcissistic features 

could be fraced through some of his stories about himself as a child and young 

adult, I have not clarified why this narcissism may have developed. Niederland 

(1965) argued that narcissism could be traced back to the original narcissistic 

injury, which occurred when early physical experiences were unmastered or, 

perhaps, unmasterable. Knowledge of the characteristics and permanence of the 

physical defect shape the development of the ego and superego. It is likely that 

David would not recall these early mastery attempts, because of the amnesia of 

early childhood. These experiences may have contributed to, but do not fully 

explain, David's narcissism. 

The exclusion of others from one's life is a further component in the 

development of narcissism (Adler, 1931/1979; Erikson, 1985), Erikson stated that 

the avoidance of experiences in young adulthood that require self-abandon (i,e,, 

close affiliations, orgasms and sexual unions, close fiiendships and physical 

combat, experiences of inspiration from teachers, intuition from self), because of 

fear of ego loss, might result in isolation and self-absorption, David did not avoid 

these experiences, but was excluded by others from consistently having them. It is 
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tenable that the exclusion of a person by others from these experiences, rather 

than that person's avoidance of such activities, would also lead to self-absorption. 

The reason for the absence of others from a person's tife should not be 

solely attributed to exclusion on their part. The person's avoidance of others 

signifies a lack of social interest, which may have arisen due to diminished self-

confidence to perform the tasks with which the person has been confronted 

(Adler, 1931/1979), Adler considered that a person who was narcissistic was 

weak. This weakness originated from a feeting of inferiority. In the major spheres 

of David's life, he was receiving messages that he was inferior. 

The Weight-Training Programme 

The weight-training programme occurred at a time in David's life when he 

was involved in mirumal physical activity (see More Disappointment with 

Medical Practitioners). In the two weeks prior to David and me meeting, 

however, he had been feeting tired and had stopped going to the gym. Although 

he was not engaged in physical activity, David was trying to improve his physical 

condition through visiting, on a weekly basis, an osteopath and a physiotherapist. 

David continued these appointments during the weight-fraining programme. 

David participated in a weight-training programme for 10 weeks. 

Qualified personal fitiiess trainers facilitated the programme. During the 

programme, I collected data using instruments measuring HRQL and psychosocial 

functiorung, interviews, measurements of physical sfrength, and my ovm 

observations while with David and the trainers. 

General health and psychosocial functioning: Week 1. David described 

himself to be in good health at the start of the programme, with exceptions being 
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back pain "driving him nuts," tiredness, and occasional gastrointestinal reflux. 

Scores at Week 1 on measures of HRQL, mood, physical self-efficacy, and social 

support are shown in Table 7.1. 

Table 7.1 

Measures of HRQL and Psychosocial Functioning During the Weight-Training 

Programme 

Measure of HRQL or psychosocial 
fimctiorung 

Weekl Week 5 Week 9 

HRQL 
Physical functioiung 
Role limitations - physical 
Role limitations - emotional 
Energy/fatigue 
Emotional well-being 
Social fimctioning 
Pain 
General health 

Mood 
Tension-anxiety 
Depression-dej ection 
Anger-hostility 
Vigour-activity 
Fatigue-inertia 
Confusion-bewilderment 

Physical self-efficacy 
Perceived physical ability 
Physical self-presentation confidence 

Social support 
Family 
Friends 

Significant others 

With the exception of physical functioning, David's HRQL scores were 

higher than those of adults with cerebral palsy (Stiidy 1). A higher score 

represents a more favourable state of health (Hays et al, 1993), David's mood 

scores seemed to be reflective of his suppression of his emotions. Compared to the 

10,00 
100,00 
100.00 
67.50 
80.00 
87.50 
80.00 
85.00 

0.17 
0.00 
0.14 
2.50 
0.80 
0.20 

33.00 
55.00 

7.00 
6.75 
6.75 

16.67 
100.00 
100.00 
55.00 
60.00 
100.00 
80.00 
80.00 

0.17 
0.00 
0.00 
3.00 
1.00 
0.20 

36.00 
55.00 

7.00 
7.00 
6.25 

11.11 
100.00 
100.00 
90,00 
92,00 
100,00 
80,00 
80,00 

0.17 
0.13 
0.43 
3.00 
0.80 
0.00 

30.00 
58.00 

7.00 
6.25 
6.25 

aduUs with cerebral palsy (Study 1), David had experienced less tension-anxiety. 
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depression-dejection, anger-hostility, fatigue-inertia, and confusion bewilderment, 

and more vigour-activity. For the depression-dejection subscale, David's score 

was more than one standard deviation below that for the adults with cerebral 

palsy. David had greater physical self-efficacy than did the sample of aduUs with 

cerebral palsy (Study 1). He had higher levels of PPA and PSPC. David perceived 

that he had high levels of social support from family, fiiends, and significant 

others. Overall, then, David's scores tended to be more favourable (e.g., higher 

HRQL, physical self-efficacy, and social support) than those of adults in the 

comparative sample (Study 1). Even so, David's scores were typically within one 

standard deviation of the scores from adults with cerebral palsy. Some of the 

scores represented the extreme, or near extreme, ends of the subscales, creating 

ceiling and floor effects for the potential positive movement in scores. This 

situation meant that the interview and observational data were more valuable in 

evaluating the effectiveness of the programme. The measures of HRQL and 

psychosocial fimctioning remained useful, however, in identifying any possible 

deleterious effects of the programme on these variables. 

The ceiling and floor effects on several of the measures' subscales are 

further evidence that David was trying to suppress his emotions. This suppression 

was also evident in the following quote. 

D: I'm happy with myself, y'know what I mean? I'm happy with myself 
I'm happy the way things are going, y'know, I've leamt not to be 
sfressed. Things may not go the way you want to go sfraight away, but 
when it doesn't go straight away it's like, y'know, I keep on saying to 
myself, "If I just keep at it, keep at it slowly but surely, y'know, it'll get 
there, y'know." 
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As I indicated earlier, I was not convinced that David was happy in his 

current state. In the quote above, the incessant way in which he said he was happy 

provided fiirther evidence to the contrary. David had achieved pseudo-happiness 

through the suppression of his emotions. For David, real happiness seemed 

contingent on him finding a woman to marry. 

Weight-training programme familiarisation: Weeks 1 to 3. David frained 

two days per week: Tuesday and Thursday momings. Each session was 

approximately 60 minutes long. Before the programme started three daily workout 

plans were devised, with the intention of rotating these workouts if David could 

do all the exercises. The programme was consistent with guidelines from the 

American College of Sports Medicine (Blanchard & Darrah, 1999; Laskin, 2003). 

Each workout contained three compound exercises, for the chest (barbell bench 

press, seated cable press, or Smith machine bench press), back (lateral pulldown 

or prone barbell row), and legs (45° leg press or seated leg curl). The seated leg 

curl was the only isolation exercise, and was included because it was noted that 

David appeared to have weak hamstrings. When lying prone, David could not 

raise either foot off the floor by flexing the knee joint. The leg curl, in 

combination with the stretching of the quadriceps muscles, was prescribed in an 

attempt to improve his voluntary range of motion at this joint. 

During the first three sessions, it was found that David could do all 

exercises, albeit with assistance and slight modifications. For the barbell bench 

press, a bench was placed under David's feet, because his feet did not come into 

contact with the floor, due to the lack of range of motion at the knee joints. This 

modification was not required for the Smith machine bench press, because the 
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bench was long enough to fully support his legs. For the lateral pulldown, David 

sat on two 25kg weight plates, because the seat was too low for him to sit upright 

with the low range of motion in his knee joints. For the 45° leg press, a partially 

deflated indoor soccer ball was placed between David's knees to ensure correct 

alignment of the knees during the exercise. For the seated leg press, a weight belt, 

placed mid-shin, was used to strap David's legs onto the machine. David needed 

assistance to get into position for each exercise, and some help to execute the 

exercises. 

During each session, David performed three sets for each of three 

exercises. The targeted repetition range was 8 to 12 repetitions. Following the 

performance of these exercises, David was stretched with the assistance of the 

trainer and me. The major stretches were for quadriceps, hamstrings, and 

adductors. 

First strength test: Week 3. The strength test was conducted on the Smith 

machine bench press, lateral puUdovm, and 45° leg press. The testing was 

designed to find David's three-repetition maximum on each exercise. Increases 

were found for all three exercises, tii Week 3, the weight at which David could 

perform eight repetitions of the lateral puUdovm, instead of three, was recorded, 

because he was too fatigued to perform a further set after his set of eight 

repetitions. The results of the test are shown in Table 7.2. 

General health and psychosocial functioning: Week 5. The scores on 

measures of HRQL, mood, physical self-efficacy, and social support, for Week 5 

are shovm in Table 6.1. These scores changed minimally from Week 1 to Week 5. 

The increases in vigour-activity and fatigue may have resulted from involvement 
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in the programme. David was more active, but this increase in physical activity 

made him tfred. 

Table 7.2 

Results From the Strength Tests at Weeks 3 and 10 

Week 3 Week 10 
Weight Repetitions 

(kg) 
Weight Repetitions 

(kg) 
Smith machine bench 
press 
Lateral pulldown 
45° leg press 

70 

55 
180 

8 
3 

95 

100 
270 

3 
3 

Note. Using Fleck and Kraemer's (1987) guidelines for determining the intensity 
of dynamic weight fraining, David's effort on the lateral pulldown at Week 3 was 
approximately equivalent to him performing 3 repetitions at 64kg. This value is 
only a rough estimate, because a range of training, physiological, and neural 
factors can influence the amount of weight lifted per repetition (Fleck & Kraemer, 
2004). 

The weight-training programme occurred at a time when David was 

changing the way he approached life. The following extract revealed some of 

David's thoughts when he was invited to participate in the present study. He also 

mentions the effect of an event happerung in a "split-second" causing his cerebral 

palsy and the necessity to "reprogramme" his brain to compensate for the loss. 

D: I was reprogramming myself before the programme and I said right, it's 
about CP right (David was speaking about the present study). They want 
to leam about CP and physical fraining. Now, [pause] I thought I could 
show them how I've changed psychologically by doing interviews or by 
saying, "C'mon," at the gym. You've heard me screaming. I don't mean to 
be offensive but, it's like, c'mon, it's all in the mind. If the mind says you 
can do it, everything after that, it might take time to happen, but it will 
happen. 'Cos if you look at it, I've had this thing since birth, that's 27 
years. How can you repair 27 years of damage in two or three years? It's 
impossible. It happened in a split second, [pause] but to reprogramme, it's 
not going to happen in a split second. It might take me another 20 years. 
So what? 
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Although the neurological damage to David's brain probably happened very 

quickly, he stated he was trying to "repair 27 years of damage." It seems that 

rather than trying to compensate for the neurological damage, David was trying to 

"repair" 27 years worth of psychological damage. Taken in this sense, David 

seems to be reflecting on the losses he had suffered throughout his life. Ruth and 

Blotzer (1995) reflected that disability is not a loss at a single moment, but 

represents repeated losses associated with obstacles and suffering caused by an 

unaccommodatuig society. 

David described himself as feeling happier and enthusiastic. Although he 

did not feel he had more energy, he said he was feeling good. Physically, David 

had noticed greater flexibility in his hamstrings and quadriceps. I enquired about 

this further, and some of the psychological changes that had occurred became 

evident. David stated that the weight-training programme had made him more 

confident. 

C: Can you expand on that please? 

D: Just showing people that I can do it, you, (the frainer). Like, it can be done. 
Like, I've had my off days. Some days I've feU strong, some days I've felt 
weak. The last two weeks I've felt a bit weak. Other than that, I've been 
right [pause]. It's good that you're doing the research, because at least it's 
a step [pause]. Someone's doing something at least [pause]. From where I 
see it, trying to do something and hopefully we get benefit from it. I will 
get a benefit, you will get a benefit, (the frainer) will get a benefit [pause]. 
That's how I operate, y'know. It's not all about me. Throw it in the bin if 
it's all about me. Throw all this case study in the bin. Throw everything in 
the bin. Throw this interview in the bin. 

With the programme, the frainer and I entered Basch's (1988) developmental 

spiral at the behavioural stage. Through selecting and modifying exercises that 
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David could perform, and by assisting him in the execution of those exercises, we 

helped him to show competence in the gym environment. Reflecting on this 

experience, David gained a sense of satisfaction that he was able to exercise 

effectively. The knowledge that the weights he was lifting were increasuig and the 

support and encouragement he received from us also contributed to his self-

esteem. 

The programme, however, seemed to serve other purposes; it increased 

David's sources of narcissistic supplies. David enjoyed having the full attention of 

the frainers and me. He seemed, also, to want to draw attention and admiration 

from others, through yelling, "C'mon," before some sets. 

In the previous dialogue, I have itaticised David's protest that it was not 

"all about him." His behaviour during the programme and his stories during the 

interviews consistently suggested otherwise. David's insistent way of saying that 

the programme was not all about him was much like when he said he was happy. 

To paraphrase from Shakespeare's Hamlet, David doth protest too much, 

methinks. On some level, David may have been aware of his egocentric 

tendencies, which went against his desire to help others, and this statement was an 

attempt to cover up these narcissistic behaviours. In the following dialogue, 

threads of David's narcissism can be seen again. 

C: Can you tell me about any elements of the programme that you found 
beneficial? 

D: (I've) always been into weight training, but it's at a different place, [pause] 
somewhere different to experience and different machines, different 
atmosphere, y'know. When a person trains at a particular place for a long 
time, if there's no change in the atmosphere, it gets sort of boring, you sort 
of don't get motivated. I think before I started the programme, I started 
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feeling a bit, y'know [pause]. I was doing my training but, it was like, 
same place again, and now, this place has motivated me again [pause]. I 
guess it's saying, this one's a study, just keep trying, just keep gouig, 
[pause] it's not always going to be razors everywhere, [pause] just keep 
going and going and going and never stop until the day you die. 

David taUced about receiving admiration for his efforts at his old gym. With time 

this admiration might have diminished, as other gym members became used to 

seeing David around the gym. The present programme was in a different gym, 

which meant that there were new people David could try to impress. 

The phrase that has been highlighted with itatics in the last exfract may be 

explained by how David was treated by the trainers and me. I have previously 

reported stories of people questioning David's abitity to achieve in certain 

domains (e.g., teachers waming against taking a full academic load and difficult 

courses, doctors stating he would never walk without cmtches after his surgery). 

During the weight-fraining programme, however, the focus was placed on what 

David could do, how exercises could be modified to make them more effective, 

and how we could get the most out of the exercise sessions, David may have 

perceived our way of working with him (using David's words, "Thinking 

positive") to be different from those of other people with whom he has dealt. The 

frainers and I were in a position in which we could focus on helping David to 

achieve, rather than highlighting his limitations. 

The words following the phrase highlighted in italics seemed to signify 

that David drew motivation from our research, and being involved with the study 

gave him hope that one day he would achieve his goals. This effect on David may 

have been powerful within the context of his life, fri his life, there were two 

occasions when he made suicidal gestures, and other periods of prolonged 
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depression, David viewed the programme as a vehicle for improvement and a way 

to give knowledge to others. He seemed to be encouraged, through his 

involvement in the research, to persist with trying to achieve his goals. 

General health and psychosocial functioning: Week 9. The scores on 

measures of HRQL, mood, physical self-efficacy, and social support are shovm in 

Table 6.1. Over the three time periods that the measures were administered, 

David's scores changed very little. It seemed that David's suppression of his 

emotions was persistent during the length of the study. As I highlighted in my 

description of David's general health and psychosocial functioning at Week 5, he 

seemed to have increased self-esteem from participating in the programme. This 

increased self-esteem may have contributed to David's dedication to the 

programme. Throughout the time David was involved in the programme, he was a 

motivated individual. He attended all the exercise sessions except for one, which 

was due to a battery malfunction in his scooter that could not be remedied 

quickly. During the exercise sessions he was eager to do well and to lift as much 

weight as he could. His motivation came from the need to show competence, and 

from narcissistic reasons. The following dialogue revealed his underlying 

motivation for participation in the programme. 

D: I come here. It is a good thing [pause]. 

C: You like coming here? 

D: Yeah many new people, y'know, showing them what I could do and what 
I can't do and, y'know, helping them out, y'know. 
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Second strength test: Week 10. The results of David's strength test at 

Week 10 are shown in Table 6,2 Between Week 3 and Week 10, David became 

stronger at performing all three exercises. In particular, David's sfrength on the 

45° leg press increased by 50%, 

David's Identification with Me 

Although I have presented David's life history in the final study of this 

thesis, it was the first one that I did. On reflection, and in comparison to the other 

life histories, this one was perhaps the most challenging for me to undertake. On 

many levels, this life history was virginal ground for me. The study represented 

the first time I had had extensive involvement with another adult with cerebral 

palsy, the first time I had taken life history data, and the first time I had applied 

psychodynamic theory to interpret another person's stories. I shall discuss the first 

of these issues throughout this part of the life history. With regard to the latter two 

issues, I improved my ability to interview people and inteipret their lives through 

supervision and extensive reading. 

One prominent feature of this life history, to which I have only made scant 

reference thus far, and which made it more challenging for me, was David's 

identification with myself, an adult male with cerebral palsy. I was not aware that 

he was identifying with me until late in the 10-week programme. As I have 

alluded to, on reflection, this identification started on the first day we met, when 

he asked me whether I had a girlfiiend. In supervision, I discussed many of 

David's comments during the interviews and fraining sessions, as well as my ovm 

feelings about David. Because I did not identify with David, I was possibly 
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resisting his identification with me. Although we both have cerebral palsy, I did 

not perceive us as being similar in other ways. 

David's identification with me seemed evident during the interviews. He 

frequently used the term, "y'know," and phrase, "Y'know what I mean?" His 

repeated use of the words, "we," and, "us," seemed to indicate that he thought that 

he and I, he and other people with cerebral palsy, or he and other people with 

disabilities shared characteristics and experiences beyond that of the disability. 

D: Oh well, I mean, me and you, we're still searching, we're like, we are both 
about the same age, y'know, so I mean, once we get married, I think we'll 
stop scratching our heads too, y'know. 

The identification was also present in his response to my question regarding the 

rapport he had with the trainers. 

D: It's good, y'know, like [pause] everyone is different, Y'know what I 
mean? So you, you play the field, Y'know what I mean? You gotta know 
how, what to say, and what not to say to a particular person, and after it's 
you and me. You know how to do that by now, 'Cos of our life 
experiences and stuff. 

Although David knew from our first meeting that I did not have a girlfiiend, I did 

not tell him anything more of my personal life in this regard. Therefore, he made 

the assumptions that I wanted to get married, like him, and was confused by the 

dating process. Because of his identification with me, it appears that he also 

assumed that I had similar experiences to him in my relationships with potential 

partners. 
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David's identification with me also occurred during the training sessions. 

He knew that I frained and frequently asked how my training was going. My 

responses were polite, but lacking in specific details. David often wished to know 

what exercises I did and what weights I tifted. For several reasons, the trauiers and 

I did not disclose the details of my training, I did not want to create a situation 

where David may have tried to lift a v '̂eight that was too heavy for him, which 

was exfremely unlikely given his constant supervision during training, or where 

he would lose self-esteem because someone with whom he identified was lifting 

greater weight. The trainers and I reinforced that it makes little sense to compare 

weights, when training, with somebody with a different body type and length of 

experience. Therefore, the focus of all training sessions, maintained by the frainers 

and me, was on the improvement in David's own performance. 

I did finally recognise his identification with me, but continued my 

resistance. My missing of this aspect was due to me not seeing any likeness 

between David and myself, apart from having a similar medical condition. This 

absence of a likeness, in my mind, was probably due to my abhorrence of my own 

condition; my active de-identification with others who had cerebral palsy, coupled 

with my intemalised ableism; my view that people with cerebral palsy, including 

myself, are inferior to those people who do not have the condition; and my 

detesting of my own perceived physical inferiority. It was not until a supervision 

session, late during the 10-week training programme, that I became aware of the 

fransference between David and me. Because I failed to acknowledge and 

reinforce his identification with me, David persisted in pointing out how we were 

similar. 
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Despite being aware of David's identification with me late in the trafrung 

programme, I could recollect times during the interviews where I felt fmsfrated 

with David, because he would not elaborate on information. The basis for his 

failure to expand appears to have been that he believed I knew what he had 

experienced, because I, too, had cerebral palsy. At times, I felt hesitant at probing 

further, because I felt that I was expected to know what he had experienced. At 

these stages in the interview, I explained to him that sometimes people could have 

a range of experiences, even given that they may have the same medical 

condition. This approach allowed me to avoid self-disclosure at points where it 

may have been harmful to David, and enabled David to discuss some of his 

experiences in greater depth. Although protecting David, my approach also 

protected me. It meant that I did not have to confront my own issues, and, more 

importantly, I did not have to confront them in front of another person with 

cerebral palsy. To do so, would have meant that I would have been identifying 

with David, a situation that I was keen to avoid. 

Having become aware of David's identification with me before the final 

interview, I had the opportunity to ask David what it was like for him to be 

involved in a project where he was being researched and trained by a person with 

cerebral palsy. His response revealed, once again, his identification with me. 

D: It's been good. It's been good because, um, y'know, [pause] we 
understand each other, y'know what I mean? We understand our 
limitations. It's like we help, y'know, it's been a helping curve for both of 
us, y'know like you've got your limitations and I've got my lunitations, 
and we both accept it, y'know what I mean. Even though it might be 
smaU, still limitations um it's, it's good that someone, someone out there 
is doing something for CP, finally, y'know what I mean. 
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This exfract is perhaps the most profound in the level of identification that David 

had with me. David's life was full of people who did not understand him. I 

represented one person in his life who could show that I understood. Despite 

being able to show I understood, my own issues timited my ability to demonsfrate 

empathy. 

Later in the interview, I had an opportunity to ask him what he had leamed 

from me, if anything, David's response was interesting in that he did not identify 

anything, but reinforced what I should have leamed from him. In the response, he 

also paid a compliment to me. Given the level of identification and the narcissistic 

features of his personality, however, he was probably paying himself the 

compliment. 

C: If anything, what have you leamed from me? 

D: [Deep breath.] If anything [pause], y'know, we talk about, discussion 
about CP, y'laiow, and the limitations and that, this, that, this [pause]. I've 
leamt from you; you've leamt from me that nothing's impossible. That's 
the thing, y'know. I believe that you, you're going to do it, y'know. 
You're bloody sfrong mate. It's been good, y'know. 

David also identified, but to a much lesser extent, with one of the frainers, who 

was older than David, and married. The identification was probably due to the 

frainer being at a point in life that David desired. 

D: Like, y'know we mainly talked about his holiday and what he wants to do 
in the future and, y'know that, y'know, I'm thinking of doing the same 
sort of thing you know. 
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til speaking about his future ambitions, David's messianic self-view was evident 

in his descriptions of his personal and professional goals. On a personal level, he 

wished to get married and to have children. He dreamed of having two children of 

his own, but also wanted to adopt a fiirther two children. His reasons for wantuig 

to adopt children could be interpreted as his desire to heal his own past. 

D: I always thought I want to give someone that hasn't had a good start in 
tife, a good start. Y'know what I mean? Because I've been through it, 
y'know. I've been through quite a bit. Y'know what I mean? Like 
stmggle, stmggle, stmggle. I don't know, I'm still stmggling, but, y'know, 
I'm going to come to the point where, y'know, I'll get there. 

On a professional level, David wanted to achieve in the information 

technology indusfry. The extent and manner in which he wishes to achieve, 

however, seemed ambitious given his poor academic performance generally, as 

well as specifically with technology-related subjects (i.e., his performance at 

TAFE). In the following quote, David's messiaruc self-view and his desire to heal 

his own past came through once more, this time as compensation fantasies 

(fantasies in which people compensate for their perceived inferiorities). 

D: Be someone that's successful in there and giving, y'know, people with 
disabilities a go, y'know. Oh, one of my goals is to open up a company 
and hopefully, y'know, get people with different types of disabilities, not 
just CP, y'know, working as a team in a building, y'know. Giving them 
opportunities, y'know, because I believe that we can do it, y'know what I 
mean? 

Summary and Reflections on David 

David's tife has been characterised by an inability to demonsfrate 

competence in a number of settings (e.g., education, physical, social) and by 
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significant others in his life (e.g., his father) emotionally abandorung him. This 

inabitity to show competence contributed to his development spfralling 

dovmwards into periods of depression, which included two suicidal gestures. 

When I met David, he seemed to be stmggling with the nuclear conflict of 

intimacy versus isolation (Erikson, 1985). David had made numerous attempts 

throughout his adolescence and young adulthood to become connected with 

others, especially young women with whom he wished to form romantic 

relationships. Seemingly emanating from his lack of competence, generally, and 

his difficulties with developing close relationships with others, specifically, were 

the narcissistic features of David's personality. These features allowed David to 

cope with the disappointments he experienced throughout his life. 

Central to this case was David's sexuality, and its connection to his 

cerebral palsy and, more specifically, his ability to walk. David felt that, if he 

were able to walk, then his prospects of having romantic relationships would 

dramatically improve. The importance of physical activity to David was closely 

associated with this relationship between sexuality and walking. By performing 

physical activity, David was able to maintain the hope that he may be able to waUc 

again, and, through walking, he was confident in his ability to atfract a potential 

tife partner. 

The weight-fraining programme seemed to serve at least two purposes in 

David's tife: it was a vehicle for self-improvement towards his goal of attractuig a 

tife partner and it was a new source of narcissistic suppties. There was little 

movement in the scores on the measures of HRQL and psychosocial fimctioning, 

which probably could be attributed to David's attempts to suppress his emotions. 
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David seemed to benefit from the programme, however, through demonsfrating 

competence physically and through being freated in a positive way by the frainers 

and me. These features of the programme were relatively absent from David's 

tife. 

A significant aspect of this tife history was David's identification with 

me. He saw a narrow part of my life, but a part in which I could be perceived as 

successful. This identification began from our first meeting and continued 

throughout the interviews and training sessions. I was typically fiiistrated when he 

referred to "us," but did not recognise that he was identifying with me until this 

issue was explored during supervision late in the programme. 

Through working with David's life history material, however, I have 

become more empathetic with him. David wished to form the intimate 

connections that are characteristic of the young adult stage of psychosocial 

development (Erikson, 1985), but was finding it difficult to do so in the face of 

issues connected with his cerebral palsy, the consequence of which was social 

isolation and self-absorption, 

Tim's Life History: Turning Toward Disability 

Meeting Tim 

Tim was recmited for Study 1 through a day service provided by a major 

disability organisation in Victoria. Tim indicated, through the Study 1 

questionnaire, that he was wilting to participate in further research. 

The purpose of the day service, which Tim attended, was to assist people 

with disabilities to make the transition from school into adulthood. An indoor, 

warm-water aquatic programme was one of the activities that the day service staff 
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offered. The programme lasted approximately 10 weeks and was conducted four 

times per year. Because a one-to-one, staff-to-ctient ratio was requfred for safety 

and to assist the involvement of people with a range of intellectual and physical 

impairments in this programme, few clients were able to participate (typically 

only two to four clients participated per programme). 

This aquatic programme afforded me the opportunity to conduct research 

with a person who had cerebral palsy in a naturally occurring exercise setting. I 

asked the manager of the day service if there was anyone who was to be included 

in the next programme who would be a suitable person for my research. Tim was 

to be involved in the next programme and, because he had had minimal 

involvement with physical activity through his life, I asked him to be involved in 

the research, to which he agreed. 

Our first meeting was at the day service he attended. The severity of Tim's 

cerebral palsy meant that he used an electric wheelchair for mobility. We used a 

staff office to meet, to complete the questionnaires for this study, and to conduct 

the first, and subsequent, interviews. Tim had a cold that day, which seemed to 

have an adverse effect on his energy levels. 

Although Tim said that he was able to read and write, he asked me to read 

the questions and to record his responses on the questionnaire. This act was 

significant, because Tim had a long history of requesting assistance from others 

for simple tasks. Just as he had with other people in his life, Tim asked me for 

help on activities that he could do himself I shall discuss this topic during my 

presentation of Tim's life history (see Extra Assistance). 
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This life history was, perhaps, the most challenging for me in terms of 

obtaining rich stories upon which I could base my interpretations. Although a 

willing participant, Tim seemed guarded in the brief responses he gave to my 

questions. He frequentiy answered my questions with "I don't know," or "I can't 

remember." Tim's apparent reluctance to expand on his stories possibly indicated 

that he had a relatively low level of self-reflection. He did not expand on stories 

that were positive experiences in his life, nor those that seemed to evoke negative 

emotions. In this tife history, I relate and interpret the stories that Tim told me, 

and state the situations when I encountered reticence. 

Learning to Walk 

Tim leamt to walk independently at the age of six. Tim's father was 

instmmental in helping his son walk. Tim seemed to have a close relationship 

with his father, which I explore further later in the life history (see Parents and 

Girlfriend: Understanding Tim's Current State). At home, Tim's father regularly 

had him walk around the perimeter of their property. When Tim was speaking 

about gaining the ability to walk longer distances, he seemed proud of what he 

had accomplished. Over time, Tim increased the number of laps of the section he 

would waUc, until he was performing 50 laps of the property, which was a total 

distance of about two kilometres. 

Going to School 

Tim spent his school years attending both mainstream schools and schools 

for people with disabtiities (special schools). His time at primary school 

corresponded with a time when Govemment policy promoted segregation of 

students with disabilities from their able-bodied peers. When Tim started school 
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he attended a mainstream primary school on two days a week, and a special 

school on the remaining three days a week. Given Tim's experiences of both 

mainsfream and special schools, I asked him to contrast these two environments. 

C: Can you tell me about the differences between the mainstream and the 
special schools? 

T: Well, stuff that I used to do at the mainstream school was probably a little 
bit harder than the one I used to do at the special school. 

Before commenting on the content of this interaction, I will discuss Tim's answer 

as an example of Tim's responses to my requests for stories and information. The 

brevity of this answer was typical of his responses during the three times I 

interviewed him. Although this style of responding could have been indicative 

that I had not developed adequate rapport, the consistency of the brevity, during 

the 10 weeks over which I met with Tim, may suggest an altemative explanation. 

Even when I spoke with him on topics that interested him (e.g., music), his 

answers remained brief Tim's style of responding may have been a consequence 

of the environment in which he had developed. A substantial portion of Tim's 

time was spent with other people with disabilities. The majority of Tim's fiiends 

were people with whom he went to the special school, and with whom he was 

now at the day service. Many of these people had intellectual impairments as well 

as, or apart from, physical disabilities. The restricted intellectual capacities of 

some of these people may have reduced Tim's opportunities to develop 

conversational skills. Tim's acquisition of these skills may also have been 

restricted in his home environment. Although Tim was the third of four children, 

there were large age gaps between him and his older brother and sister (i.e., 10 
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and 7 years difference, respectively). This large age gap may have meant that Tim 

behaved lUce an older child, rather than the third child in the family (Adler, 1932), 

which may have resulted in Tim not competing with his older siblings. Tim's 

development may also have been restricted through associating more with his 

brother, who was three years younger and also had physical impairments, than 

with his older siblings. 

The "stuff that Tim perceived was harder at the mainstream school 

referred to the school work, Tim was ambivalent towards the exfra challenge of 

the work at the mainstream school, and seemed to have preferred the work he was 

required to perform at the special school. The work at the special school was less 

intellectually demanding, Tim could be more industrious, and show competence 

far easier, at the special school. Whereas the work at the mainstream school was 

sfressflil for Tim, he experienced positive reinforcement at the special school, 

Tim's ability to perform the work at the special school seemed to lead to a sense 

of being able to be effective in the school environment, and to him persisting 

more with the work, 

A further reason for Tim preferring the special school was that he had 

more fiiends at this school. Although Tim had friends at the mainsfream school, 

he formed closer friendships with children at the special school, I was interested 

in the differences in Tim's social experiences at the two types of schools, but Tim 

was reticent in his responses to my questions. 

C: Why do you think you had closer fiiendships at the special school? 
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T: I don't know, don't know. Like the friends that I had at the special school 
were easier to get along with, 'cos they've got like they had a disability 
like I've got. 

C: So what made them easier to get along with? 

T: Um, I don't really know. Um, don't know, yeah, I don't know, yeah. 

Seemingly due to his cerebral palsy, Tim had different experiences with his 

classmates at the two types of schools. Tim seemed to identify more strongly with 

his classmates at the special school. Tim's reticence, however, meant that I was 

unable to ascertain more information about his experiences at these schools. His 

preference for associating with his classmates with disabilities may signal that 

Tim had difficulties relating to able-bodied children. As Erikson (1985) stated, the 

latency stage can be socially divisive, in that some children leam that factors other 

than their ability to be industrious may determine their worth. Tim was stmggling 

to be industrious, and his cerebral palsy may have exacerbated his difficulties. 

Tim may have developed a sense of inferiority in his dealings with able-bodied 

children. This sense of inferiority may have increased his preference to associate 

with children with disabilities, in whose company he could develop a sense of 

competence, and, perhaps, even a sense of superiority. In comparison to the other 

children at the special school, Tim may have had greater physical fimction (he 

could walk, whereas many of his classmates may have used wheelchairs) and 

intellectual ability (many of his classmates had intellectual impairments). 

Swimming at School 

While at the special school, Tim started to swim. Tim was able to 

demonstrate competence in the water, and found swimming fun. On two 
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occasions, Tim competed in school swimming carnivals, and was successful in 

winning ribbons in backstroke and breaststroke. Tim, however, could not expand 

his story on these experiences, and could not remember why he stopped 

swimming. It seems unusual that Tim stopped engaging in an activity that he 

loved and in which he was successful. Perhaps significant others fri his tife made 

the decision for him, because they did not have the resources or time to assist him 

to continue swimming. 

Apart from swimming and walking, Tim did not participate in any other 

physical activities during his childhood. He did not give any reasons for his non-

participation or tell any stories of failed attempts to be involved with physical 

activity. 

Loss of Function 

At about 14 years of age, walking became increasingly difficult for Tim, 

Pressure had developed on his spine, which meant that walking became painful, 

and he lost his ability to walk, Tim needed surgery to release this pressure. 

Following the operation, the prognosis for walking was poor. The consequences 

of not having the operation, however, were undesirable. If he did not have 

operation he would lose his ability to walk again and would not be able to confrol 

his bowels. Given these altematives, Tim had the operation. 

Although Tim's competence at being mobile reduced with the loss of his 

ability to waUc, his independence increased through the use of an electric 

wheelchair. Tim had previously been using a manual wheelchair for long 

distances, which required another person to push the chair. Through using an 

electric wheelchair, Tim was able to be mobile on his own. This gain in 
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independence, however, did not compensate for the lack of ability to walk. As I 

shall describe later in this life history, the ability to walk had meaning beyond the 

mobility that Tim gained through his use of an electric wheelchair (see The Drive 

to Walk). 

When I Grow Up 

During his adolescence, Tim's growth was retarded. Tim's hydrocephalus 

when he was young, which he had in addition to cerebral palsy, may have 

contributed to his stunted growth. He needed growth hormone injections to 

continue growing. 

T: I used to actually be a little shrimp, because, yeah, I wasn't growing on my 
own. That was one of the reasons that I wanted to have the growth 
hormone injections, because I wanted to be able to drive one day. 

Tim's wish to get a car ticence and to drive was the manifest reason why he 

wanted growth hormone injections, and also emerged as a primary motivator for 

him to regain his ability to walk. Driving a car and walking were two issues that 

were prominent in Tim's present functioning. Before discussing these issues, 

however, I shall continue with a chronological presentation of Tim's life. 

Early High School 

Tim's recaU of his experiences at high school was also quite limited. As 

with his primary education, Tim attended both a mainsfream high school and a 

special school. Tim's descriptions of his experiences at these schools were similar 

to those of his time at the two types of primary schools. That is, he had more 

fiiends and the work was easier at the special school. 
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T: So, when I finished year 10 (aged 16), I went to special school fliU time. 

C: Did you prefer going to the mainstream school or the special school? 

T: Yeah, (I liked) the special school, 'cos it was a bit easier and the workload 
wasn't as sfressfiil 

From the limited amount of information that Tim provided, it seemed that he was 

stmggling to perform academically at the mainsfream high school. This challenge 

to Tim's demonstration of competence may have contributed to a restriction of 

Tim's development, and to an increased sense of inferiority. The sfress that Tim 

spoke about in the last dialogue was alleviated through becoming a full-time 

student at the special school for his final two years of high school. This switch 

from being a part-time student to being a fliU-time student at the special school 

may have resulted in him reappraising his competence. Being a full-time student 

at this school meant that Tim could gain a sense of superiority through his 

completion of easier work, and through favourable comparisons with the 

academic ability of his peers, many of whom were intellectually impaired. 

Relationships and Sex 

Tim had several girlfriends throughout his adolescence, whom he met at 

the special school and, later, the day service. When he was 15, Tim's girlfiiend at 

the time, who was two years older than him, asked him for sexual contact. 

T: She asked me, (and) I just said, "No," 'cos, I mean at that stage, like when 
she did ask me, though, we were together, but I mean I was only bloody 15 
years old then. 

Tim attributed his unwillingness to engage in physical intimacy, with his 

girlfiiend, to his young age. Although this explanation seems understandable, Tim 
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provided little further information that would allow for a more in-depth 

interpretation. 

Extra Assistance 

Following Tim's last two years at the special school, he started going to 

TAFE, for two and a half days per week, and attended the day cenfre for a further 

two and a half days per week. Tim was emoUed in a course that focused on 

literacy. He was able to undertake the course with the assistance of a note-taker. 

Going into his third, and final, year of this course, Tim had the benefit of having 

the same noter-taker as he had worked with during the previous year. Tim's 

teachers, however, complained to the staff member who organised note-takers that 

the woman who helped Tim was providing him with more assistance than she 

should. 

C: When you said that the teachers thought your note-taker was too verbal 
with you, what did you mean by that? 

T: Like instead of, basically, me telling her what to write, which is what I 
should've been doing, and I was, but as far as some of my teachers were 
concemed, she was sort of telling me what she had to write, so yeah. 

C: So your teachers thought that she was doing the work for you? 

T: Yeah, basically, yeah. 

This story reflected my experiences with Tim when we were completing the 

questionnaires. That is, Tim seemed to have got his note-taker to do tasks that he 

was required to perform, just like he had me assist him to complete the 

questionnaires by reading the questions and recording his responses. Tim 
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expressed fondness for this note-taker, which seemed to be partially based on her 

willingness to help him to do activities that he was meant to do for himself 

Tim seemed to experience difficulties during this final year of the course. 

His note-taker was removed from working with him, and was replaced by other 

note-takers. Tim found this situation disheartening, because the replacement note-

takers regularly missed classes. Through not having the assistance of someone 

with whom he had developed rapport, he could not be as effective as he had 

previously been. An additional difficulty was that he increased his hours at TAFE 

with the addition of a drama class. 

I ended up at TAFE four full days (a week) and that was getting a bit too 
much, as well I was getting a bit too tired,,, , Yeah, and I was starting to 
get a bit bored with (the course) towards the end too. 

Why was that? 

I don't know, just yeah, just did I s'pose, I don't know. 

This exfract is another example of Tim's reluctance to expand on his stories. It 

might also reflect a relatively low capacity for self-reflection. Tim provided 

sufficient information, however, to offer some interpretation of what happened 

during Tim's third year at TAFE. Without his favourite note-taker, it seems that 

Tim stmggled to be as effective as he was when she was there helping him. 

Without the regular support of note-takers, Tim could not demonsfrate 

competence, in the way he had done during the previous two years. The stress of 

the situation seemed to have manifested itself in depressed mood and fatigue. Tim 
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handled this situation through leaving TAFE before he had firushed his course, 

and continuing his literacy studies at the day service he attended. 

It was difficult to establish the significance of the drama course during 

Tim's third year at TAFE. Tim seemed to rationatise that his difficulties in the 

literacy course, and his tiredness, were due to the change in note-takers and to the 

exfra time he was spending at TAFE. Some of this extra time was spent in drama 

class. In the class, Tim and his peers were rehearsing a play based on 

Shakespeare's A Midsummer Night's Dream. Talking about this experience was 

one of the few times when Tim expressed anger during my time with him. 

T: But we never ever got to bloody do the play, because half the cast never 
tumed up to the class [angrily], 

C: How did that make you feel? 

T: A bit pissed off, 'cos I was looking forward to it, and all the bloody hard 
work that I put in. 

C: And then you didn't get to do the final production? 

T: No. 

C: So what character were you? 

T: Um, I can't remember now. 

Tim's last response was surprising to me. After telling me how important the 

production was to him, Tim could not recall what character he played. It seemed 

like Tim had exaggerated his input into the drama course to rationalise his 

tiredness and his lack of performance in the literacy course. Tim's reticence. 
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however, means that I cannot offer a richer interpretation of the meaning of the 

play in his life. 

Lack of Physical Activity 

Tim's tfredness, during his third year at TAFE, could have been due, in 

part, to his lack of physical fitness. In his early 20s, Tim participated in few 

physical activities. Tim used his electric wheelchafr for mobility and practiced 

walking infrequently. Other physical activities in which he was involved were 

bocce and swimming. Tim played bocce once a week, with other people who had 

disabitities. Bocce was a social activity for Tim, who participated with some of 

the other clients of the day service he attended. In physical terms, bocce was a 

relatively easy activity for Tim to perfomi. He was able to throw the bocce balls 

from sitting in his wheelchair. In terms of swimming, sometimes he would visit 

his best fiiend, who had a swimming pool in his backyard. At his fiiend's home, 

he was able to resume, albeit infrequently, a physical activity that he had enjoyed 

as a child. 

T: I haven't been over there for a swim for a while, but sometimes if it's hot 
enough when I go over there, I take my bathers with me and we go for a 
swim. 

C: So how did you get on in the water? 

T: Well, they've got a life jacket that he used to use, but he doesn't need it 
anymore. So his Mum just lets me borrow it, and if I've got something like 
that then I'm usually pretty right in the water on my own. 

I met with typical reticence when I tried to leam more about his best friend. They 

had met at school, and, at the time I met Tim, were going to different day services 

for people with disabilities. Tim had not seen this friend for a long while, but 
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occasionally spoke with him on the phone. When they did see each other, they 

frequently played video games. Apart from the occasional swim, Tim did not 

seem to participate in any other physical activities with his best fiiend. 

The Drive to Walk 

When I met Tim, the challenge of walking was one of the main issues he 

was facing. During the interviews, Tim often spoke about his desire to walk again. 

Following his medical operation when he was 14, however, Tim's doctor gave 

him a slim chance of walking again, if he did not walk within two years of the 

surgery. 

C: When I was bom (the doctor said) that I wouldn't be able to walk, but I 
proved them wrong. I started walking when I was six-and-a-half years 
old. So I could prove them wrong again. I just don't know when. 

The sentence I have italicised sounded somewhat vengeftil and aggressive. 

Possibly Tim saw his doctor as someone who was denying him the chance to fulfil 

his goal of walking. Instead of encouraging him in his attempts to walk, medical 

practitioners were pessimistic about his chances of regaining this function. Tim 

seemed to find it difficult, however, to articulate what regaining the ability to 

waUc would mean to him. Tim displayed ambivalence toward waUdng. In one 

respect, he valued waUdng without needing physical support (e.g., from a walking 

frame). In another respect, however, Tim typically avoided opportunities to 

practice his walking. 

C: At which times, in your life now, do you wish you could walk? 
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T: Well, I know it's still possible to get my (car) licence [pause]. Like, that 
was one of the things I wanted to do, like when I was walking, I wanted to 
get my licence, which I know I probably still can, and one day I'm going 
to go for it. 

At a superficial level, waUdng independently (without physical support) would 

mean that Tim would be able to drive a car more easily. Although cars can be 

modified to meet the needs of drivers with disabilities, Tim wanted to drive 

regular cars to save on expense and to be able to drive his parents' cars, Tim 

seemed to be displaying the ambivalence that adolescents typically display ui that 

he wanted independence from his parents, through driving a car, but still 

manifested dependence on them, through wanting to use their cars. 

Possibly Tim was still trying to resolve the conflict of the locomotor-

genital stage (Erikson, 1985), initiative versus guilt, Tim's initial attempts at 

walking were delayed, with Tim not being able to walk independently until he 

was six years old. His less than successful attempts at walking may have led to 

feelings of guilt that he could not control his body properly, and to unintended 

outcomes, such as tripping or falling. As an adult, Tim seemed to be trying to 

show iiutiative. Although other mobility options were available to him over long 

distances (e.g., having his Dad drive him, hiring a taxi), they involved dependence 

on other people. Using other people's assistance in transportation may have led to 

feelings of guilt that he was not able to do this task for himself Tim, however, 

seems to have become reconciled to dependence on others and encouraged others 

to help him. 

Tim seemed to view the solution to this conflict as being able to walk 

independently again. Tim, however, typically did not walk at home and avoided 
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practicing at the day service. In many ways he seemed like a typical adolescent 

stuck in ambivalence. 

C: Tell me the sorts of things you are doing to try to walk uidependently. 

T: Well, when I can, and when one of the staff are available to help me, like, 
I go for a waUc, just up and down the corridor here on the walking frame, 
and also I've started doing a bit of waUdng in the swimming pool. 

C: What about at home, do you do any waUdng at home? 

T: No, no. 

C: Would you like the opportunity to do more walking? 

T: Well, I suppose it's really, when I want to go for a walk here (at the day 
service), really it is up to me. I've just got to get myself to find a staff 
member that is available and ask them, but I'm just a bit bloody too lazy, I 
keep forgetting, 

Tim's "forgetting" to practice walking suggested that there may have been 

unconscious processes that prevented Tim from asking for assistance to waUc, and 

from practicing on his own. Although Tim wished to walk, it seems that 

practicing was too challenging for him. Walking was difficult, because the 

muscles in Tim's legs were atrophied, and his cerebral palsy meant that he could 

not move his legs in a coordinated manner. The slowness of his progress with 

walking, and the discomfort Tim experienced while trying to move his legs and 

bear weight must have been fmstrating for him. During the times when he was 

practicing, his goal of walking without the need for physical assistance must have 

seemed a far away dream. 



341 

T: Well, I would (do more walking), but the hard [Tim accentuated the word, 
"hard"] thing about it is [pause] every time I get the idea in my head to go 
for a walk, I go up to ask, like, ask one of guys (day cenfre staff members), 
but they just seem busy. So I don't bother, and I don't want to bother tiiem 
if they're busy. 

C: Yeah. It's really busy around here isn't it? 

T: Yeah 

My observations, from my visits to the day service, were that the staff were 

constantly involved in dealing with the needs of clients. The staff seemed to have 

time for their clients, but they were constantly occupied with clients and their 

issues. I could see how Tim got the impression that they were regularly busy. If he 

had asked them for assistance, however, it seemed that the staff would have spent 

time helping Tim into a walking frame. The apparently, consistently busy staff 

gave Tim justification for avoiding the punishment associated with practicing 

walking. 

Parents and Girlfriend: Understanding Tim's Current State 

When Tim told stories that involved his parents, it seemed as though they 

frequently freated him like a child, which fmsfrated him, A prominent concem 

was his relationship with Natasha, who had been his girlfriend, on and off, for six 

years, Natasha lived in a residential unit for people with disabilities, and, because 

she did so, she did not have much money to spend after paying rent. During the 

weeks when I was visiting Tim, Natasha ran out of credit on her mobile phone, 

and did not have sufficient money to purchase more. Tim purchased more credit 

for her phone, but told his father that it was for his phone. Unfortunately for Tim, 

the credit on his own phone ran out two days later, which required another 
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purchase of credit. When Tim's parents found out what Tim had done, they 

disapproved of his actions. 

T: (When I ran out of credit on my phone, I thought,) "Oh shit, what am I 
going to do?" And then, yeah, my Mum and Dad had a go at me. So yeah, 

C: What did they say to you? 

T: They basically said that I shouldn't be doing that, which I know. / know 
theoretically it is wrong, but I like to help her when I can. And I know, 
because (she) lives in a (residential unit) she can't really afford (to buy 
credit for her phone), because she's gotta pay for the rent on her room and 
everything like that. And my mum said to me that if she can't afford it, she 
shouldn't have a phone, but I don't (think she should go without a phone). 
I think that seems a bit unfair saying something like that. 

In this story, Tim's parents seemed to treat him like a child, and he responded in a 

fashion that was consistent with this infantilisation. Tim initially lied to his 

parents to deal with the anxiety of doing something that he thought his parents 

would dislike. His parents' reaction to Tim was to scold him for wasting his 

money on his girlfiiend. As I will comment shortly, Tim's mother did not seem to 

like Natasha, which goes some way to explaining her criticism of his actions. 

As I have italicised, Tim thought his actions were "tiieoretically wrong." I 

asked Tim what he meant by this statement, and he said that he did not know. In 

confrast to his "not knowing" elsewhere in the interviews, Tim seemed genuinely 

not to know what he had done wrong. After telling me that he did not know why 

his actions were theoretically wrong, Tim proceeded to tell me that he thought his 

behaviour was acceptable. Tim seemed to have accepted his parents' standards at 

a vague "theoretical level," but did not know the reasons why those standards 

existed. 
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C: How does that make you feel when your parents talk to you lUce that? 

T: I'm a bit pissed off and upset, . . . I basically was in tears the other day 
when they had a go at me. 

C: Tell me what was going through your head. 

T: I thought to myself, "Not this crap again. " Like, basicaUy the reason why 
I told that little white lie (was) so I wouldn't get in trouble. But I mean I 
tell a tie (and) I get in trouble. I tell the tinth (and) I still get in frouble. I 
can't bloody win. 

Tim's finstration with being treated as though he was much younger than his 24 

years came through clearly. The words in italics suggested to me that this parental 

behaviour was the norm, rather than the exception. I pursued this idea further in 

my questioning, and Tim said that he sometimes felt like his parents treated him 

like a two-year-old, and were overprotective of him. Questioning Tim about other 

occasions when his parents had been overprotective, however, met with reticence. 

Although there had been other times when Tim felt his parents had been 

overprotective, he was reluctant to speak about them. 

Being frequently treated like a child by his parents, Tim sometimes 

behaved in a way that was consistent with how they perceived him. Evidence of 

this behaviour came from him speaking about his parents and girlfiiend. Tim 

provided a rather deflective response when I asked him to speak about his mother. 

C: Could you tell me a bit more about your mother? 

T: Well, I suppose she works two days (per week) in a school canteen, and 
sometimes she brings home food and that. So that gets me out of making 
my lunch sometimes. So I enjoy that. 'Cos (it) depends (on) what she 
brings home. If she brings home something nice I'll pack it in my lunch 
instead of making my sandwich, 'cos I actually have to make my own 



344 

lunch now. Yeah, which I don't mind doing, but sometunes I get sick of 
it. 

Although Tim may have desired to be independent, relying on others was often an 

easier path for him to take. In the previous exfract, Tim described a situation 

where he tried to avoid taking responsibility for himself Tim seemed to prefer 

other people doing tasks for him, and, in this sense, avoided chores and physical 

activity. When his mother did not bring food home for him, he often bought his 

lunch instead of making it himself Tim told me little more about his mother, 

which was a further example of his reticence. After Tim's initial response to my 

request for information about his mother, he did not seem to have anything to add. 

Tim seemed to be avoiding speaking about emotional material. I asked Tim 

whether he loved his mother, and received an ambivalent response. 

C: Do you love your Mum? 

T: Yeah, sort of yes, sort of no, if you know what I mean. 

C: Can you explain what you mean by that, please? 

T: Yeah, as I said, I do, because I know you 're supposed to love your mother, 
but I don't love her, because of the way she treats (Natasha) sometimes. 

C: How does she treat (Natasha)? 

T: She's just like, as I said, when she rings me (Natasha) said, "Is (Tim) there 
please," and as far as my Mum's concemed she doesn't say please, when I 
know for a fact (that) she would say please. 

C: What else is it about (Natasha)? Is it only the fact that she doesn't say 
please? 

T: Yeah, I think so, yeah. 
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Tim's mother's disapproval of his girlfriend was hard for him, and may be 

interpreted as an Oedipal story. Tim's mother did not seem to like Natasha, 

ostensibly because she thought that Natasha did not use manners, and expressed 

this dissatisfaction to her son. fri essence, Tim's mother may have perceived that 

no woman was good enough for her son except for her. Because his mother did 

not seem to like Natasha, Tim, in retum, appeared to have withheld some of his 

love for his mother (italicised). For Tim, this one aspect of the mother-child 

relationship appears to have overshadowed other aspects of their relationship. 

This narrow view of his mother is further seen, in this dialogue, where Tim 

provided no examples of when he loved his mother, and one example of when he 

did not love her. 

Tim seemed to enjoy the relationship he had with his father. Tim's father 

rarely spoke about Natasha in negative terms and, most importantly, did a lot for 

him. 

C: TeU me about Dad. 

T: Yeah, my Dad looks after me pretty good. 

C: You're pretty close to your Dad, aren't you? 

T: Yeah, fairly close, yeah. 

C: Do you love your Dad? 

T: Yes [he answered this question quickly]. 

C: What do you love about your dad? 

T: I don't know, he just spoils me [he said enthusiastically]. 

C: How does he do that? 
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T: He just does, say, for example, in the momings, I can dress myself, but I 
can't put my shoes on. So he does that for me, and yeah he does other stuff 
as well. He does so many things to spoil me that I can't remember them 
all. 

Befrig "looked after" and "spoilt," although sometunes existing between two 

mature adults, typically feature more often in relationships between adults and 

children. There was a sense in this dialogue, and the stories that Tim told about 

his mother, that he enjoyed other people doing things for him. 

The pattem of behaviour between Tim and his father was probably 

developed from infancy and childhood. Such pampering of children can lead them 

to have more intensified feelings of inferiority (Adler, 1932/1979). In Tim's case, 

his feelings of inferiority may also have been intensified through having cerebral 

palsy. Tim's behaviour suggested that he had been pampered in infancy and 

childhood, as well as in adulthood to date. That is, he tended to depend on others 

to develop solutions to his problems, or to do tasks that would have a determining 

influence on him. Examples of this dependency include getting his note-taker at 

TAFE to provide him with answers and having his mother bring home his lunch. 

A further example is his reaction towards his father buying a new van that would 

accommodate his wheelchair. Tim said that before his father bought the van, he 

was considering leaving home in the following two years. Tim rationalised that if 

he did leave home, his father would have wasted his money buying a new van. 

He, therefore, decided to remain living with his parents. Given his pattem of being 

dependent on other people, Tim may have had no real plans to move out of home 

in the first place. Once Tim's father bought the van he may have refroactively 

believed that he had plans to be independent, but now could not go through with 
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them and have his father waste his money. This retroactive constmction of a plan 

for independence served at least two purposes: Tim could believe that he was 

thinking about, and planning for, the fiiture; and he could believe that he was 

noble for considering his father, and how much money he had spent. 

C: Where does your Dad take you in the van? 

T: Well, he takes me to bocce, and basically he takes me wherever I need to 
go when I want to take this wheelchair, 'cos otherwise, if he doesn't, I'll 
have to pay for bloody taxi fares, and that can be a bit expensive. 

This story encapsulated Tim's dependency on his parents for expenses and 

fransportation. Although Tim received an income from the Govemment for people 

with disabilities, he preferred to rely on his parents to pay his transportation costs. 

Tim's apparent comfort with his dependency on other people seemed to be greater 

than his need for independence (e.g., hiring a taxi to go places), 

Tim and Natasha's relationship resembled a childhood romance. They 

rarely saw each other away from the day service, spent their time together talking, 

and engaged in little physical intimacy (nothing more than holding hands or Tim 

kissing Natasha on the hand). This situation was comparable to children 

romantically involved at primary school, who see each other only during 

playtimes, chat with each other, and may hold hands and, if unseen by others, 

kiss. On this basis, however, Tim had decided that he would like to marry Natasha 

one day. 

C: What is it about (Natasha) that you tike? 
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T: Oh, I don't know, she's basically, I don't know. I just like her because 
she's nice (and) she'll do anything for me that she can, which is something 
that I love about her, I s'pose I'm the same with her. 

Tim did things for Natasha (e.g., purchasing phone credit for her), and this 

support was reciprocated. I tried to find out more about this loving relationship, 

but was met with either reticence or an actual inability to elaborate on what he had 

said. 

The Day Service 

During this research programme, I visited Tim's day service on numerous 

occasions. I initially went there to recmit participants for Study 1, and later 

retumed to interview Tim and to assist him in completing questionnaires. In 

confrast to many of the service's clients, who had intellectual impairments and 

were demanding on staff members' time, Tim was quiet and did not need constant 

supervision. Each day he was involved in programmes, including literacy, 

woodwork, going out into the community, and the warm-water aerobic 

programme, Tim seemed to be popular at the service. From what I observed, Tim 

seemed to get along well with staff and the other clients. Many of the clients were 

people with whom Tim had gone to school, and who had been his friends for 

many years. When I asked Tim about receiving emotional support from his 

fiiends, however, he mentioned two staff members at the day service, 

C: Are there any of your friends in whom you can confide? 

T: Probably, well I haven't really (needed to confide in anyone) yet, but 
there's probably at least two here that I can think of, and they're actually 
staff members. 
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C: So that must be really great for you to have people around who you can 
taUf to, 

T: Yeah, yeah, yeah, 

C: What makes them special to you? 

T: I don't know, (I) just feel close to them both, and feel cornfortable talking 
to them if I have to, 

Tim's last response is a further example of his limited responding to some of my 

questions. This response, however, did not seem reticent like many of his replies 

to my questions. Tim seemed cut off from both his emotions and his thinking, 

which may suggest that there was substantial repression, A further explanation is 

that Tim could be slightly intellectually impaired. 

There may be many reasons why Tim would have chosen to speak with 

the staff members, rather than his peers. One reason is that many of his fiiends 

seemed to be operating at a lower intellectual level than Tim, Perhaps Tim 

perceived that they could not understand the issues he was confrontuig and give 

advice. 

Live on Air 

Tim wanted to be a commercial disc jockey. He had made a foray into the 

industry through undertaking a radio course at a local station, and had a small 

weekly show, in which he played his ovm compact discs and took requests, 

C: So, tell me about the show, 

T: Well, I just tike, basically, play music, take requests, and stuff, so yeah. If 
people want to either ring me or send me an SMS they can, and as long as 
I've got the song that they want I'll put it on, 'Cos, like, I use my own 
CDs. I don't use the CDs that the radio station's got. I'm allowed to take 
my own CDs, so yeah. 
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C: How do you feel about having your own show? 

T Yeah, I love it. 

C: What do you love about it? 

T: I don't know, just like maybe, I don't know, just like getting on air playing 
music (and) taking requests. 

As is illusfrated in Tim's last comment, he appeared to have low levels of insight 

into why he engaged in various activities and displayed certain behaviours. A 

further example of Tim's limited self-reflection was that he could name his 

favourite singer, but did not know what it was about her music that he liked. 

Although I have interpreted many of Tim's brief, and often superficial, responses 

to be reticence, his replies in the previous dialogue suggest that there may be 

additional explanations for this way of answering questions. Tim seemed to have 

limited conscious access to both affect and cognition. As I have previously 

indicated, repression and intellectual impairment could have affected Tim's 

responses. Repression may explain his limited ability to recall negative events, 

and slight intellectual impairment could account for some of his difficulties in 

recalling both positive and negative material. 

Through the course and working on radio, Tim developed competence in 

this area, and was motivated to persist with the radio work, Tim wished to keep 

practicing his skills, and proposed to approach a commercial station for work in 

about three years. 

The Warm- Water Aerobic Programme 

The 10-week, warm-water aerobic programme was located at another day 

service for people with disabilities. The pool was specifically designed to cater for 
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people with mobility impairments, and had features, such as steps into the pool, a 

hoist, and water that was heated to a higher temperature than that of a regular 

heated pool to limit heat loss from people with restricted movement. 

Prior to the start of the programme, Tim had been involved ui minimal 

physical activity. Tim participated in bocce during one evening per week, and had 

been involved with another warm-water aerobic programme, facilitated by the day 

service he attended, six months prior to this current programme beginning. One 

session in the water was scheduled each week, with Tim spending about one hour 

in the water each session. Tim was not involved in the first two weeks of the 

programme, because he had a cold during the first week and the pool was closed 

for repairs during the second week. In the 10 weeks, I collected data using 

measures of HRQL and psychosocial functioiung, interviews, and my ovm 

observations of Tim in the pool. 

General health and psychosocial functioning: Week 1. During part of the 

first interview, I questioned Tim broadly on the concepts contained within the 

questionnaire. Apart from having a cold, Tim did not divulge any physical, 

emotional, or functional difficulties he had been having in the previous four 

weeks. The scores on measures of HRQL, mood states, physical self-efficacy, and 

social support are shown in Table 7.2. 

Tim's scores on the measures seemed to reflect my impressions from the 

interview data that he lacked conscious access to his emotions and thoughts. Apart 

from Tim's score on the physical functioning subscale, his scores on the HRQL 

subscales represented a more favourable state of health (Hays et al , 1993) than 

many other adults with cerebral palsy (Study 1). All of these scores, however. 
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were within one standard deviation of the scores of the Study 1 participants. On 

four of the subscales, Tim scored the maximum values possible. These scores 

seemed to paint a picture that was removed from the sick and unenergetic person 

who I interviewed. Compared to the Study 1 participants, Tim experienced greater 

vigour-activity and less tension-anxiety, depression-dejection, and fatigue-inertia. 

Tim's scores on these subscales were over one standard deviation from the means 

of the Study 1 participants' scores. Tim's scores, however, did not fit with his 

presentation during the interview. For example, Tim's tiredness did not seem to be 

reflected in the mood scores. Tim also had more perceived physical ability than 

the adults from Study 1. This score also seemed inconsistent with Tim's 

appearance. For example, Tim perceived that, because of his agility, he could do 

things that many others could not do. Either Tim was comparing himself to people 

with less physical function than himself, or he had a distorted perception of his 

physical capabilities. His scores on the social support measure indicated that he 

received greater support from friends and significant others than from his family. 

The comparatively low score on the family sub-scale on the social support 

measure suggests that Tim may have been experiencing difficulties with his 

parents before the issues with Natasha arose. Tim was either unwilling or unable 

to discuss these possible difficulties. 

Through being involved with the warm-water sessions, Tim stated that he 

wanted to achieve independence in the water. He described how he needed 

flotation devices to keep himself buoyant, and the assistance of Grant, a staff 

member at the day service, to ensure that he remained safe in the water. For Tim, 
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independence meant being able to swim without floatation devices and without 

having to be closely supervised. 

Table 7.3 

Measures of HRQL, and Psychosocial Functioning During the Warm-Water 

Aerobic Programme 

Measure of HRQL or psychosocial 
functioning 
HRQL 

Physical functioning 
Role limitations - physical 
Role limitations - emotional 
Bodily pain 
General mental health 
Social fimctioning 
Vitality 
General health 

Mood 
Tension-anxiety 
Depression-dejection 
Anger-hostility 
Vigour-activity 
Fatigue-inertia 
Confusion-bewilderment 

Physical self-efficacy 
Perceived physical ability 
Physical self-presentation confidence 

Social support 
Family 
Friends 
Significant others 

Weekl 

20.00 
75.00 

100.00 
100.00 
100.00 
100.00 
80.00 
80.00 

0.00 
0.00 
0.29 
3.33 
0,40 
0,20 

47.00 
52.00 

3.25 
7.00 
7,00 

Week 5 

20.00 
100.00 
100.00 
100.00 
92.00 

100.00 
85.00 
85.00 

0.00 
0.00 
0.29 
3.50 
0.40 
0.00 

44.00 
69.00 

4.00 
7.00 
7.00 

Week 9 

45.00 
100.00 
100.00 
100.00 
96.00 
87.50 
80.00 
80.00 

0.00 
0.38 
0.43 
3.17 
0.60 
0.00 

40.00 
62.00 

1.00 
7.00 
7.00 

C: What do you hope to get out of the programme? 

T: I want to leam to swim independently, without having that floatuig device 
on or someone holding me in the water. 

C: What would it mean to you if you achieved that? 

T: I suppose if I achieve that, I'd be able to get into the water without any 
assistance. 

How would that make you feel? 
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T: I suppose, good. 

Tim seemed to be quite literal with his reasons for wanting independence, such as 

the surface physical meaning of not needing assistance. The deeper meaning of 

swimming uidependently, like the meaning of waUdng independently, seemed to 

be inaccessible. Tim's motivation for independence may be reflective of 

childhood strivings toward industry in the latency stage (Erikson, 1985). 

Difficulties with achieving in swimming, and in other areas of his life may have 

resulted in Tim still facing the challenges of earlier stages of psychosocial 

development. Not meeting the challenges of the latency stage may have 

contributed to Tim's feelings of inferiority and to his seemingly limited 

persistence with trying to achieve independence. 

The programme: Weeks 1 to 5. During the first five weeks, Tim 

participated in three sessions (Weeks 3 to 5). Tim did similar activities in each of 

those sessions. At the start of each session, Tim would hang onto the rail in the 

pool, and would work his way around the perimeter of the pool. Tim did this 

activity slowly, and appeared to be using his arms, rather than his legs, to do the 

work. Grant then equipped Tim with floatation devices, around his neck, upper 

body, and waist. These devices allowed Tim to float on his back. Tim spent about 

half of each session floating on his back, with Grant slowly towing him around 

the pool. During this time, Tim and Grant would engage in conversation, which 

was sometimes intermpted by splashing others, being splashed, and joking and 

laughing as they went by other clients and staff in the pool. To sfretch Tim's 

abductors, the physiotherapist often would place a foam block between Tim's 

knees, to keep them apart. Tim spent approximately the last 15 minutes of each 
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session without the flotation devices, and practiced standing and walking in the 

pool. After he had walked out of the pool, with assistance, foUowfrig the first 

session, I heard Tim comment to Grant that he was proud of himself I followed 

up this comment in the second interview. 

C: When you got out of the pool, after the first time I saw you in the water, I 
heard you say to Grant that you felt proud of yourself Can you tell me 
about why you felt proud? 

T: Because I was walking in the water, unassisted... . 

C: That's one of the things that I picked up from our last interview, that 
walking is important to you, 

T: Yeah, yeah. 

C: What would it mean to you to be able to walk unassisted again? 

T: Well, I'd probably be able to do a bit more. . . . I'm not saying that, like, I 
can't drive (a car if I use) a wheelchair, 'cos I can. I will be able to (drive), 
and I want to get my license one day. But if I was walking independently, 
it'd probably make things a bit easier. 

Doing physical activity in the water contributed to Tim's desire for independence 

on the land (through walking), as well as in water (swimming). Given that Tim 

had shown competence at walking in the water, and had reflected positively on 

this experience (e.g., his feeling of pride), I expected to observe Tim doing more 

activities in the pool that were directed towards walking, or to hear stories from 

him about practicing more often on dry land. I shall report my observations from 

the remainder of the programme shortly. For now, I will discuss Tim's walking on 

land. 

C: The physio does a bit of work with you in the water as well, doesn't she? 
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T: Yeah, yeah 

C: Can you tell me about that? 

T: That's just, I s'pose, so I get some physio, 'cos I don't really get some 
unless I'm in the water, although, occasionally, I get to go for a waUc 
aroimd here (at the day service), on the walking frame. 

C: Would you like to get more physio than you're getting at the moment? 

T: Yeah, yeah probably, yeah [unconvincuigly]. 

The pride and self-esteem that Tim gained from walking in the pool did not 

translate into walking more regularly on dry land. In the previous dialogue. Tun 

seemed ambivalent towards the idea of wanting more physiotherapy, which may 

be attributable to the increased difficulty, for Tim, of walking on land. When Tim 

climbed the steps to get out of the pool, the necessity of having to carry his ovm 

body weight, as he emerged from the water, made Tim's legs buckle under the 

strain. This experience, as well as those of his other attempts at walking on land, 

seemed to have adversely affected Tim's sense of competence, reduced his self-

esteem, and inhibited his willingness to practice walking on land more often. 

General health and psychosocial functioning: Week 5. The scores on the 

HRQL and psychosocial functioning measures, for Week 5, are shovm in Table 

7.2, These scores changed minimally from Week 1, The minor changes in the 

HRQL scores seemed to reflect that the cold that Tim had at Week 1 was gone by 

Week 5, Tim's general health subscale score was marginally higher (5 points on a 

100-point scale), because he was now not limited in the activities he could 

perform, and he was full of energy more often. The changes in the PSPC score 

seemed to reflect an inconsistent understanding of the items that were negatively 
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worded. For example, item 3 was, "I am rarely embarrassed by my voice." fri 

completing the measures in Weeks 1 and 9, Tim seemed to have uiterpreted the 

item without the word rarely and, therefore, responded differently. 

The Programme: Weeks 6 to 10. Consistent with the predictions of 

Basch's (1988) developmental spiral, I observed Tim walking in the water more 

often than he had done in earlier sessions of the programme. Tim spent less time 

floating on his back, being fully supported by floatation devices, and more time 

walking independently in the water or doing exercises prescribed to help his 

waUdng. These exercises included pushing off from the wall with his feet, while 

his upper body was supported by floatation devices; waUdng with a noodle (a thin, 

long, cylindrical floatation device made of foam); walking with assistance from 

staff members; walking up and down the lower steps of the pool with the 

physiotherapist; and lying on his back, using floatation devices, and kicking his 

legs. 

In these sessions, I overheard two comments from staff members, which 

may have had a positive effect on Tim's self-esteem. During the session in Week 

6, the physiotherapist said to Grant, "Look at this, (Grant)!" This exclamation 

occurred when Tim was climbing and descending the lower steps of the pool, with 

the assistance of the physiotherapist. During the following session, Tim was 

waUdng with a noodle, and a staff member, who had not previously been assisting 

with the aquatic sessions, observed that, "He's come a long way with his 

waUdng." Any increases in self-esteem, derived from these comments, may have 

contributed to Tim's decision to keep practicing waUdng in the water. 
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Tim's development in the water, during the final weeks of the programme, 

did not franslate into a decision to practice waUdng more often on land. In the 

final session, when Tim was practicing walking in the pool with the 

physiotherapist, she suggested that they should practice more on land. Tim, 

however, was unenthusiastic about her suggestion. This event is consistent with 

previous stories and interpretations. Although Tim valued the ability to waUc, he 

seemed to have limited motivation for undertaking the practice that would give 

him a chance of walking independently again. 

General health and psychosocial functioning: Week 9. In Table 7,2, scores 

for HRQL, mood states, physical self-efficacy, and social support, for Week 9, are 

shown, Mirumal changes occurred between the scores in Weeks 5 and 9. There 

were, however, a substantial increase in the score for physical functioning and a 

rather large decrease in the score for social support from family. The increase in 

physical functioning may represent the greater self-esteem for walking that Tim 

appeared to have gained during the aquatic programme. Tim perceived he was 

more able to engage in activities of a moderate intensity, in climbing stairs, and in 

bending, kneeling, and stooping. He may have had an exaggerated perception of 

his ability to walk, however, because he indicated that he would not be limited in 

walking moderate distances (i.e., walking more than one mile, walking one 

block). 

The change in scores on the social support from family subscale seemed to 

reflect the issue that Tim was having with his parents, with regard to Natasha. The 

pain and anger that Tim experienced, because of his parents' apparent disapproval 

of his relationship with Natasha, and their scolding of him for behaving in a 
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generous way towards her, seemed to have been reflected in the family subscale 

score. 

Tim and Me 

The story of Tim and me is perhaps one of misunderstandings on my 

behalf Being a neophyte interviewer, I was eager to use my skills in working with 

Tim to help him relate his stories and to leam valuable insights from him into why 

he thought his experiences developed the way they did. During the interviews, I 

became fi-usfrated at times with his short and somewhat limited responses and his 

lack of insight, both of which I interpreted as a failure on my behalf to ask the 

right questions and to develop rapport. At other times, I felt lost when Tim 

responded to open-ended questions with only a few words. 

I did not make an emotional connection with Tim. Even when, during one 

interview, we digressed onto the topic of music, for which we shared a mutual 

interest, Tim continued to be brief and unreflective in his responses. Outside of 

the time I spent interviewing Tim and assisting him to complete the 

questionnaires, our time together was brief On the tuming off of the tape recorder 

or the completion of the questionnaires, Tim was eager to leave the room and 

retum to his other activities at the day service. Although Tim was a willing 

participant, his abmptness made me feel like I was an intmsion in his life. This 

lack of connection also occurred during the aquatic programme, when he would 

sometimes ignore my presence when he arrived for a session. 

On reflection, Tim may have perceived me in the same way that he may 

have viewed health practitioners. That is, going to see them was not a social 

occasion, but a time to exchange information and to perform certain activities. 
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The work of our sessions, possibly like his sessions with medical practitioners, 

was bookended with the barest of pleasantries. Tim may also have sensed my 

fi-usfration with him and have been reluctant to speak more widely on the topics 

about which I was enquiring. 

Summary and Reflections on Tim 

fri my first draft of this life history, I was, at times, dismissive of Tim and 

more willing to label his behaviour as infantile. Such a portrayal was unfair to 

Tim and was a manifestation of my fhistration with the lack of data he provided. I 

had limited empathy towards the challenges that he faced, and far too readily held 

Tim responsible for his behaviour, rather than accounting for the context in which 

he was living. If he had had the benefits of the supportive environments that I 

have enjoyed throughout my life, he perhaps would have been a far different 

person. My infantitisation of Tim followed in the footsteps of others in his tife 

(e.g., his parents), who seemed to treat him like a child. 

A significant part of this tife history was the limited amount of data I could 

collect about Tim's life. I suggested various reasons why Tim did not tell more 

detailed stories, including his repression, reticence, slight possible intellectual 

impairment, and limited insight and reflection. Tim may have also recognised my 

finsfration during the interview, which could have impaired our relationship. The 

superficial content of many of the stories that Tim told meant that it was often 

difficult for me to make rich psychodynamic interpretations as I have done in the 

other life histories. 

In Tim's early life, he experienced mainsfream schools and special 

schools. This time period seems to have been cmcial in Tim's development. 
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because he had two routes that he could take for the remainder of his schooling. 

Although he stmggled to perform in the mainstream schools, he may have been 

able to succeed in this environment, if he had received greater support. By the 

middle of his adolescence, however, Tim seemed to tum away from being 

involved in mainstream society. Mainstream schools meant less competence with 

work and fewer fiiends. Tim could avoid this environment through identifying, 

and associating, with people with disabilities. Being in an environment with 

people who had disabilities, however, seemed to impair his psychosocial 

development. Many of his fiiends had varying degrees of intellectual impairment, 

which limited Tim's opportunity to achieve greater maturity through 

commuiucating with them. In the family environment, Tim's development was 

also inhibited through his parents treating him like a child, which fostered his 

dependence on them. 

Although Tim wanted to walk again, his involvement in practising 

walking, and in other physical activities, was limited to organised programmes, 

such as the warm-water aerobic programme and bocce. Tim was able to show 

competence in the water, which led to greater self-esteem and to more frequent 

involvement in water activities directed towards walking. The progress in the 

pool, however, was difficult for Tim to translate into walking on land. The 

infrequency of the sessions (once a week) and the brevity of the programme (10 

weeks) seemed to have made it difficult for Tim to experience sufficient progress 

for him to resume practice of walking on land. Physical activity seemed to have a 

positive impact on Tim's life, but this influence was tempered by infrequency of 

participation. 
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Summary of the Life Histories 

In some respects, David and Tim had similar life histories in thefr early 

years, but ones that differed remarkably from adolescence to young adulthood. 

Both men had delayed development of their ability to walk, but were able to 

obtain this ability through persevering through early childhood. They seemingly 

received support from one of their parents, and received strong refriforcement 

from other people for their walking. For David, it was his mother who assisted 

him in his waUdng, whereas for Tim, his father supported him. David and Tim 

both experienced severe back pain during early adolescence, which contributed to 

their loss of ability to walk. Both had surgical procedures that, although easing the 

pain, did not have optimistic prognoses for regaining the ability to walk. 

During adolescence, however, the courses of David and Tim's lives 

seemed to sharply diverge. The type of schooling David and Tim received during 

this time seemed to be cmcial in their psychosocial development and their 

assessment of the value of physical activity. David went to a mainsfream school. 

He could not show competence in this environment in many important areas of 

adolescent life (academically, physically, socially). These experiences contributed 

to a loss of self-esteem and to two suicidal gestures. David deeply wished to 

connect with his classmates and to perform at the same level they were, but was 

not able to do so. The stress associated with trying to meet the standards of able-

bodied classmates was also evident in Tim's life history. Tim, however, seemed to 

have a safety net, in that, when being at a mainsfream school became too sfressful, 

he converted to being a full time student at a special school. Although going to 

this school may have acted as an impediment to Tim's psychosocial development. 
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it allowed him to demonstrate competence, and sometimes superiority over others, 

at a range of tasks. 

For both men, physical activity (walking, in particular) seemed to be 

connected with psychosocial growth. Although David seemed more urgent in his 

desfre to waUc, this impression may have been a manifestation of his sfronger 

articulation of what walking would have meant for him. The importance of 

walking to David was firmly linked with finding a life partner. David believed 

that, if he was able to walk, he would be more attractive to women. For Tim, 

however, walking was associated with the ability to drive a car, and, more 

broadly, with independence from his parents. 

One of the features of these two life histories was the apparent lack of 

support from one parent of each of these men. Although David's father appeared 

to be supporting him in the best way he knew how, he did not provide David with 

the emotional and physical assistance that he required. This lack of support meant 

that David did not engage in physical activity as often as he may have wished, and 

was not effective as he might have been with assistance when he was involved in 

such activities. Tim's mother seemed to foster dependence, rather than 

independence. Tim did not tell me any stories incorporating her attitudes towards 

him being physically active, however, and his portrayal of his mother may have 

been sfrongly influenced by the issues he was having with her, in respect to his 

girlfiiend, at the time I interviewed him. 

David's and Tim's experiences in environments of predominantly able-

bodied people and people with disabilities, respectively, during adolescence and 

young adulthood seemed to have significantly influenced their current states of 



364 

psychological health, tii the face of seemingly insurmountable challenges in his 

life, David's personality had developed narcissistic features, which helped hfrn to 

cope with the continual disappointments of trying to succeed alongside able-

bodied people. Although Tim may have avoided some of the sfresses that David 

met, through tuming towards environments (the special school and day cenfre) in 

which he could display greater competence, the possible negative consequence of 

this choice was that many of the people with whom he was associating were not 

operating at the same emotional or cogrutive levels as him. This environment and 

Tim's parents' infantilisation of him seemed to inhibit his psychosocial 

development. Although Tim wished to gain greater independence, he was not 

receiving sufficient support to do so. 

Although David and Tim's scores on the measures of HRQL and 

psychosocial functioning changed minimally over their respective 10-week 

programmes, ceiling and floor effects on many of the subscales meant that 

possible changes could not be detected. Through the qualitative data, the 

significance of these programmes for David and Tim was revealed, David's 

programme gave him another avenue for self-improvement towards his goal of 

atfracting a life partner and a new source of narcissistic supplies. The programme 

also provided David with the opportunity to demonsfrate competence physically, 

and to be freated with positive regard by the frainers and me. Tim's programme 

provided him with the opportunity to develop independence at swimming and at 

waUdng. Throughout the programme, Tim seemed to develop greater self-esteem 

for these activities, as illustrated by his expressions of satisfaction with his 
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progress and by his increasing involvement in practising walking when he was in 

the water. 

In summary, the meaning and experiences of physical activity for the two 

men with cerebral palsy were associated with their psychosocial development. 

Both men seemed to perceive physical activity favourably, and spoke of positive 

experiences during their lives. During their adolescence and young adulthood, 

David and Tim had made several attempts to regain the ability to waUc, which 

they had lost in early adolescence. David perceived walking to be important in 

facing the psychosocial challenges of young adulthood (intimacy versus isolation; 

Erikson, 1985), whereas walking seemed important for Tim in addressing the 

nuclear conflict of the locomotor-genital stage (initiative versus guilt; Erikson, 

1985). Although the programmes did not produce changes on the measures of 

HRQL and psychosocial functioning, interview data showed that these 

programmes assisted David and Tim in facing their respective psychosocial 

challenges, and increasing their self-esteem to perform physical activities. 



366 

CHAPTER 8 

GENERAL DISCUSSION 

Two main findings from the descriptive study (Study 1) that laid the 

foundations for much of this thesis were that adults with cerebral palsy typically 

do not engage in enough physical activity to meet recommended levels for 

significant health benefits (Rimmer, 2001; USDHHS, 1996), and that involvement 

in such activity was typically weakly correlated with aspects of HRQL and 

psychological fimctioning. The first of these main findings is consistent with 

previous research with young people with cerebral palsy (Bandini, Schoeller, 

Fukagawa, Wykes, & Dietz, 1991; Blum, Resnick, Nelson, & St. Germaine, 1991; 

Longmuir & Bar-Or, 2000; van den Berg-Emons et al, 1995) and adults with the 

condition (Heller et al, 2002; Turk et al, 1997) and suggests that physical 

inactivity may be lifelong pattems for many with cerebral palsy. The second of 

these main findings, however, contrasted with the limited previous research on 

physical activity and people with chronic neurological conditions (Sutherland, 

2001), which found much stronger relationships between physical activity and 

HRQL, daily hassles, mood, and social support. Issues that contributed to physical 

inactivity, and its relationship with HRQL and psychological functioning, in 

adults with cerebral palsy were elucidated through examinations of the lives of 

adults with cerebral palsy in Studies' 2, 3, and 4. 

Childhood Experiences with Physical Activity 

Common findings from the early lives of people with cerebral palsy were 

that their involvement in physical activity often represented difficult, painful, and 

socially divisive experiences. Because of their cerebral palsy, the six life history 
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participants found it difficult to display competence at physical tasks. Although 

they all leamt to walk, and they perceived walking positively, this developmental 

milestone was delayed. The physical self-esteem that the life history participants 

gained from their successful attempts to walk, however, seems to have been 

eroded during the first school years, particularly for Alana, Amy, Ben, and Judy. 

The physical abilities of these four participants (and probably the other life history 

participants as well) did not compare favourably with those of thefr able-bodied 

classmates. The limited physical ability of the people with cerebral palsy meant 

that they often avoided physical activity or that other people (e.g., classmates, 

teachers) excluded them from participation. The participants seemed to have 

gained a sense of inferiority from these experiences, and were reluctant to 

participate in further physical activity. For Alana and Judy, these experiences 

contributed to lifetime pattems of minimal participation in physical activity. 

As reported by some of the life history participants, perceptions of having 

limited physical ability and being excluded from participating in physical activity 

with others are evident in the literature. In an example of the former, the 14-year-

old female in Peganoff s (1984) study, initially made disparaging comments about 

her swimming abitity. In reference to the latter, both children (Vogler et al, 2000) 

and aduUs (Cousminer, 2003) with cerebral palsy have been excluded from 

participating in physical activity. Although some of these situations have been 

resolved through increasing competence at physical activity (Peganoff, 1984) or 

through the intervention of another to allow inclusion in physical activity 

(Cousminer, 2003), many people with cerebral palsy may not have the motivation, 

or support from others, to engage in, and persist with, such activity. 
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Most of the life history participants perceived physiotherapy as a negative 

experience. Physiotherapy was often associated with pain (Alana, Ben, David), 

and some participants (Ben, Judy) did not know why they had to perform the 

exercises that they were prescribed. These life history participants' experiences of 

physiotherapy were similar to those of women with disabilities (such as 

amputation, cerebral palsy, congenital limb deficiency, multiple sclerosis, 

rheumatoid arthritis, and spinal cord injury; Guthrie, 1999; Guthrie & 

Castehiuovo, 2001; Henderson & Bedini, 1995), who perceived participating in 

physical activity (mainly physiotherapy) to be an unpleasant experience. In 

Guthrie's studies, some of the women participated in physical activity for fear of 

the negative consequences of being physically inactive (e.g., functional decline). 

In confrast to these negative perceptions of physiotherapy. Amy reported 

positive experiences from working with physiotherapists. Physiotherapy gave 

Amy an opportunity to practice standing, a position in which she may have felt 

less inferior than she did when she was sitting in her wheelchafr. Amy also liked 

the physiotherapist sfretching her muscles, which seemed to reduce tension, rather 

than causing her pain. 

Physical activity was a socially divisive experience for many of the tife 

history participants (Alana, Ben, and Judy, in particular) when they were young. 

Because of their cerebral palsy, these participants did not have the abitity to join 

in the games their classmates were playing, which often involved physical 

activity. For Ben and Judy, this exclusion from the social milieu of primary school 

seemed to be an origin of lifetime pattems of difficulties with social relationships. 

Both Ben and Judy wished to be close to others, but seemed cautious about 



369 

becoming so, for fear of revisiting the hurt that accompanied beuig socially 

excluded in childhood. Although Alana also experienced social isolation during 

primary school, her relationships with others outside of school (e.g., her older 

sister), and her effectiveness in making friends when she went to high school, 

seemed to have compensated for these difficult earlier experiences. 

Alana, Ben, and Judy's wishes to have greater involvement with their 

childhood classmates reflected the results of research by Hutzler et al. (2002), in 

which the children with physical disabilities sfrongly identified with their able-

bodied peers. Not being involved in physical activity accentuated the differences 

between these life history participants and their classmates, just as it had for the 

children in the Hutzler et al. study. For the life history participants, these 

experiences contributed to low physical self-esteem and greater feelings of 

inferiority, which endured, in various forms, into adulthood. 

Difficulties During Adolescence 

Adolescence presents the psychosocial nuclear conflict of identity versus 

role confusion, with its emphases on settling on an irutial career path and on 

forming associations with other like-minded individuals, to the exclusion of those 

who are "different" (Erikson, 1985). In Victoria, Ausfralia, adolescents face the 

specific challenges of State-wide academic assessment during their last two years 

of high school and of finding employment or beginning tertiary education. 

Although these experiences are challenging for many able-bodied adolescents, 

they may be more difficult for people with cerebral palsy. Their cerebral palsy 

may mean that other adolescents often socially exclude them, because their 

condition means that they look different, and their physical impairments may 
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make doing school work more difficult and time consuming. Previous case studies 

of psychotherapy and adolescents with cerebral palsy have illusfrated how such 

difficulties can lead to anger (Olkin, 1995), depression (Jureidini, 1988), and 

suicidal ideations (OUdn, 1995) or attempts (Jureidini, 1988). These issues were 

particularly prevalent in the life histories of Ben and David, who, during 

adolescence, were stmggling to perform the tasks of that psychosocial stage. 

Lack of Physical Activity and Functional Decline 

Evidence from this thesis suggests that fimctional decline may be slowed 

through participation in physical activity. In the descriptive study, a large 

association was found between the time involved in household activity and 

physical functioning. Although this finding could mean that the performance of 

household activity for longer periods of time may reduce the rate of functional 

decline, it could also mean that those who performed more household activity 

could do so because they were not as physically impaired as the other participants. 

Both interpretations of this association probably have explanatory power. 

Sfronger evidence that physical activity may slow functional decline 

comes from the life history data. With the exception of Ben, all life history 

participants experienced functional decline during their lives. Such adverse 

changes in physical functioning are common among people with cerebral palsy 

(Ando & Ueda, 2000; Bottos et al, 2001; Jahnsen et al , 2004; Strauss et al, 

2004). The functional decline of four of the participants (Alana, Amy, David, 

Tim) led to the loss of ability to walk without physical assistance in early 

adolescence. These participants' difficulties in remembering their childhood 

experiences with physical activity, particularly the extent of their involvement. 
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made it difficult to determine if a lack of physical activity in thefr lives 

contributed to functional decline. Both Amy and Tim, however, used wheelchairs 

during thefr childhood, which means that they were not doing as much walking as 

they could have been. Using a wheelchair instead of waUdng may have resulted in 

less physical fitness, loss of flexibility, and, possibly, loss of coordination. These 

factors would make walking more difficuU and wheelchair use a more favourable 

mobility option. 

In three life histories (Alana, Ben, Judy), the pattem of physical activity 

and functional decline (or lack thereof) is much clearer than in the data from the 

other participants. Following functional decline in early adolescence, Alana 

regained her ability to walk. During her 20s, Alana stopped performing 

physiotherapy, and was involved in minimal physical activity. Once again, Alana 

experienced functional decline. Similar to Alana, Judy participated in minimal 

physical activity throughout her life. Judy's decline in function, however, did not 

occur until much later in life (Judy experienced functional decline in her late 50s), 

The late onset of Judy's functional decline may have been due to the mildness of 

Judy's cerebral palsy and to her not using a wheelchair. These women's lack of 

involvement in physical activity may have exacerbated the extent of functional 

decline they reported. In confrast, Ben, who had performed a large amount of 

physical activity, had not experienced functional decline. Although this absence of 

functional decline may have been due to the mildness of his cerebral palsy, Ben 

contended that his physical condition would have been poorer if he had not been 

physically active. 
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Physical Activity and Enhanced Psychosocial Functioning 

Although most of the six life history participants had negative experiences 

with physical activity during childhood, some (particularly Amy and Ben) 

increased their involvement in such activity as aduUs. Participation in physical 

activity allowed the demonsfration of competence and increased social 

connectedness. WTiereas, in childhood. Amy and Ben seemed to have compared 

their physical abilities to those of their able-bodied classmates, as adults they 

referenced their ability against their past achievements. Ben also judged his 

swimming ability with respect to other athletes with cerebral palsy and with 

similar degrees of impairment. These more favourable comparisons allowed both 

Amy and Ben to positively reflect on what they had achieved and meant that they 

were more motivated to continue engaging in physical activity. 

For some of the participants (Amy, Ben, David), engagement in physical 

activity served social purposes. Amy's motivations for performing physical 

activity sfrongly reflected the social reasons for involvement from the participants 

in a study by Stahi et al. (2002). That is, through maintaining her physical 

fimction. Amy was able to remain involved in daily family life and to stay 

connected with people outside her family home (e.g., people at her church). In 

doing so. Amy was enjoying intimate relationships with others and, thereby, 

meetuig challenges of the young adult stage of psychosocial development 

(Erikson, 1985). David's motivations to be involved in physical activity were also 

representations of strivings to achieve intimacy in this psychosocial stage. As do 

many people with cerebral palsy (Joseph, 1991; Jureidini, 1988; Shuttleworth, 

2000; Turk et a l , 1995), David had experienced sociocultural barriers in his 
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attempts to obtain romantic intimacy. David perceived that he would have 

opportunities to have such a relationship if he could walk. Performing physical 

activity was the vehicle that provided him with an opportunity to develop his 

walking ability. Although Ben's motives for performing physical activity were 

also socially-related, they were directed towards trying to satisfy his substantial 

need for social approval, rather than towards goals of intimacy. Sport was a 

platform on which Ben saw other people (successful, high profile sport people) 

receiving public accolades, and he perceived that, if he shared that stage, then he, 

too, would receive praise and acceptance. 

The Effectiveness of Physical Activity Interventions 

The weight-training programme was effective at increasing David's 

strength. Although the single-subject design of this programme means that other 

factors apart from the programme may have influenced these changes in sfrength, 

the minimal presence of other physical activities in David's life suggests that a 

large proportion of the increases in strength may be attributable to the weight 

fraining he performed. This finding adds to the growing body of hterature (e,g,, 

Blundell et al , 2003; Dodd et al , 2002; Taylor et al, 2004) proposing that weight 

fraining can increase the strength of people with cerebral palsy. 

The effects of the warm-water aerobic and weight-training programmes on 

the HRQL and psychosocial functioning of David and Tim, however, were 

difficult to judge, because there were ceiling and floor effects on many of the 

variables that were measured. For Study 4, it would have been desirable to have 

selected participants who had scores on each of the measures that represented 

poor HRQL and psychosocial functioning. Conducting research with such 
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participants would have enabled an evaluation of the effectiveness of these 

programmes to increase HRQL and psychosocial fimctioning. This opportunity 

was not available, however, due to the scarcity of volunteers to take part in the 

physical activity programmes. 

Through the interviews, however, David and Tim identified benefits of the 

programmes that the psychometric instmments did not directly measure. Although 

a psychodynamic definition of self-esteem from Basch (1988) was used in 

interpreting the life history data, the findings from Studies 2, 3, and 4 are 

consistent with previous cognitive-behavioural research, in which it has been 

reported that participation in physical activity is positively associated with self-

esteem (e,g., Calfas & Taylor, 1994; Gmber, 1986), David and Tim seemed to 

increase thefr self-esteem through reflecting on their increases in competence at 

the various exercises they performed, Tim's increase in self-esteem, for example, 

could be interpreted from his expressions of satisfaction with his progress with 

swimming and walking, and from his increasing involvement in practicing 

walking in the water. The programmes also seemed to assist David and Tim in 

their attempts to perform tasks relating to their psychosocial development. This 

reason for participation in physical activity seems to be absent from the literature 

on the meaning and experiences of physical activity. For David, the importance of 

waUdng seemed to be associated with the challenges of young adulthood 

(intimacy versus isolation; Erikson, 1985), whereas for Tim, waUdng seemed to 

have been connected with the locomotor-genital stage (initiative versus guilt; 

Erikson, 1985), The programme also seemed to benefit David through the support 

he received from the trainers and me. A common theme that appeared regularly 
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through David's stories about his tife was that significant others in his life (e,g,, 

his father, medical practitioners, teachers) did not support him, fri the programme, 

however, the frainers and I expressed belief in his ability to achieve at weight 

fraining and we designed his programme in such a way that he could display 

competence. Our positive approach to David and his weight fraining also seemed 

to reinforce features of his personality through providing him with a new source 

of narcissistic satisfaction. 

Narcissism and Inhibited Psychosocial Development 

One noteworthy aspect of two of the life histories (Amy and David) was 

the presence of narcissism. Like Niederland's (1965) patients. Amy and David's 

narcissism may have resulted from an unresolved narcissistic injury. That is, their 

early experiences with cerebral palsy may have led to failures at performing 

various physical tasks and losses of love from significant others. Attributing Amy 

and David's narcissism solely to their cerebral palsy may be unsatisfactory, 

however, because the other life history participants probably also had unresolved 

narcissistic injuries, but did not seem to have narcissistic features in thefr 

personatities. A further commonality in the lives of Amy and David was an 

intense desire to undertake tasks of particular psychosocial stages, and subsequent 

failures to successfully perform these tasks. In both lives, the failure was specific 

to the young adult stage of psychosocial development (Erikson, 1985). For Amy, 

being denied the opportunity to get mairied and to have children seemed to have 

contributed to narcissistic fantasies of rebirth, which were accompanied by the 

disappearance of her disability, and of immortality. David's difficulties with the 

challenges of the young adult stage of psychosocial development (Erikson, 1985) 
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were much more pervasive, particularly with regard to romantic intimacy. He had 

developed sfronger narcissistic features, including a strong belief that he was 

special, a grandiose sense of self, and a lack of empathy towards others, especially 

those who were able-bodied. 

Method Issues from the Present Research 

Because the participant inclusion criteria were consistent between studies, 

the weakness of the first study (i.e., the restriction of the inclusion criteria to those 

with higher cognitive functioning) applies equally to the other studies. Many 

people with cerebral palsy, however, have intellectual impairments (Stanley et al, 

2000; SCPE, 2002). Further research is warranted on determining whether the 

physical activity experiences of people with cerebral palsy and intellectual 

impairments are similar to those of the participants in the present studies. 

A weakness of the life history studies was the narrow distribution of ages 

of the six participants. Five of the participants had ages ranging from 24 to 30, 

and one participant (Judy) was aged 60. Although this allowed a detailed 

examination of how these people met some of the earlier psychosocial challenges 

(up to, and including, young adulthood), issues that may arise for people with 

cerebral palsy during their 30s, 40s, 50s, and beyond remain relatively unexplored 

(with the exception of Judy's life history). Investigators in the future may wish to 

investigate the physical activity experiences of people older than most of the 

participants in the present study. 

The data that were collected from David and Tim showed how people's 

psychological make-ups could affect their perceptions of their HRQL and 

psychosocial fimctioning. Both men tended to respond to the items of the HRQL 
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and psychosocial functioning measures in sharply positive fashions, which betied 

the stories they told during the interviews, David's quantitative data seemed to 

have been affected by his suppression of emotions, whereas Tim's data may have 

been adversely uifluenced by his seemingly lunited access to his emotions and 

thoughts. Researchers using self-report HRQL and psychosocial fimctiorung 

measures in further investigations should keep in mind that psychological 

characteristics of participants could sometimes distort their responses. 

An interesting aspect of this research was that, like the participants, I have 

cerebral palsy. For the life history participants, my cerebral palsy may have 

helped me develop rapport with them. Two of these participants (David, Judy) 

identified with me during parts of the interviews. This identification may have 

made it easier for them to disclose sensitive information. That is, their betiefs that 

we had common experiences throughout our lives may have made them more 

comfortable with sharing their stories. For me, the research has been 

professionally enjoyable and personally uncomfortable. On a professional level, I 

have enjoyed the challenge of having to bring together disparate areas of 

knowledge, of interviewing, of learrung research methods and ways of 

interpreting data that were new to me, of applying the knowledge I have leamt to 

the analysis of the data, and of forming the research into a cohesive document. On 

a personal level, I have disliked being involved in the research. Due to the 

confessional aspect of this research, I have often felt that I have had to include 

details about myself that I have only rarely spoken about with close fiiends and 

family members, I have not told these people some of the issues I am facing, 

because I associate the stories with feelings of embarrassment and shame. 
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Although the participants in this research have anonymity as a right, I, as the 

researcher, do not enjoy the same luxury. Conducting this research has also 

affected me in other ways. In My Life Experiences (Study 2), I spoke about my 

intemalised ableism and disparaging attitudes towards people with disabilities. 

Through conducting this research, my intemalised ableism has become conscious 

to me. Although I still identify with people who are able-bodied, this conscious 

awareness of my intemalised ableism has made me confront the tmth that I do 

have cerebral palsy and the existence of my condition is plainly obvious to anyone 

who meets me. After hearing numerous stories from the life history participants 

about their difficulties when trying to meet various psychosocial challenges, 

against the backdrop of an unaccommodating society, however, I do not wish to 

be like them and have similar experiences as they have had. My disparaging 

attitudes towards people with disabilities, however, have substantially reduced. 

During the course of conducting the life history interviews and working with the 

data, I have become more empathic to the immense challenges that people with 

cerebral palsy often face. 

Implications for Practice 

The findings of this thesis may have imptications for those who typically 

make important contributions to the lives of people with cerebral palsy, such as 

parents, teachers, and physiotherapists. The thesis also provides valuable 

information for psychologists and fitness professionals, who may occasionally see 

clients with cerebral palsy. 
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Parents and Teachers 

To assist in the social development of children with cerebral palsy during 

childhood, their inclusion in physical activity may need to be supported by 

significant others in their lives. At home, parental guidance may be necessary in 

choosing activities in which their children with cerebral palsy can develop 

competence. Parents may also help their children perform physical activities with 

other children at home through modifying the activities, so that they can 

successfully participate. 

Parents may also assist their children through accessing orgarusations that 

provide modified physical activity for people with disabilities and those that hold 

competitions for people who are similarly impaired. For example. Amy sailed a 

boat that had been designed for people with physical impairments. She also 

performed gym exercises with a personal trainer, and Ben competed in swimming 

events against others with a similar level of physical fimction as he had. As with 

Amy, even people with severe cerebral palsy can display competence at physical 

activity. 

At school, the responsibility for facilitating the inclusion of children with 

cerebral palsy in physical activity may fall on teachers. Like parents, teachers may 

be able to assist children with cerebral palsy through modifying physical 

activities, so that they can display competence. In helping children with cerebral 

palsy play more effectively with others, teachers may help their students to adapt 

games in the schoolyard, so that children with cerebral palsy can be involved. For 

example, if the children were playing tag, the game could be modified, so that 
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when the child with cerebral palsy was "it" the other children would waUc and not 

run. 

Physiotherapists 

The life history participants' experiences of physiotherapy in the early 

stages of development have imptications for the administration of such freatments. 

Two issues that physiotherapists may need to address are the pain and the 

perceived relevancy of treatments. There has been little research on how pain 

during physiotherapy could be reduced for people with cerebral palsy. Steele et al. 

(2003) recently demonstrated how virtual reality could be used to reduce the 

perception of pain during physiotherapy treatment. Other non-pharmacologic, 

analgesic techniques that have been effective in the treatment of bum patients, and 

that may be useful during painful physiotherapy with people who have cerebral 

palsy, include hypnosis (Patterson, Everett, Bums, & Marvin, 1992), mental 

imagery (Femandez & Turk, 1989), relaxation and biofeedback (Knudson-

Cooper, 1981), and watching videos that incorporate beautiful scenes and that are 

accompanied by music (Miller, Hickman, & Lemasters, 1992). 

The perceived relevancy of physiotherapy exercises may be addressed in 

two ways. First, children and adolescents may benefit from explanations of why 

they have been prescribed exercises to perform. As people develop through 

childhood and adolescence, these explanations need to be repeated using language 

that relates to their developmental levels. By receiving messages periodically 

about why physiotherapy is important, young people may be more motivated to 

persist with the exercises. Second, rather than focusing on developing function 

using absfract exercises, physiotherapy patients may be more motivated to comply 



381 

with the treatment if they are asked to perform tasks that are similar to those they 

would perform in their day-to-day lives. Developing balance, for example, may be 

more effective if activities were formed into games, in which the patients catch, 

chase, kick, or throw balls, rather than if they are asked to stand in one place for a 

period of time. By using such activities in treatment, children may be able to 

fransfer this leaming into the schoolyard and play with others more effectively. 

Psychologists 

The life histories in this thesis supplement the information available on 

psychotherapy and people with cerebral palsy (Acquarone, 1995; Blotzer, 1995; 

Donovan, 1995; Feuerstein, 1995; Jureidini, 1988; Lantican et al , 1994; Olkui, 

1995; Sullivan, 1953), Through the life histories several issues emerged that were 

common among many of the participants (e,g,, difficulties with schoolwork, lack 

of competence with physical activity, social isolation). How each participant dealt 

with these issues, however, tended to be unique to the individuals, their histories, 

and their social environments. Familiarity with these issues and some of the 

possible psychosocial consequences of their manifestations may help 

psychologists in their provision of therapy to people with cerebral palsy. 

A prominent issue that appeared in the life history data was the difficulties 

participants faced in fitting into the social milieu of primary school. For some of 

the participants, these difficulties extended into adolescence and adulthood. A 

consequence of this social exclusion was that some of the participants did not 

have the confidence and skills necessary to negotiate successfully the adult social 

world. Psychologists may provide assistance to ctients with cerebral palsy to help 

them develop the ability to successfully engage and interact with others. 
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The tife histories provide rich information on some of the possible 

outcomes of limited success in meeting psychosocial challenges. The life history 

of David was perhaps the most extreme example of a participant's inability to 

meet psychosocial challenges. David's life included repeated failures to show 

competence in academic and social spheres. When I met David, he seemed to be 

coping with his inability to be a productive member of society and his social 

exclusion through the development of the narcissistic features of his personality 

and through the suppression of his emotions. Other examples of the consequences 

of difficulties in meeting psychosocial challenges include desires to be more 

socially cormected (Judy), narcissistic fantasies (Amy), attempts to compensate 

for deep sense of perceived inferiority (Ben), and narrowing of the social sphere 

to near-exclusive involvement with people who have disabilities (Tim). 

Fitness Professionals 

Complementing Cousminer's (2003) account of how difficult it was for 

him to join a fitness centre, the life histories provide further evidence of the 

difficulties that people with cerebral palsy face when trying to begin an exercise 

programme at a fitness centre. These difficulties can be because of the concems of 

people with cerebral palsy about their ability to exercise in a fitness centre (Ben) 

or because they are denied access to such facilities (Alana). Although literature 

exists to guide fitness professionals in their prescription of exercise for people 

with chronic health conditions (American CoUege of Sports Medicine, 2003), 

many fitness professionals may not have received formal education on this topic, 

and may not be aware of, or have immediate access to, material that can help them 

in their roles as fitness professionals. Instmction in assessing the fitness of, and 
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providing exercise programmes for, people with chronic health conditions should 

become part of the curriculum for fitness industry students. To unprove the 

knowledge of the present fitness industry workforce, information about this topic 

could be presented at conferences for fitness professionals. 

Implications for Future Research 

There are many areas for potential research on physical activity, 

psychological fimctioning, and people with cerebral palsy. I have afready 

highlighted two of these areas (research on people with cerebral palsy and 

intellectual impairment, research with middle-aged and older adults) as fertile 

grounds for research. 

Study is also warranted on interventions to assist adults with cerebral palsy 

into physical activity. The performance of physical activity has the potential to 

improve their aerobic capacity (e.g., Emons & Van Baak, 1993; Femandez & 

Pitetti, 1993; van den Berg-Emons et al, 1998), strength (Allen et al , 2004; 

Blundell et a l , 2003; Dodd et al, 2002; Taylor et al , 2004; see also Sttidy 4 this 

thesis), and physical functioning (Damiano & Abel, 1998; Darrah et al, 1999; 

MacPhail & Kramer, 1995; O'ConneU & Bamhart, 1995), and also appears to 

benefit their psychosocial functioning (Study's 3 and 4). The resuUs from Stiidy 1, 

however, showed that many adults with cerebral palsy are involved fri minimal 

physical activity. Investigations are needed to examine the effectiveness of 

various interventions to produce changes in physical activity participation. Part of 

this research may include a study of the perceptions of adults toward physical 

activity. The life history studies provide some examples of negative views of 
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physical activity (e.g., it is punishing), but it would be usefiil to establish how 

widespread these perceptions are among people with cerebral palsy. 

Another question, in relation to which may elucidate the perceptions of 

physical activity of people with cerebral palsy, is why so few people with the 

condition volunteered to participate in the research that incorporated exercise 

programmes. Although most participants who volunteered for Study 1 indicated 

that they were willing to be involved with fiirther research, only one person 

(David) volunteered for the weight-traiiung programme. For many of the potential 

volunteers, the long distances from their homes to the University campus, where 

the research was conducted, may have been a factor that discouraged or prohibited 

them from being involved. For those who were closer to the campus, however, it 

may benefit researchers designing further studies to know other factors that inhibit 

people with cerebral palsy from being involved in physical activity research. 

Research is still needed on one of the original questions of this thesis. That 

is, what are the effects of exercise interventions (e.g., warm-water aerobic 

exercise, weight-fraining) on the HRQL and psychological functioning of adults 

with cerebral palsy? This research could not be conducted because of the scarcity 

of willing participants, Recmiting participants for research of this kind may be 

more successful in states of Australia (e,g,, Westem Ausfralia) and in countries 

where registers of people with cerebral palsy have been established for many 

years. Researchers must reflect carefully on the content and manner of the 

invitations to participate that they present to people with cerebral palsy. 

Investigations are also needed into children with cerebral palsy and the 

experiences of primary school. Many of the life history participants reported 
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negative experiences at primary school, which had psychosocial reverberations 

throughout their tives. Most of the participants, however, were attending primary 

school in the 1970s and early 1980s, when many schools may not have been 

equipped to include children with cerebral palsy. Research is warranted to 

establish whether children with cerebral palsy who are currently at primary school 

are having negative experiences such as those of the life history participants. 

Concluding Comment 

The present research was designed to investigate physical activity and 

psychosocial fimctioning in the lives of adults with cerebral palsy. Although many 

of the participants (Study 1) indicated that they performed physical activity, it 

seems unlikely that the intensities of these activities were sufficient to produce 

significant health benefits. Even so, these participants typically reported high 

levels of HRQL, mood states, and social support. The two areas in which the 

participants' scores were lower than those of data from able-bodied samples were 

the physical functioning subscale of the HRQL measure and two subscales of the 

physical self-efficacy measure. When asked to respond to questions about their 

physical selves (e.g., functional capabilities), the participants' scores were 

typically lower than those of able-bodied populations. The participants reported 

other aspects of themselves (e.g., general health, mood, social support) in a 

similar fashion to able-bodied samples, A reason for this limited connection 

between physical activity and psychosocial functioning may be that many of tiie 

Study 1 participants may have had adverse experiences with such activity as 

children, similar to those of the life history participants (Study's 2, 3, and 4), and 

had since avoided much involvement in physical activity. Many of these people 
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may not have experienced high levels of physical activity during their lives, and 

as such, have limited points of comparison (i,e,, times when they were highly 

active) for their levels of HRQL, mood, physical self-efficacy, and social support 

in their relatively physically inactive lives. These finduigs do not suggest, 

however, that physical activity does not, and cannot, have a positive influence in 

the lives of adults with cerebral palsy, A sfrong theme throughout most of the life 

histories was the importance of physical functioning in the meeting of 

psychosocial challenges. If people with cerebral palsy are able to maintain or 

improve physical functioning through participation in physical activity, they may 

be in a better position to face the challenges of each psychosocial stage, I hope 

that the knowledge gleaned in the present research will stimulate further study of 

psychological factors associated with physical activity in the lives of people with 

cerebral palsy and other physical disabitities. 
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impairments. T ê̂ earc/z Quarterly for Exercise and Sport, 66, 151-161. 

Henderson, S., Andrews, G., & Hall, W. (2000). Ausfratia's mental health: An 

overview of the general population survey. Australian and New Zealand 

Journal of Psychiatry, 34, 197-205. 

Higgins, M. (2004). Scar. On The sound of white [CD]. Austratia: Eleven. 

HiUer, J. L., Benda, G. I , Rahatzad, M., Allen, J. R., Culver, D. H., Carlson, C. 

v., et al. (1986). Benzyl alcohol toxicity: Impact on mortality and 

intraventricular hemorrhage among very low birth weight infants. 

Pediatrics, 77, 500-506. 

Holland, L. J., Bhambhani, Y. N., Ferrara, M. S., & Steadward, R. D. (1994). 

Reliability of the maximal aerobic power and ventilatory threshold in 

adults with cerebral palsy. Archives of Physical Medicine and 

Rehabilitation, 75,687-691. 

Howard, G. M., Radloff, M., & Sevier, T, L, (2004). Epilepsy and sports 

participation. Current Sports Medicine Reports, 3, 15-19. 

Hutton, J. L., Colver, A. F., & Mackie, P. C, (2000), Effect of severity of 

disability on survival in north east England cerebral palsy cohort. Archives 

of Disease in Childhood, 83, 468-474, 

Hutton, J. L., & Pharoah, P. O. D. (2002). Effects of cognitive, motor, and sensory 

disabilities on survival in cerebral palsy. Archives of Disease in 

Childhood, 86, 84-90. 



404 

Hutzler, Y., Ftiess, O., Chacham, A., & Van den Auweele, Y. (2002). 

Perspectives of children with physical disabilities on inclusion and 

empowerment: Supporting and limiting factors. Adapted Physical Activity 

Quarterly, 7P, 300-317, 

Ivry, R, B., & Diener, H, C. (1991), Impaired velocity perception in patients with 

lesions of the cerebellum. Journal of Cognitive Neuroscience, 3, 355-366. 

Jahnsen, R., Viltien, L., Egeland, T,, Stanghelle, J, K., & Holm, I, (2004), 

Locomotion skills in adults with cerebral palsy. Clinical Rehabilitation, 

75,309-316, 

Jahnsen, R,, Viltien, L,, Stanghelle, J, K,, & Holm, I, (1993), Fatigue in adults 

with cerebral palsy in Norway compared with the general population. 

Developmental Medicine and Child Neurology, 45, 296-303, 

Johnsen, S, D,, Tarby, T, J,, Stuart Lewis, K., Bird, R., «& Prenger, E, (2002), 

Cerebellar infarction: An umecogruzed complication of very low 

birthweight. Journal of Child Neurology, 17, 320-324. 

Johnson, R. K., Ferrara, M. S., & Poehlman, E. T. (1993). Resting metabolic rate 

of adults with cerebral palsy is higher than age-matched confrols 

[Absfract]. Journal of the American Dietetic Association, P5(Suppl.), A-

99. 

Johnson, R. K., Goran, M. l , Ferrara, M, S„ & Poehhnan, E, T, (1996), Athetosis 

increases metabolic rate in adults with cerebral palsy. Journal of the 

American Dietetic Association, 96, 145-148. 



405 

Johnson, R. K., Hildreth, H. G,, Contompasis, S, H,, & Goran, M, I, (1997). Total 

energy expenditure in adults with cerebral palsy as assessed by doubly 

labeled water. Journal of the American Dietetic Association, 97, 966-970. 

Jones, E. (1908). Rationalization in everyday life. Journal of Abnormal 

Psychology, 3, 161-169. 

Joseph, R. (1991). A case analysis in human sexuality: Counseling to a man with 

severe cerebral palsy. Sexuality and Disability, 9, 149-159. 

Jureidini, J. (1988). Psychotherapeutic imptications of severe physical disability. 

American Journal of Psychotherapy, 42, 297-307, 

Kalat, J, W, (2001), Biological psychology (7th ed,), Behnont, CA: Wadsworth, 

Kazarian, S. S,, & McCabe, S, B, (1991), Dimensions of social support in the 

MSPSS: Factorial stmcture, reliability, and theoretical implications. 

Journal of Community Psychology, 19, 150-160. 

Kelly, E. L. (1972). The Multiple Affect Adjective Check List, tii O. K. Buros 

(Ed.), The seventh mental measurements yearbook (pp. 271-272). 

Highland Park, NJ: Gryphon Press, 

Kim, Y. S., & Kumar, S. (2004). Cross-cultural examination of soical interations 

during a one-week Dousa-hou (Japanese psychorehabilitation) camp. 

Psychological Reports, 95, 1050-1054. 

King, A. C , Pmitt, L. A., Phillips, W., Oka, R., Rodenburg, A., & HaskeU, W. L. 

(2000). Comparative effects of two physical activity programs on 

measured and perceived physical functioning and other health-related 

quality of life outcomes in older adutis. Journal of Gerontology: 

MEDICAL SCIENCES, 55A, M74-M83. 



406 

King, G. A., Shultz, I. Z., Steel, K., Gilpin, M., & Gathers, T. (1993). Self-

evaluation and self-concept of adolescents with physical disabilities. The 

American Journal of Occupational Therapy, 47, 132-140. 

King, G. A., Specht, J. A., Schultz, l , Warr-Leeper, G., Redekop, W., & 

Risebrough, N. (1997). Social skills training for withdravm unpopular 

children with physical disabilities: A preliminary evaluation. 

Rehabilitation Psychology, 42, 47-60. 

Klein, G. S. (1976). Psychoanalytic theory: An exploration of essentials. New 

York: Intemational Universities Press. 

Knudson-Cooper, M. S. (1981). Relaxation and biofeedback training in the 

freatment of severely bumed children. The Journal of Burn Care and 

Rehabilitation, 2, 102-110. 

Koren, G., Sharav, T., Pastuszak, A., Garrettson, L. K., Hill, K., Samson, I., et al. 

(1991). A multicenter, prospective study of fetal outcome following 

accidental carbon monoxide poisoning in pregnancy. Reproductive 

Toxicology, 5, 397-403. 

Krach, L. E. (2001). Pharmacotherapy of spasticity: Oral medications and 

intrathecal baclofen. Journal of Child Neurology, 16, 31-36. 

Krageloh-Mann, I , Hagberg, G., Meisner, C , Schelp, B., Haas, G., Eeg-Olofsson, 

K. E., et al. (1994). Bilateral spastic cerebral palsy - a comparitive 

between South-West Germany and Westem Sweden. II: Epidemiology, 

Developmental Medicine and Child Neurology, 36, 473-483, 



407 

Krageloh-Mann, I , Helber, A,, Mader, I., Staudt, M,, Wolff, M,, Groenendaal, F,, 

et al. (2002). Bilateral lesions of thalamus and basal ganglia: Origin and 

outcome. Developmental Medicine and Child Neurology, 44, 477-484. 

Kugler, J., Seelbach, H., & Kriiskemper, G, M, (1994), Effects of rehabititation 

exercise programmes on anxiety and depression in coronary patients: A 

meta-analysis, British Journal of Clinical Psychology, 33, 401-410, 

Landers, D. M,, & Arent, S. M. (2001), Physical activity and mental health. In R, 

N, Singer, H, A, Hausenblas, & C, M, Janelle (Eds.), Handbook of sport 

psychology (2nd ed., pp. 740-765). New York: Wiley. 

Lantican, L. S. M., Birdwell, C. N., & Harrell, R. T. (1994). Physically 

handicapped individuals in psychotherapy: Some empirical data. Issues in 

Mental Health Nursing, 15, 73-84. 

Laskin, J. J. (2003). Cerebral palsy. In American College of Sports Medicine 

(Ed.), ACSM's exercise management for persons with chronic diseases and 

disabilities (2nd ed., pp. 288-294), Champaign, IL: Human Kinetics, 

Lazams, R, S. (1991). Progress on a cognitive-motivational-rational theory of 

emotion, American Psychologist, 46, 819-834, 

Lieber, R, L,, & Friden, J, (2002), Spasticity causes a fimdamental rearrangement 

of muscle-joint interaction. Muscle & Nerve, 25, 265-270. 

Lindsay, M. (1996). Can good intentions ensure good outcomes? : 

Commonwealth Disability Policy, 1983-1995 (Background Paper No. 2). 

Canberra, Australia: Department of the Parliamentary Library. 

Parliamentary Research Service, 



408 

Liu, J,, Li, Z., Lin, Q., Zhao, P,, Zhao, F,, Hong, S., et al. (2000), Cerebral palsy 

and multiple births in China. International Journal of Epidemiology, 29, 

292-299, 

Llewellyn, A, (2001), Self-esteem in children with physical disabitities [Letter to 

the editor]. Developmental Medicine and Child Neurology, 43, 70-71, 

Lockwood, R, J, (1993). Effects of isokinetic strength training on strength and 

motor skills in athletes with cerebral palsy. Perth: The University of 

Westem Australia, Department of Human Movement, 

Long, B, C , & Van Stavel, R, (1995), Effects of exercise training on anxiety: A 

meta-analysis. Journal of Applied Sport Psychology, 7, 167-189. 

Longmuir, P. E., & Bar-Or, O. (2000). Factors influencing the physical activity 

levels of youths with physical and sensory disabilities. Adapted Physical 

Activity Quarterly, 17, 40-53. 

Lundberg, A. (1975). Mechanical efficiency in bicycle ergometer work of young 

adults with cerebral palsy. Developmental Medicine and Child Neurology, 

77,434-439. 

Lundberg, A. (1976). Oxygen consumption in relation to work load in students 

with cerebral palsy. Journal of Applied Physiology, 40, 873-875. 

Lundberg, A. (1978). Maximal aerobic capacity of young people with cerebral 

palsy. Developmental Medicine and Child Neurology, 20, 205-210. 

Lundberg, A. (1984). Longitudinal study of physical working capacity of young 

people with spastic cerebral palsy. Developmental Medicine and Child 

Neurology, 26, 328-334. 



409 

Lundberg, A,, Ovenfors, C-O., & Satiin, B. (1967), Effect of physical trairung on 

school-children with cerebral palsy. Acta Paediatrica Scandinavica, 56, 

182-188. 

Mac Keith, R. C , & Polani, P. E. (1958), Cerebral palsy [Letter to editor]. The 

Lancet, 271,961. 

MacLennan, A, (1999), A template for defining a causal relation between acute 

infrapartum events and cerebral palsy: Intemational consensus statement, 

British Medical Journal 319, 1054-1059, 

MacPhail, H, E. A., & Kramer, J. F. (1995), Effect of isokinetic sfrength-training 

on functional ability and walking efficiency in adolescents with cerebral 

palsy. Developmental Medicine and Child Neurology, 37, 763-775. 

Maddi, S. R. (1996). Personality theories: A comparative analysis. Pacific Grove, 

CA: Brooks. 

Magill, J., & Hurlbut, N. (1986). The self-esteem of adolescents with cerebral 

palsy. The American Journal of Occupational Therapy, 40, 402-407. 

Manuel, J. C , BaUcrishnan, R., Camacho, F., Paterson, B., & Koman, L. A. 

(2003a). Factors associated with self-esteem in pre-adolescents and 

adolescents with cerebral palsy. Journal of Adolescent Health, 32, 456-

458. 

Manuel, J. C , Naughton, M. J,, Balkrishnan, R,, Paterson Smith, B,, & Koman, L. 

A, (2003b), Stress and adaptation in mothers of children with cerebral 

palsy. Journal of Pediatric Psychology, 28, 197-201, 



410 

Maria, B, L. (Ed.). (2001). Cerebral palsy and spasticity: Time to empower child 

neurology with a comprehensive review [Special Issue]. Journal of Child 

Neurology, 16(1). 

Martin, J. J., & Mushett, C. A. (1996). Social support mechanisms among athletes 

with disabilities. Adapted Physical Activity Quarterly, 13, 74-83, 

McDonald, D, G,, & Hodgdon, J, A. (1991), Psychological effects of aerobic 

fitness training: Research and theory. New York: Springer-Verlag, 

McHale, D. P., Jackson, A, P,, Cambell, D, A,, Levene, M. I., Corry, P., Woods, 

C. G., et al. (2000). A gene for ataxic cerebral palsy maps to chromosome 

9pl2-ql2. European Journal of Human Genetics, 8, 267-272. 

McHale, D. P., Mitchell, S., Bundey, S., Moynihan, L., Cambell, D. A,, Woods, 

C, G,, et al, (1999). A gene for autosomal recessive symmetrical spastic 

cerebral palsy maps to chromosome 2q24-25, American Journal of Human 

Genetics, 64, 526-532, 

McLennan, W, (1998), Mental health and wellbeing: Profile of adults, Australia. 

Canberra, Australia: Australian Bureau of Statistics, 

McNair, D. M., Lorr, M,, & Droppleman, L. F. (1971). Manual for the Profile of 

Mood States. San Diego, CA: Educational and Industrial Testing Service. 

Megargee, E. I. (1972). The Multiple Affect Adjective Check List. In O. K. Buros 

(Ed.), The seventh mental measurements yearbook (pp. 272-274). 

Highland Park, NJ: Gryphon Press. 

Miller, A. C , Hickman, L. C, & Lemasters, G, K. (1992). A distraction technique 

for confrol of bum pain. The Journal of Burn Care and Rehabilitation, 13, 

576-580, 



411 

Minde, K, K. (1978), Coping styles of 34 adolescents with cerebral palsy. 

American Journal of Psychiatry, 135, 1344-1349. 

Missiuna, C , Smits, C , Rosenbaum, P,, Woodside, J,, & Law, M. (2001), The 

prevalence of childhood disability: Facts and z5,SMei', Unpublished 

manuscript, CanChild, McMaster University, Ontario, Canada, 

Morgan, J,, & Balandin, S. (1997). Adults with cerebral palsy: What's happerung? 

Journal of Intellectual and Developmental Disability, 22, 109-124, 

Morton, D. H., Bennett, M. J., Seargeant, L. E., Nichter, C. A., & Kelley, R. I, 

(1991), Glutaric aciduria type I: Common cause of episodic 

encephalopathy and spastic paralysis in the Amish of Lancaster County, 

Pennsylvania, American Journal of Medical Genetics, 41, 89-95, 

Murphy, K. P., Molnar, G. E., & Lankasky, K. (1995). Medical and functional 

status of adults with cerebral palsy. Developmental Medicine and Child 

Neurology, 37, 1075-1084. 

Mutrie, N. (1997). The therapeutic effects of exercise on the self In K. R. Fox 

(Ed.), The physical self: From motivation to well-being (pp. 287-314). 

Champaign, IL: Human Kinetics. 

Mutrie, N. (2000). The relationship between physical activity and clinically 

defined depression, fri S, J, H. Biddle, K, R, Fox, & S, H, Boutcher (Eds,), 

Physical activity and psychological well-being (pp. 46-62). London: 

Routledge. 

Nelson, K. B., & EUenberg, J. H. (1985). Predictors of low and very low birth 

weight and the relation of these to cerebral palsy. Journal of the American 

Medical Association, 254, 1473-1479. 



412 

Niederland, W. (1965). Narcissistic ego impaument in patients with early physical 

malformations. The Psychoanalytic Study of the Child, 20, 518-534. 

Nieman, D, C, (2003), Exercise testing and prescription: A health-related 

approach (5th ed,), Boston: McGraw-Hill, 

Nolte, J, (2002). The human brain: An introduction to its functional anatomy (5th 

ed.). St. Louis, MO: Mosby. 

Norman, M. G, (1992), Central nervous system. In J, E, Dimmick, & D. K. 

Kalousek (Eds.), Developmental pathology of the embryo and fetus (pp. 

341-382). Philadelphia: J. B. Lippincott. 

North, T. C , McCuUagh, P., & Iran, Z. V. (1990). Effect of exercise on 

depression. Exercise and Sport Sciences Reviews, 18, 379-415. 

O'Connell, D. G., & Bamhart, R, (1995). Improvement in wheelchair propulsion 

in pediatric wheelchair users through resistance fraining: A pilot study. 

Archives of Physical Medicine and Rehabilitation, 76, 368-372, 

Oken, B, S,, Kishiyama, S,, Zajdel, D,, Bourdette, D,, Carlson, J,, Haas, M,, et al, 

(2004), Randomized controlled trial of yoga and exercise in multiple 

sclerosis. Neurology, 62, 2058-2064, 

Okumura, A,, Hayakawa, F,, Kato, T,, Kuno, K,, & Watanabe, K, (2002), 

Developmental outcome and types of chroruc-stage EEG abnormalities in 

preterm infants. Developmental Medicine and Child Neurology, 44, 729-

734. 

Olkin, R. (1995). Matthew: Therapy with a teenager with a disabilty. In M. A. 

Blotzer, & R. Ruth (Eds.), Sometimes you just want to feel like a human 



413 

being: Case studies of empowering psychotherapy with people with 

disabilities (pp. 37-51). Baltimore: Brookes. 

Ostring, H., & Nieminen, S. (1982). Concept of self and the attitude of school age 

CP children towards their handicap. International Journal of 

Rehabilitation Research, 5, 235-237. 

Palisano, R. J., Hanna, S. E., Rosenbaum, P. L., Russell, D. J., Walter, S. D., 

Wood, E. P., et al. (2000). Vatidation of a model of gross motor fimction 

for children with cerebral palsy. Physical Therapy, 80, 974-985. 

Patisano, R. J., Rosenbaum, P., Walter, S., Russell, D., Wood, E., & Galuppi, B. 

(1997). Development and retiability of a system to classify gross motor 

function in children with cerebral palsy. Developmental Medicine and 

Child Neurology, 39, 214-223. 

Parker, D. F., Carriere, L,, Hebestreit, H,, Salsberg, A,, & Bar-Or, O, (1993), 

Muscle performance and gross motor fimction of children with spastic 

cerebral palsy. Developmental Medicine and Child Neurology, 35, 17-23, 

Patterson, D. R., Everett, J. J., Bums, G. L., & Marvin, J. A. (1992). Hypnosis for 

the freatment of bum pain. Journal of Consulting and Clinical Psychology, 

60, 713-717. 

Peganoff, S. A. (1984). The use of aquatics with cerebral palsied adolescents. The 

American Journal of Occupational Therapy, 38, 469-473. 

Penninx, B. W. J. H., Kriegsman, D. M. W., van Eijk, J. T, M,, Boeke, A, J, P,, & 

Deeg, D, J. H. (1996). Differential effect of social support on the course of 

chronic disease: A criteria-based literature study. Families, Systems & 

Health, 14, 223-244. 



414 

Petajan, J. H., Gappmaier, E., White, A, T,, Spencer, M, K,, Mino, L., & Hicks, R, 

W, (1996). Impact of aerobic frafrung on fitness and quality of tife ui 

multiple sclerosis. Annals of Neurology, 39, 432-441. 

Petruzzello, S. J., Landers, D. M., Hatfield, B. D., Kubitz, K. A., & Salazar, W. 

(1991). A meta-analysis on the anxiety-reducing effects of acute and 

chroruc exercise: Outcomes and mechanisms. Sports Medicine, 11, 143-

182. 

Petterson, B., Nelson, K. B., Watson, L., & Stanley, F. (1993). Twins, triplets, and 

cerebral palsy in births in Westem Australia in the 1980s. British Medical 

Journal, 307, 1239-1243. 

Pharoah, P. O. D., Buttfield, I. H., & Hetzel, B. S. (1971). Neurologic damage to 

the fetus resulting from severe iodine deficiency during pregnancy. The 

Lancet, 297,308-310. 

Pharoah, P. O. D., Buttfield, I H,, & Hetzel, B, S, (1972). The effect of iodine 

prophylaxis on the incidence of endemic cretinism. Advances in 

Experimental Biology and Medicine, 30, 201-221. 

Pharoah, P, O, D,, Connolly, K,, Hetzel, B., & Ekins, R, (1981). Matemal thyroid 

fimction and motor competence in the child. Developmental Medicine and 

Child Neurology, 23, 76-82. 

Pharoah, P. O. D., Cooke, T., Johnson, M. A., King, R., & Mutch, L. (1998). 

Epidemiology of cerebral palsy in England and Scotland 1984-9. Archives 

of Disease in Childhood: Fetal and Neonatal Edition, 79, F21-F25. 



415 

Pharoah, P. O. D., Eltis, S. M., Ekins, R. P., & WiUiams, E, S, (1976), Matemal 

thyroid function, iodine deficiency and fetal development. Clinical 

Endocrinology, 5, 159-166. 

Pharoah, P. O. D., & Homabrook, R. W. (1974). Endemic cretinism of recent 

onset in New Guinea. The Lancet, 304, 1038-1040. 

Pharoah, P. O. D., Price, T. S., & Plomfri, R. (2002). Cerebral palsy in twfris: A 

national study. Archives of Disease in Childhood: Fetal and Neonatal 

Edition, 87, F122-F124. 

Pink, M. (1988). Exercise for fitness. In J. A, Jones (Ed,), Training guide to 

cerebral palsy sports (3rd ed,, pp, 51-52), Champaign, IL: Human 

Kinetics, 

Rab, G. T, (1992). Diplegic gait: Is there more than spasticity? In M. D. Sussman 

(Ed.), The diplegic child (pp. 99-110). Rosemont, IL: American Academy 

of Orthopedic Surgeons. 

Reimers, J. (1990a), Functional changes in the antagonists after lengthening the 

agonists in cerebral palsy: I, Triceps surae lengthening. Clinical 

Orthopaedics and Related Research, 253, 30-34. 

Reimers, J. (1990b). Functional changes in the antagonists after lengthening the 

agonists in cerebral palsy: II. Quadriceps sfrength before and after distal 

hamstring lengthening. Clinical Orthopaedics and Related Research, 253, 

35-37. 

Rejeski, W. J., Brawley, L. R., & Shumaker, S. A. (1996). Physical activity and 

health-related quality of life. Exercise and Sport Sciences Reviews, 24,11-

108. 



416 

Rejeski, W. J., Focht, B. C , Messier, S. P., Morgan, T,, Pahor, M,, & Penninx, B, 

(2002), Obese, older adults with knee osteoarthritis: Weight loss, exercise, 

and quality of tife. Health Psychology, 21, 419-426, 

Reuss, M, L., Paneth, N., Pinto-Martin, J. A., Lorenz, J. M., & Susser, M. (1996). 

The relation of transient hypothyroxinemia in preterm infants to 

neurologic development at two years of age. The New England Journal of 

Medicine, 334, 821-827. 

Richards, A. (Ed.). (1991). The Penguin Freud library (Vol. 2). London: Penguin. 

Rimmer, J. H. (2001). Physical fitness levels of persons with cerebral palsy. 

Developmental Medicine and Child Neurology, 43, 208-212. 

Rimmer, J. H., Riley, B, B., & Rubin, S, S, (2001), A new measure for assessing 

physical activity behaviors of persons with disabilities and chronic health 

conditions: The Physical Activity and Disability Survey, American 

Journal of Health Promotion, 16, 34-45, 

Ring, H, A,, & Serra-Mestres, J. (2002), Neuropsychiatry of the basal gangtia. 

Journal of Neurology, Neurosurgery, and Psychiatry, 72, 12-21. 

Rogers, C. R. (1950). The significance of the self-regarding attitudes and 

perceptions. In M. L. Reymart (Ed.), Feeling and emotion: The Moosehart 

symposium (pp. 78-79). New York: McGraw-HiU. 

Rose, J., Gamble, J. G., Burgos, A., Medeiros, J., & Haskell, W. L. (1990). 

Energy expenditure index of walking for normal children and for children 

with cerebral palsy. Developmental Medicine and Child Neurology, 32, 

333-340. 



417 

Rose, J., Gamble, J. G., Medeiros, J., Burgos, A., & HaskeU, W. L. (1989). 

Energy cost of waUdng in normal children and in those with cerebral 

palsy: Comparison of heart rate and oxygen uptake. Journal of Pediatric 

Orthopaedics, 9, 276-279. 

Rose, J., Haskell, W. L., Gamble, J, G., Hamilton, R, L,, Brown, D, A,, & Rinsky, 

L. (1994). Muscle pathology and clinical measures of disability in children 

with cerebral palsy. Journal of Orthopaedic Research, 12, 758-768. 

Rose, J., & McGill, K. C. (1998). The motor unit in cerebral palsy. Developmental 

Medicine and Child Neurology, 40, 210-211. 

Ross, S. A., & Engsberg, J. R. (2002). Relation between spasticity and strength in 

individuals with spastic diplegic cerebral palsy. Developmental Medicine 

and Child Neurology, 44, 148-157. 

Rossi, G., Florini, F., Romagnoli, M., Bellantone, T., Lucie, S., Lugli, D., et al. 

(2005). Length and clinical effectiveness of pulmonary rehabilitation in 

outpatients with chronic airway obstmction. Chest, 127, 105-109. 

Rousso, H. (1985). The relationship between physical disability and narcissism: A 

critique of the literature. Clinical Social Work Journal 13, 5-17. 

Ruhland, J. L., & Shields, R. K. (1997). The effects of a home exercise program 

on impairment and health-related quality of tife in persons with chronic 

peripheral neuropathies. Physical Therapy, 77, 1026-1039. 

RushaU, B. S., & Pyke, F. S. (1990). Training for sports and fitness. Melboume, 

Ausfralia: Macmillan. 

Ruth, R., & Blotzer, M. A. (1995). Toward basic principles. In M. A. Blotzer, & 

R. Ruth (Eds.), Sometimes you just want to feel like a human being: Case 



418 

studies of empowering psychotherapy with people with disabilities (pp, 1-

14). Baltimore: Brookes. 

Ryckman, R. M., Robbins, M. A., Thomton, B., & Cantrell, P. (1982). 

Development and validation of a Physical Self-Efficacy Scale. Journal of 

Personality and Social Psychology, 42, 891-900. 

Sandsfrom, K., Alinder, J., & Oberg, B. (2004). Descriptions of fimctioning and 

health and relations to a gross motor classification in adults with cerebral 

palsy. Disability and Rehabilitation, 26, 1023-1031. 

Schutz, R. W., & Gessaroli, M. E. (1993). Use, misuse, and disuse of 

psychometrics in sport psychology research. In R. N. Singer, M. Murphey, 

& L. K. Tennant (Eds.), Handbook of research on sport psychology (pp. 

901-917). New York: Macmillan. 

Schwartz, L., Engel, J. M., & Jensen, M. P. (1999). Pain in persons with cerebral 

palsy. Archives of Physical Medicine and Rehabilitation, 80, 1243-1246. 

Shacham, S. (1983), A shortened version of the Profile of Mood States. Journal of 

Personality Assessment, 47, 305-306. 

Shadlen, M. N., & Newsome, W. T. (1996). Motion perception: Seeing and 

deciding. Proceedings of the National Academy of Sciences, 93, 628-633. 

Shavelson, R. J. (1988). Statistical reasoning for the behavioral sciences (2nd 

ed.). Boston: AUyn & Bacon. 

SheveU, M. I , Majnemer, A., & Morin, I. (2003), Etiologic yield of cerebral 

palsy: A contemporary case series. Pediatric Neurology, 28, 352-359, 

Shuttleworth, R. P, (2000), The search for sexual intimacy for men with cerebral 

palsy. Sexuality and Disability, 18, 263-282, 



419 

Sifrnan, A. J., & Macfariane, G. J. (2002). Epidemiological studies: A practical 

guide. (2nd ed.). Cambridge, England: Cambridge University Press. 

Sinha, G., Corry, P,, Subesinghe, D,, Wild, J,, & Levene, M, I. (1997). Prevalence 

and type of cerebral palsy in a British ethnic community: The role of 

consanguinity. Developmental Medicine and Child Neurology, 39, 259-

262. 

Snyder, L. H., Grieve, K. L., Brotchie, P., & Andersen, R, A, (1998), Seperate 

body- and world-referenced representations of visual space in parietal 

cortex. Nature, 394, 887-891. 

Soriani, S., Scarpa, P., Voghenzi, A,, De Carlo, L,, & Citio, R, (1993), Moyamoya 

disease in childhood: A familial case report. Child's Nervous System, 9, 

215-219, 

Sparkes, A, C, (2002), Telling tales in sport and physical activity: A qualitative 

journey. Champaign, IL: Human Kinetics, 

Spence, J, C , Poon, P,, & Dyck, P, (1997), The effect of physical-activity 

participation on self-concept: A meta-analysis [Abstract], Journal of Sport 

& Exercise Psychology, 79, SI09, 

Spielberger, C, D, (1966), Theory and research on anxiety. In C, D, Spielberger 

(Ed,), Anxiety and behavior (pp, 3-20), New York: Academic Press, 

Stanley, F., Blair, E., & Alberman, E. (2000). Cerebral palsies: Epidemiology and 

causal pathways. London: Mac Keith Press. 

Stathi, A., Fox, K. R., & McKenna, J. (2002). Physical activity and dimensions of 

subjective well-being in older adults. Journal of Aging and Physical 

Activity, 10, 76-92. 



420 

Steele, E., Grimmer, K., Thomas, B., MuUey, B., Fulton, l , & Hoffinan, H, 

(2003), Vutual reality as a pediatric pain modulation technique: A case 

study, CyberPsychology & Behaviour, 6, 633-638. 

Steinbock, E. A., & Zeiss, A. M. (1977). Sexual counseling for cerebral palsied 

adults: Case report and further suggestions. Archives of Sexual Behavior, 

6, 71-S3. 

Stewart, A. L., King, A. C, & Haskell, W. L. (1993). Endurance exercise and 

health-related quality of life in 50-65 year-old adults. The Gerontologist, 

33, 782-789. 

Strauss, D., Ojdana, K., Shavelle, R., & Rosenbloom, L. (2004). Decline in 

function and life expectancy of older persons with cerebral palsy. 

NeuroRehabilitation, 19, 69-78. 

Strax, T. E. (1988). Psychological problems of disabled adolescents and young 

adults. Pediatric Annals, 17, 756-761. 

Sfromberg, B., Dahlquist, G., Ericson, A., Finnstrdm, O., Kdster, M., & 

Stjemqvist, K. (2002). Neurological sequelae in children bom after in-

vifro fertilisation: A population-based study. The Lancet, 359, 461-465. 

Sullivan, J. D. (1953). Psychiatric problems of interest for the physiatrist. 

Archives of Physical Medicine and Rehabilitation, 34, 353-358. 

Surveillance of Cerebral Palsy in Europe. (2002). Prevalence and characteristics 

of children with cerebral palsy in Europe. Developmental Medicine and 

Child Neurology, 44, 633-640, 

Sutherland, G. (2001), The effect of exercise and autogenic training on the 

psychological well-being and health-related quality of life of people with 



421 

multiple sclerosis. Unpublished doctoral dissertation, Victoria University, 

Melboume, Australia, 

Sutherland, G,, Andersen, M. B,, & Stoove, M. A, (2001), Can aerobic exercise 

fraining affect health-related quatity of life for people with muUiple 

sclerosis? Journal of Sport & Exercise Psychology, 23, 122-135, 

Taft, L, T, (1995). Cerebral palsy. Pediatrics in Review, 16, 411-418. 

Tanji, J., & Shima, K. (1994). Role for supplementary motor area ceUs in 

planning several movements ahead. Nature, 577, 413-416. 

Tardieu, C , Huet da la Tour, E., Bret, M. D., & Tardieu, G. (1982). Muscle 

hypoextensibility in children with cerebral palsy: I. Clinical and 

experimental observations. Archives of Physical Medicine and 

Rehabilitation, 63, 97-102. 

Taylor, N. F., Dodd, K. J., & Larkin, H. (2004). Adults with cerebral palsy benefit 

from participating in a strength training programme at a community 

gymnasium. Disability and Rehabilitation, 26, 1128-1134. 

The American College of Obstetricians and Gynecologists. (2003). Neonatal 

encephalopathy and cerebral palsy: Defining the pathogenesis and 

pathophysiology. Washington, DC: Author. 

The Ausfratian and New Zealand Perinatal Societies. (1995). The origins of 

cerebral palsy: A consensus statement. Medical Journal of Australia, 162, 

85-90. 

The Victorian Infant Collaborative Study Group. (1997). Unproved outcome uito 

the 1990s for infants weighing 500-999 g at birth. Archives of Disease in 

Childhood: Fetal and Neonatal Edition, 77, F91-F94. 



422 

Tobimatsu, Y., Nakamura, R., Kusano, S., & Iwasaki, Y. (1998). 

Cardiorespfratory endurance in people with cerebral palsy measured using 

an arm ergometer. Archives of Physical Medicine and Rehabilitation, 79, 

991-993. 

Toner, L. V., Cook, K., & Elder, G. C. B. (1998). frnproved ankle fimction fri 

children with cerebral palsy after computer-assisted motor leaming. 

Developmental Medicine and Child Neurology, 40, 829-835, 

Torfs, C, P,, van den Berg, B, J., Oechsli, F. W,, & Cummins, S, (1990), Prenatal 

and perinatal factors in the etiology of cerebral palsy. The Journal of 

Pediatrics, 116,615-619. 

Townsend, J,, Courchesne, E,, Covington, J,, Westerfield, M,, Harris, N. S,, 

Lyden, P,, et al, (1999). Spatial attention deficits in patients with acquired 

or developmental cerebellar abnormality. The Journal of Neuroscience, 

19, 5632-5643, 

Turk, M. A., Geremski, C, A,, Rosenbaum, P. F., & Weber, R. J. (1997). The 

health status of women with cerebral palsy. Archives of Physical Medicine 

and Rehabilitation, 75(Suppl. 5), S10-S17. 

Turk, M. A., Overeynder, J. C , & Janicki, M. P. (Eds.), (1995), Uncertain future -

Aging and cerebral palsy: Clinical concerns. Albany, NY: New York 

State Developmental Disabilities Planning Council, 

Tweedy, S, (1997). Evaluation of strength and flexibility training for adolescent 

athletes with cerebral palsy: Full report. Belcormen, Ausfratia: Ausfratian 

Sports Commission. 



423 

Uchino, B. N., Cacioppo, J. T., & Kiecolt-Glaser, J. K. (1996). The relationship 

between social support and physiological processes: A review with 

emphasis on underlying mechanisms and implications for health. 

Psychological Bulletin, 119, 488-531. 

Unnithan, V. B., Dowling, J. J., Frost, G., & Bar-Or, O. (1996). Role of 

coconfraction in the O2 cost of walking in children with cerebral palsy. 

Medicine and Science in Sports and Exercise, 28, 1498-1504. 

US Department of Health and Human Services. (1996). Physical activity and 

health: A report of the Surgeon General. Atlanta, GA: US Department of 

Health and Human Services, Centers for Disease Confrol and Prevention, 

National Center for Chronic Disease Prevention and Health Promotion. 

van den Berg-Emons, H. J., Saris, W. H,, de Barbanson, D, C, Westerterp, K. R., 

Huson, A,, & van Baak, M. A, (1995). Daily physical activity of 

schoolchildren with spastic diplegia and of healthy confrol subjects. The 

Journal of Pediatrics, 127, 578-584. 

van den Berg-Emons, R. J., van Baak, M. A., de Barbanson, D. C , Speth, L., & 

Saris, W. H. (1996). Retiability of tests to detemtine peak aerobic power, 

anaerobic power and isokinetic muscle strength in children with spastic 

cerebral palsy. Developmental Medicine and Child Neurology, 38, 1117-

1125. 

van den Berg-Emons, R, J., van Baak, M. A., Speth, L., & Saris, W, H. (1998), 

Physical fraining of school children with spastic cerebral palsy: effects on 

daily activity, fat mass and fitiiess. International Journal of Rehabilitation 

Research, 21, 179-194. 



424 

Van Maanen, J. (1988). Tales of the field: On writing ethnography. Chicago: The 

University of Chicago Press, 

van Vilsteren, M. C. B. A., de Greef, M. H. G., & Huisman, R, M, (2005), The 

effects of a low-to-moderate intensity pre-conditioning exercise 

programme linked with exercise counseUing for sedentary haemodialysis 

patients in The Netherlands: ResuUs of a randomized cluneal trial. 

Nephrology Dialysis Transplantation, 20, 141-146, 

Vickrey, B, G., Hays, R. D,, Harooni, R., Myers, L, W., & Ellison, G, W, (1995), 

A health-related quality of life measure for multiple sclerosis. Quality of 

Life Research, 4, 187-206, 

Vogler, E, W,, Koranda, P,, & Romance, T. (2000), Including a child with severe 

cerebral palsy in physical education: A case study. Adapted Physical 

Activity Quarterly, 17, 161-175, 

Volpe, J, J. (2001), Neurology of the newborn (4th ed,). Philadelphia: Saunders. 

Ware, J. E., Jr., & Sherboume, C. D, (1992). The MOS 36-item Short-Form 

Health Survey (SF-36), Medical Care, 30, 473-483, 

Watch Tower Bible and Tract Society of Pennsylvania, (2000), What does God 

require of us? [Brochure], New York: Watch Tower Bible and Tract 

Society of New York. 

Wenger, N. K., & Furberg, C. D. (1990). Cardiovascular disorders. In B. Spilker 

(Ed.), Quality of life assessments in clinical trials (pp. 335-345). New 

York: Raven Press. 

White, R. W. (1959). Motivation reconsidered: The concept of competence. 

Psychological Review, 66, 297-333. 



425 

Wilson-Costello, D., Borawski, E., Friedman, H., Redline, R., Fanaroff, A. A,, & 

Hack, M. (1998), Perinatal correlates of cerebral palsy and other 

neurologic impairment among very low birth weight children. Pediatrics, 

102,315-322. 

Woo, R, (2001), Spasticity: Orthopedic perspective. Journal of Child Neurology, 

16, 47-53. 

Woodman, T., & Hardy, L. (2001). Stress and anxiety. In R, N. Singer, H, A, 

Hausenblas, & C, M, Janelle (Eds,), Handbook of sport psychology (2nd 

ed,, pp. 209-318). New York: Wiley. 

Yin, R., Reddihough, D. S., Ditchfield, M. R., & CoUins, K. J. (2000). Magnetic 

resonance imaging findings in cerebral palsy. Journal of Paediatrics and 

Child Health, 36, 139-144. 

Zaffuto-Sforza, C. D. (2005), Aging with cerebral palsy. Physical Medicine and 

Rehabilitation Clinics of North America, 16, 235-249, 

Zimet, G, D,, Dahlem, N, W,, Zimet, S. G., & Farley, G. K. (1988). The 

Multidimensional Scale of Perceived Social Support. Journal of 

Personality Assessment, 52, 30-41. 

Zuckerman, M., & Lubin, B. (1965), Manual for the Multiple Affect Adjective 

Check List San Diego, CA: Educational and Industrial Testing Service, 

Zupan, V,, Gonzalez, P,, Lacaze-Masmonteil, T., Boithias, C , d'Allest, A,-M., 

Dehan, M,, et al, (1996), Periventricular leukomalacia: Risk factors 

revisited. Developmental Medicine and Child Neurology, 38, 1061-1067, 



426 

APPENDIX A 
CEREBRAL PALSY 

I describe cerebral palsy in detail in the following sections. Specifically, I 
examine the incidence and prevalence, aetiology, comorbidity, mortality, 
classification systems, and pathophysiology of cerebral palsy, I then describe the 
physical health of aduUs with cerebral palsy and the role of exercise in the 
management of the condition. First, however, I provide a brief infroduction to 
cerebral palsy. 

Cerebral palsy has traditionally been defined in clinical terms, because 
aetiology and pathology were unknown. The most recent consensus definition of 
the condition described cerebral palsy as "not a single entity but covers 
neurological impairments characterised by abnormal control of movement or 
posture resulting from abnormalities in brain development or an acqufred non
progressive cerebral lesion" (The Australian and New Zealand Perinatal Societies, 
1995, p, 85), This definition incorporates several important aspects of the 
condition. 

As described in the definition, cerebral palsy is not a single condition, but 
covers a range of similar conditions that have separate clinical manifestations, 
aetiologies, and pathologies. The heterogeneity of the conditions within cerebral 
palsy was recognised by people who were involved in discussions on the 
classification and terminology of cerebral palsy, and who first conceived the term 
(Mac Keith & Polani, 1958). The contributors to that discussion envisaged that the 
names of the individual diseases would be used once more was knovm about 
them. Although cerebral palsy classification systems have been suggested, 
researchers continue to try to develop a greater understanding of aetiology and 
pathology of the various manifestations of the condition. 

Although the definition of cerebral palsy focuses on motor impairment 
syndromes of neurological origin, significant levels of comorbidity exist within 
the population of people with this condition (Pharoah, Cooke, Johnson, King, & 
Mutch, 1998; Stanley et al, 2000), The isolation of motor impairments from other 
conditions (e,g,, mental retardation), however, allows service providers to better 
cater for clients' needs. 

The requirement that the brain lesion be cerebral in location and non
progressive allows for the exclusion of other conditions, including 
neurodegenerative conditions, neuromuscular disorders, neural-tube defects of the 
spine, and tumours (Badawi et al, 1998), The determination of whether or not a 
brain lesion is static is not always straightforward, because lesions cannot often be 
observed (Stanley et al, 2000). Adding to the confusion, for some conditions 
(e.g., metabolic abnormalities; Morton, Bennett, Seargeant, Nichter, & Kelley, 
1991) cerebral insult can be halted through treatment, and in some conditions 
(e.g., the ischaemic cerebrovascular disease, moyamoya; Soriani, Scarpa, 
Voghenzi, De Carlo, & Cilio, 1993) there may be repetitive, but singularly non
progressive, insults. Diagnosis of a static lesion is, therefore, inferred from the 
clinical manifestations, which remain consistent with changes in a person's age, 
fatigue, health, and mood (Stanley et al , 2000). 

In summary, the term cerebral palsy encompasses several conditions, 
characterised by non-progressive cerebral lesions, which cause motor impairment. 
These conditions may differ from each other, and have separate clinical 
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manifestations, aetiologies, and pathologies. The various clinical manifestations, 
and their accompanying aetiologies and pathologies, have yet to be fully 
understood. One factor that hampers researchers in their attempts to understand 
cerebral palsy is its low prevalence. 

Incidence and Prevalence of Cerebral Palsy 
To gain an impression of the extent to which cerebral palsy is present in 

the population, it is useful to understand how rates of a disease can be measured. 
An important distinction, when considering the epidemiological literature on 
cerebral palsy, is between incidence and prevalence. Incidence refers to "the 
number of new onsets [of a disease] or in a population within a specified period of 
time" (Sihnan & Macfariane, 2002, p. 13). Incidence is described in terms of a 
given rate per year. Prevalence refers to "the number of individuals ui a 
population with a disease or personal attribute" (p. 16). Prevalence relates to a 
single point in time and is usually expressed as a proportion. If the mortality and 
migration rates of people with the disease under investigation are the same as for 
the general population, then the rates of incidence and prevalence of the disease 
will be identical. The occurrence of cerebral palsy in the population has been 
measured using both incidence and prevalence rates, as well as with hybrids of 
these methods. 

The occurrence of cerebral palsy is normally cited as a prevalence at a 
certain age per 1000 live bom children (Stanley et al , 2000). This method of 
measuring prevalence has several advantages. The use of this denominator 
acknowledges that some children, who die in early childhood, may have had 
complications, such as cerebral palsy. Because the prevalence of cerebral palsy 
cannot be determined for those children who die in early tife, they are necessarily 
excluded from statistics, A greater proportion of preterm than term children are 
excluded in this way; a population with a higher risk of both infant mortality and 
cerebral palsy. The nomination of a certain age for determining prevalence rates 
allows for more accurate statistics to be calculated. Children of the same birth 
cohort are assessed. Except for the most severe cases, cerebral palsy is difficult to 
diagnose in the early years of life, leading to a possible underestimation of the 
prevalence rate. In addition, some motor impairments resolve or change in later 
childhood, making the initial diagnoses of cerebral palsy sometimes inaccurate. 
Using the prevalence rates cited by Taft (1995), for example, the rate of diagnosed 
cerebral palsy at 12 months of age was over two and a half times greater that at 
seven years of age. 

Producing accurate rates of cerebral palsy is particularly challenging for 
the epidemiologist. Establishing rates of prevalence can be problematic, because 
of the large samples needed to calculate stable figures (Stanley et al , 2000). 
Although cerebral palsy is the most common childhood motor disability, its 
occurrence is relatively rare. 

The prevalence of cerebral palsy has been reported to be approximately 2 
to 2.5 of every 1,000 children in the Westem world (Missiuna et al , 2001). This 
rate was stable across the 14 studies in the Missiuna et al. review, with the highest 
prevalence rate of 3.87 being reported in the United Kingdom (Sinha et al, 1997), 
and the lowest prevalence rate of 1.19 being reported in Germany and Sweden 
(Krageloh-Mann et al , 1994). 
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The recent study from the Surveillance of Cerebral Palsy in Europe 
(SCPE; 2002) integrated data from 13 cenfres based in eight European countiies. 
Data on 6,502 children with cerebral palsy was coUected and a prevalence rate of 
2.08 per 1000 five births was calculated. This study proved difficuU for the SCPE, 
because of between-cenfre differences in the definition and classification criteria, 
the assignment of milder cases of cerebral palsy, the upkeep of cerebral palsy 
registers, and the neo-natal care provided, and thus the prevalence rate may be 
underestimated. 

In summary, approximately 2 to 2.5 of every 1,000 children bom in the 
Westem world have cerebral palsy. Issues, such as the need to keep accurate 
records and to decide on an age at which cerebral palsy should be diagnosed, 
make epidemiological studies into cerebral palsy difficult. To generate more 
reliable statistics in the future, accurate records need to be maintained and the 
inclusion criteria for these records need to be standardised across cenfres. 

Aetiology of Cerebral Palsy 
In this section, I describe the Stanley et al. (2000) causal pathways model 

of the aetiology of cerebral palsy. I then review the epidemiological literature 
pertaining to cerebral palsy in respect to the Stanley et al. model. 

Stanley et al. (2000) argued that traditional models of causation may be 
problematic, when applied to cerebral palsy, because they focus on the 
contribution of exposures as independent causal agents to the manifestation of the 
condition. Using this traditional approach, measures of association, such as 
multivariate analyses, are used to examine the sfrength of independent factors. 
The strongest exposures are retained in the causal model and weaker factors are 
eliminated. This sfrategy leads to erroneous conclusions, however, if the 
exposures to causal agents are not independent, as is the case with cerebral palsy. 
Stanley et al. pointed out that, with this type of analysis, important information, 
which may have hightighted a preventable cause, may be lost. 

Stanley et al. (2000) outlined four altemative aetiological models that may 
be used for cerebral palsy: 

(a) causal pathways where factors are caused or influenced by earlier 
factors; 

(b) a pathway in which a factor requires additional, independent exposures 
in order to constitute a cause; 

(c) the outcome has several distinct causes; or 
(d) several different adverse outcomes are possible following the exposure 

(p. 43). 
The recognition of causality is further complicated if factors that are 

considered to represent a single exposure are heterogeneous, and some of these 
factors are on causal pathways, whereas other factors do not contribute to the 
condition. Stanley et al. (2000) cited preterm birth and intrauterine growth 
restiiction as examples of such factors. Both factors have several distuict 
antecedents, not all of which contiibute to the causation of cerebral palsy. 

Known Causal Pathways to Cerebral Palsy 
Stanley et al. (2000) illustrated the causal pathway to choreoathetoid 

cerebral palsy in an infant whose mother and father are Rh incompatible. A 
pregnancy in a Rh- mother with a Rh+ foetus causes fransplacental haemorrhage 
and, consequently, a matemal immune response, the production of antibodies to 
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foetal blood. If a subsequent pregnancy occurs with a Rh+ foetus, neurotoxic 
bilimbui is produced by the destmction of foetal blood. The bilimbin is able to 
cross the blood-braui barrier, a condition knovm as kemictems. It is kemictems 
that causes cerebral damage leading to choreoathetoid cerebral palsy. 

Understanding of this causal pathway has made it possible to develop 
sfrategies to prevent this form of cerebral palsy (Stanley et al , 2000). Sfrategies 
for the prevention of birth of an frifant with choreoathetoid cerebral palsy, when a 
woman and her partner are Rh incompatible, include having no children, anti-D 
adminisfration to prevent the matemal immune response, having no further 
children after the first Rh+ child, terminating a subsequent Rh+ foetus, and, in 
response to the production of bilimbin, foetal/neonatal exchange fransfiision or 
phototherapy. 

Suggested Causal Pathways to Cerebral Palsy 
In the Stanley et al. (2000) comprehensive review of the epidemiological 

literature several casual pathways to cerebral palsy are suggested, which involve 
pathways initiated periconceptionally or in early pregnancy, premature birth, 
infrauterine growth restriction, birth asphyxia, and multiple pregnancy. I briefly 
review these pathways, and include recent research to highlight the effect of 
certain exposures on the risk of cerebral palsy. 
Periconception and Early Pregnancy 

Stanley et al. (2000) listed six periconceptional and early antenatal factors 
that have been associated with higher risks of cerebral palsy. First, matemal 
factors, including genetics and infertility, have been identified as risk factors. 
Although cerebral palsy has recurred in some families, this occurrence has been 
rare and without clear pattems. Genetics seem to be a greater risk factor when 
consanguineous families are common, accounting for approximately 2% of 
cerebral palsy cases (McHale et al, 1999, 2000). Autosomal recessive genes have 
been linked to the occurrence of symmetrical spastic cerebral palsy (McHale et 
al, 1999) and ataxic cerebral palsy (McHale et al, 2000). Approximately half of 
the 5 to 10% of cases of ataxic cerebral palsy may be attributable to the recessive 
gene on chromosome 9pl2-ql2. 

With regard to fertility, Strdmberg et al. (2002) compared the 
neurological sequelae of children who were bom after in-vitro fertilisation (IVF; n 
= 5,680) with population-based matched confrols (n = 11,360). Cerebral palsy was 
the most commonly diagnosed neurological sequelae in those bom after IVF. The 
risk of cerebral palsy was higher for children bom after IVF than for children who 
were the confrols (odds ratio [OR], 3.7, 95% CI, 2.0-6.6). The independent risk of 
cerebral palsy after IVF remained significant in the logistic regression analysis 
(after confroUing for low birth weight, matemal age < 30 or > 35, and male sex) 
for all children (OR, 2.1, 95% CI, 1.0-4.5), but was not significant for singletons 
(OR, 2.1, 95% CI, 0.8-5.4), 

Second, foetal malformation syndromes may cause cerebral palsy (Stanley 
et al, 2000). Nelson and EUenberg (1985) found that major malformations, 
outside of the cenfral nervous system (CNS), occurred in triple the number of 
children with cerebral palsy than in children without the condition. The relative 
risk (RR) of major non-CNS malformations was slightly higher in children with a 
birth weight over 2,500g (RR = 3.9) than in children with a birth weight less than, 
or equal to, 2,500g (RR = 3.1). 
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Thfrd, infections may be on a causal pathway to cerebral palsy (Stanley et 
al, 2000). Vertically transmitted viral infections that are known to cause damage 
to the foetal cenfral nervous system include toxoplasmosis, mbella, 
cytomegalovims, and herpes simplex vims. Although a recent study indicated that 
infrauterine exposure to infection was not a risk factor for spastic cerebral palsy 
among children who were very prematurely bom (gestational age < 32 weeks) 
with birth weights less than l,999g (Grether, Nelson, Walsh, Willoughby, & 
Redline, 2003), prior research showed that matemal infection was associated with 
unexplained cerebral palsy in singleton children of normal birth weight (Grether 
& Nelson, 1997). In Grether and Nelson's study of 46 children with spastic 
cerebral palsy and 378 confrol children, several types of matemal infection were 
associated with cerebral palsy, including: matemal fever exceeding 38°C during 
labour (OR, 9.3, 95% CI, 2.7-31), clinical diagnosis of chorioamnionitis (OR, 9.3, 
95% CI, 2.7-31), histological evidence of placental uifection (OR, 8.9, 95% CI, 
1.9-40), and the presence of one or more indicators of matemal infection (OR, 9.3, 
95%o CI, 3.7-23). Compared with children who were the control, matemal 
infection was more common in the deliveries of children with spastic quadriplegia 
(OR, 19, 95% CI, 6.5-56) than in children with spastic diplegia (OR, 6.7, 95% CI, 
1.7-34). Placental infection was particularly greater for children with spastic 
quadriplegia (OR, 31, 95% CI, 7.9-109) than for the control children. 

Fourth, deficiencies may cause cerebral palsy (Stanley et al , 2000). 
Studies conducted by Pharoah and his colleagues (Pharoah, Buttfield, & Hetzel, 
1971, 1972; Pharoah, Connolly, Hetzel, & Ekins, 1981; Pharoah, Eltis, Ekins, & 
WiUiams, 1976; Pharoah & Homabrook, 1974) have illustrated the importance of 
iodine to foetal neurodevelopment. The studies were conducted with participants 
from the Jimi river valley, an isolated area situated in the Westem Highlands 
Province of Papua New Guinea. A sharp rise in the prevalence of endemic 
cretinism, a feature of which is spastic diplegia, occurred in the late 1950s 
(Pharoah & Homabrook, 1974). The increase ui prevalence was alongside 
sociological change in the valley, brought about by the first European contact in 
1953, and the later establishment of missionary stations and govemment. The 
Europeans used rock saU, which had substantially inferior iodine content, for 
frading purposes, and traditional methods of saU manufacture quickly ceased. 

Pharoah et al. (1971, 1972) found that inframuscular injection of iodised 
oil was effective in preventing endemic cretinism. Of the 688 children bom to 
mothers who did not have iodised oil injected, 31 were endemic cretuis, the 
mothers of 5 of whom were pregnant at the start of the trial (Pharoah et al , 1972). 
In confrast, of the 687 mothers who had iodised oil injected, there were 6 children 
bom with endemic cretinism, the mothers of 5 of whom where pregnant when the 
trial began. 

Low neonatal (Reuss, Paneth, Pinto-Martin, Lorenz, & Susser, 1996) and 
matemal (Pharoah et al, 1981; Pharoah et al, 1976) thyroxine levels have also 
been associated with cerebral palsy. Low serum total and serum-free tiiyroxuie 
can be caused by severe iodine deficiency, and although the contiibution of these 
factors could not be estabtished in the Pharoah et a l stiidies, Reuss et al. found 
that severe hypothyroxinemia was associated with disabling cerebral palsy (OR 
17.6, 95% CI, 5.0-61.7). This association remained after adjusting for gestational 
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age and a large number of prenatal, perinatal, and early and late neonatal variables 
(OR 4.4, 95% CI, 1.0-18.6). 

Fifth, toxicities maybe a cause of cerebral palsy (Stanley et al , 2000). 
Methyhnercury is neurotoxic and can cause widespread and diffuse damage to the 
immature nervous system (Castoldi, Coccini, Ceccatelli, & Manzo, 2001). Even if 
the mother shows no signs of poisoning, concentrations of methyhnercury may be 
high enough to have adverse effects on the foetus. These adverse consequences 
may include cerebral palsy, severe mental retardation, blindness, and deafiiess. 

Discontinuation of the use of benzyl alcohol as a preservative to flush 
infravascular catheters resulted in a decrease in neurologic handicaps in surviving 
infants of very low birth weight (VLBW, < l,250g; Benda, HiUer, & Reynolds, 
1986), and a decrease in grade III/IV intraventricular haemorrhage and mortality 
of infants with birth weights of less than l,000g (HiUer et al, 1986). Benda et al. 
found that the incidence of cerebral palsy among surviving VLBW infants, during 
the 12 months prior to the discontinuation of benzyl alcohol use, was 50%, 
whereas the incidence in the 12 months post discontinuation of benzyl alcohol use 
was 2.4%. Comparing the 13 months pre- and post-discontinuation of benzyl 
alcohol usage, HiUer et al. found that the incidence of grade III/IV intraventricular 
haemorrhage decreased from 46% to 19%, and the mortality rate decreased from 
80.7% to 45.7%. 

Adverse foetal outcome has been associated with severe accidental 
matemal carbon monoxide exposure, but not with mild accidental matemal carbon 
monoxide exposure (Koren et al, 1991). Severe carbon monoxide exposure was 
defined as grades 3 (not alert) to 5 (comatose) on a 5-grade system, and mild 
exposure were grade 1 (alert and orientated) and 2 (alert, but with an altered 
mental state). Of the two cases of grade 5 poisoning, one foetus was a stillbirth at 
29 weeks gestation and the other foetus died at term, which was followed by 
matemal demise. Of the three cases of grade 4 poisoning, one infant was 
diagnosed with cerebral palsy at 8 months, and the other two infants had normal 
outcomes. 

There is evidence that in utero exposure to cocaine may cause cerebral 
palsy. WUson-Costello et al. (1998) found that a significantly higher percentage of 
mothers gave birth to infants of VLBW (< l,500g) and who screened positive for 
cocaine at delivery had children with neurological impairments (10 of 16, 63%) or 
children with cerebral palsy (7 of 11, 64%) than their matched controls, who had 
normal children (3 of 13, 23%, and 1 of 8, 13%, respectively). In a stiidy that 
focused on the neurological correlates of foetal cocaine exposure, Chiriboga et al. 
(1995) found that hypertonia was present in twice as many cocaine-positive 
infants, at six months of age, than cocaine-negative infants (OR 2.1, 95% CI, 1.0-
4.6). Hypertonic tefraparesis, a form of hypertonia, was four times more common 
in cocaine-positive infants than cocaine-negative infants (OR 4.0, 95%o CI, 1.5-
10.8). The hypertonic tetraparesis resembled rigidity, rather than spasticity, and 
the hypertonia in 97% of infants was resolved by 24 months of age. 

Sixth, vascular factors may contribute to the occurrence of cerebral palsy 
(Stanley et a l , 2000). Recent research has shovm vascular factors to be an 
important cause of cerebral palsy (Shevell, Majnemer, & Morin, 2003). In thefr 
study of 217 cases of cerebral palsy, Shevell et al. found that vascular factors were 
fri the top five aetiologic factors, occurring in 9.7% of cases. The other four 
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aetiologic factors were periventricular leukomalacia (PVL, 24.9%)), uifrapartum 
asphyxia (21.7%), cerebral dysgenesis (17.1%), and intracranial haemorrhage 
(12.9%). In almost all cases ui which vascular factors were evident (18 of 21), 
spastic hemiplegia was the diagnosed type of cerebral palsy. 
Premature Birth 

Low birth weight has often been used ui the epidemiological hterature as a 
robust surrogate for premature birth (Stanley et al , 2000). An association between 
birth weight and incidence of cerebral palsy has been clearly demonsfrated. In a 
recent European study, which included 3,434 children with cerebral palsy, the 
prevalence of cerebral palsy in children of birth weight less than l,500g, 1,500-
2,499g, and 2,500g or greater was 72.6 (95% CI, 67.4-77.8), 11.1 (95% CI, 10.4-
11.8), and 1.2 (CI, 1.13-1.24) per 1000 live births, respectively (Surveillance of 
Cerebral Palsy in Europe, 2002). 

Studies in Ohio (Hack et al, 2000) and Victoria, Ausfratia (Doyle & 
Casalaz, 2001; The Victorian tiifant Collaborative Study Group, 1997) have 
shown that cerebral palsy is particularly prevalent in children of exfremely low 
birth weight (ELBW; < l,000g). Of the 221 ELBW children without major 
congenital malformations included in the Hack et al. study, 44 (20%) had a major 
neurologic abnormatity, of which 33 (15%)) had cerebral palsy. In the stepwise 
logistic regression, two neonatal risk factors were significant predictors of 
neurologic abnormality: abnormal ultrasound finding (i.e., grade III to IV bleed, 
PVL, and ventricular dilation at time of discharge home) and chronic lung disease 
(i.e., oxygen dependence at 36 weeks). 

Doyle and Casalaz (2001) determined the neurosensory outcome of a 
cohort of 79 ELBW and 42 normal birth weight (NBW) children at 14 years of 
age. Eight cases of cerebral palsy were found in ELBW children (10.1%)), whereas 
only one case was found in NBW children (2.4%)). The prevalence of cerebral 
palsy was greater amongst ELBW children, when the cohort was two years of age, 
which suggests that cerebral palsy is difficult to diagnose, apart from the most 
severe cases, when children are under the age of five. Cerebral palsy can be 
commonly over diagnosed for this age group (Taft, 1995). 
Intrauterine Growth Restriction 

There is a higher prevalence of cerebral palsy in infants bom small for 
their gestational age (Stanley et al, 2000). Low birth weight and gestational age 
are used as surrogate variables for infrauterine growth restriction, fri a recent 
study. Gray, Jones, and O'Callaghan (2001) matched 30 children with cerebral 
palsy and 120 children, who were the controls, and compared the occurrence of a 
range of matemal factors in each group, Infrauterine growth restriction had 
occurred more often in the antenatal periods of children with cerebral palsy (n = 
5) than in the children who were the confrol (n = 3; OR, 6.6, 1,8-25,2). 

In their summary of the research, Stanley et al. (2000) stated that the risk 
of cerebral palsy in moderately preterm infants increased with lower birth 
weights. The underlying mechanism of the association between infrauterine 
growth restriction and cerebral palsy is not yet understood. 
Birth Asphyxia 

Birth asphyxia was once hypothesised as being the cause of brain damage 
in the majority of cerebral palsy cases; Stanley et al. (2000) estimated, however, 
that birth asphyxia is associated with cerebral palsy in only 10% of cases. Blafr 
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and Stanley (1988) estimated that infrapartum asphyxia had caused brain damage 
in 8% of cases of spastic cerebral palsy. Using a smaller sample (n = 41), Torfs, 
van den Berg, Oechsti, and Cummins (1990) found that 22% of children with 
cerebral palsy had birth asphyxia. Other risk factors were present in the births of 
these children, however, which may have contiibuted to the brafri damage. 

Asphyxia has been experimentally defined as "impaired respiratory gas 
exchange accompanied by the development of metabolic acidosis" (MacLennan, 
1999, p. 1055). Operationalising asphyxia in the clinical settuig is problematic, 
however, because many clinical indicators of asphyxia have, either fridividually or 
collectively, been shown to be poor markers of asphyxia (Dilenge, Majnemer & 
Shevell, 2001). 

The American College of Obstetricians and Gynecologists (ACOG, 2003) 
updated the Intemational Cerebral Palsy Task Force's criteria (MacLennan, 1999) 
for determining whether an acute intrapartum hypoxic event is sufficient to cause 
cerebral palsy. ACOG presented four essential criteria that are necessary to 
consider an acute infrapartum hypoxic event as the cause of cerebral palsy, and 
five criteria that suggest infrapartum event timing. The four essential criteria for 
acute intrapartum hypoxia to be considered as the cause of cerebral palsy were: 

1. Evidence of a metabolic acidosis in intrapartum fetal umbilical cord 
arterial blood obtained at delivery (pH < 7 and base deficit > 
12mmol/L); 

2. Early onset of severe or moderate neonatal encephalopathy in infants 
bom at 34 or more weeks gestation; 

3. Cerebral palsy of the spastic quadriplegic or dyskinetic type; 
4. Exclusion of other identifiable etiologies, such as trauma, coagulation 

disorders, infectious conditions, or genetic disorders (ACOG, 
2003, p. 74). 

Five criteria were suggestive of the infrapartum event timing. With the 
exception of the first criterion, they are, individually, weakly associated with a 
neurologically damaging acute intrapartum event. 

1. A sentinel (signal) hypoxic event occurring immediately before or 
during labor; 

2. A sudden and sustained fetal bradycardia or the absence of fetal heart 
rate variabitity in the presence of persistent, late, or variable 
decelerations, usually after a hypoxic sentinel event when the 
pattem was previously normal; 

3. Apgar scores of 0-3 beyond 5 minutes; 
4. Onset of multisystem involvement within 72 hours of birth; 
5. Early imaging study showing evidence of acute nonfocal cerebral 

abnormatity (ACOG, 2003, p. 74), 
ACOG (2003) stated that if one of the four essential criteria is not met, it 

sfrongly suggests that acute intrapartum hypoxia was not the cause of cerebral 
palsy. The five criteria for determining intrapartum timing do not have to be met 
for a relationship to be established between the acute infrapartum hypoxic event 
and cerebral palsy. 
Multiple Pregnancy 

Btickstein (2002) has outlined six accepted views on the association 
between multifoetal pregnancies and the occurrence of cerebral palsy. First, the 
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risk of cerebral palsy increases with plurality of foetuses. In a study conducted in 
Westem Ausfratia (Petterson, Nelson, Watson, & Stanley, 1993), the prevalence 
rate of cerebral palsy amongst triplets was 26.7 (CI, 11-60) per 1000 live births, 
which was greater than the rates for twins (7.4, CI, 5,3-10) and singletons (1.6, CI, 
1.4-1.8). Amongst muUiple births, however, twins accounted for 86% of the cases 
of cerebral palsy, because triplet and higher-order gestations were uncommon. 

Second, the risk of cerebral palsy is invariably higher in children of lower 
birth weight (Blickstein, 2002). This trend was demonstrated in the Pharoah, 
Price, and Plomin (2002) study, where the prevalence of cerebral palsy in infant 
survivors of two matemities was lower for those whose birth weight was greater 
than or equal to 2,500g (1.9 per 1,000) than for those whose birth weight was 
2,000-2,499g (3.2 per 1,000), l,500-l,999g (9.6 per 1,000), l,000-l,499g (29.8 
per 1,000), or less than l,000g (87.5 per 1,000). The prevalence of cerebral palsy 
was higher at each birth weight category for twin infant survivors, when the co-
twin died as a foetus or as an infant, than when both twins survived infancy. 

Third, children of multiple births, with birth weights greater than 2,500g, 
have greater risk of cerebral palsy than singletons (Blickstein, 2002). In a study 
conducted with data from 205,895 pregnancies in the Jiangsu Province of China, 
Liu et al. (2000) found that the prevalence rate of cerebral palsy was similar for 
singletons and children from multiple births with birth weights of less than 
2,500g, but for children with birth weights greater than or equal to 2,500g the rate 
was higher amongst children from multiple births (4.0, 95% CI, 1.5-8.6) than for 
singletons (1.2, 95% CI, 1.1-1.3). tii the 2500-2749g birth weight category, the 
prevalence rate for singletons and multiples were 3.7 (95% CI, 2.9-4.6) and 6.8 
(95% CI, 2,2-15.9), respectively. 

Fourth, the risk of cerebral palsy is invariably higher among preterm 
children (Blickstein, 2002), This trend was clearly evident in the Liu et al, (2000) 
study, where the prevalence rate of cerebral palsy in multiple births bom after 28 
weeks but before 31 weeks gestation (250,0 per 1,000 children, 95% CI, 31,9-
650.8) was higher than for those bom at, or after, 39 weeks (2.2, 95% CI, 0.3-
7.8).No difference was found in the prevalence of cerebral palsy between 
singletons and multiples bom before 37 weeks. 

Fifth, children bom after 37 weeks gestation have a higher risk of cerebral 
palsy than singletons (Blickstein, 2002). Continuing with the findings of Liu et al. 
(2000), for children bom after a period of between 37 and 41 weeks gestation, the 
prevalence rate was higher in multiples (3.2 per 1000 children, 95% CI, 1.2-7.0) 
than ui singletons (1.2 per 1000 children, 95% CI, 1.1-1.4). Btickstein explained 
these fmdings by suggesting that the term of pregnancy may occur eartier in 
multiple pregnancies than in single pregnancies. 

Sixth, the demise of one foetus invariably increases the risk of cerebral 
palsy in the remaining foetus(es) (Blickstein, 2002). This increased risk is 
especially prevalent in monochorionic twins (i.e., twins sharing the same chorion). 
Glinianaia, Pharoah, Wright, and Rankin (2002) examined the 
neurodevelopmental morbidity of the surviving twin, when the co-twin died as a 
foetus or as an infant within the first 365 days of life. For the surviving twins, 
whose co-twin died as a foetus and who the researchers could frace (n = 97), nine 
children had cerebral palsy, a prevalence of 93 (95% CI, 43-169) per 1000 infant 
survivors. Prevalence of cerebral palsy was higher amongst like-sex pairs (8 out 
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of 70) than unlike-sex pairs (1 out of 22), which equate to prevalence rates per 
1000 infant survivors of 114 (95% CI, 51-214) and 45 (95% CI, 1-228), 
respectively. 

For the surviving twins, whose co-twin died as an infant and who the 
researchers could trace (n = 130), 18 children had cerebral palsy, a prevalence of 
138 (95% CI, 79-198) per 1000 infant survivors (Gluuanaia et al , 2002). 
Prevalence of cerebral palsy was higher amongst like-sex pans (16 out of 104) 
than unlUce-sex pairs (2 out of 26), which equate to prevalence rates per 1000 
frifant survivors of 154 (95% CI, 84-223) and 77 (95% CI, 9-251), respectively, 
Gliniannaia et al. explained the differences in prevalence rates between like-sex 
and unlike-sex twins to be a consequence of twin-twin transfusion syndrome, 
which only occurs in monochorionic twins. 

Summary 
In summary, various exposures have been associated with higher 

prevalence of cerebral palsy. Stanley et al. (2000) have argued that these 
exposures may not be independent causal agents of cerebral palsy, but may lie on 
causal pathways to the condition. One known causal pathway to cerebral palsy is 
when an infant's parents are Rh incompatible. This knowledge allows medical 
practitioners to put strategies in place to prevent this form of cerebral palsy. On 
reviewing the epidemiological literature, Stanley et al. proposed that other 
pathways involve those that are initiated periconceptually or in early pregnancy, 
premature birth, intrauterine growth restriction, birth asphyxia, and multiple 
pregnancy. Further understanding of these causal pathways may lead to the 
development of strategies to reduce the prevalence of cerebral palsy. 

Comorbidity and Cerebral Palsy 
The likelihood and severity of comorbidity in people with cerebral palsy 

increases with the extent and severity of the motor disorder (Stanley et al , 2000). 
The most common types of comorbidity are mental retardation and seizures 
(SCPE, 2002). From the cohort bom between 1975 and 1990, recorded on the 
Westem Ausfralian Cerebral Palsy register, Stanley et al. demonstrated that, of 
those people with severe motor impairment, 52% had severe or profound 
intellectual impairment (IQ < 35), whereas, of those people with mild motor 
impairment, 4.4% had severe or profound intellectual impairment. Seizures had 
occurred in 60% of those people with severe motor impairment and 20%) of those 
people with mild motor impairment. Sensory impairments were also found, but 
were less prevalent, in the same cohort. Of those with severe motor impairment, 
24% were btind and 3,7% were deaf, whereas of those people with mild motor 
impairment, 3% were blind and 0,3% were deaf 

Arpino, Curatolo, Stazi, Pellegri, and Vlahov (1999) found a similar 
pattem of impairment likelihood and severity in their study of the risk factors for 
cerebral palsy, when mental retardation and epilepsy are present, Arpino et al, 
compared children with cerebral palsy, mental retardation (IQ < 70), and partial 
symptomatic epilepsy (n = 51); children with cerebral palsy and mental 
retardation (« = 31); and children with cerebral palsy alone (n = 48). Quadriplegia 
was more prevalent in children with triple (48%) or dual (48%) diagnoses than 
single (25%) diagnoses, whereas diplegia and hemiplegia was slightly more 
common in children with single (46% and 29%, respectively) diagnoses than 
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children with dual (29% and 19%, respectively) or tiiple (32% and 23%, 
respectively) diagnoses. 

With regard to the risk factors for cerebral palsy, Arpuio et al. (1999) 
concluded that different aetiological pathways may cuhninate in the various 
manifestations of cerebral palsy. Demographic characteristics differed between 
the three conditions for parental education and family size. A higher percentage of 
mothers (90.3%) and fathers (80.6%) of children with dual diagnoses had 8 or 
fewer years of education, in comparison to mothers and fathers of children with 
tiiple (64.7% and 60.8%, respectively) and single diagnoses (62.5% and 56.2%, 
respectively). Children with triple diagnoses had more sibluigs (M= 1.0) than 
children with dual (M= 0.7) or single (M= 0.5) diagnoses. 

Differences between children of single, dual, or triple diagnoses were 
found for neonatal and matemal familial factors (Arpino et al, 1999). Children 
with triple diagnoses differed from children with single and dual diagnoses on 
neonatal convulsions, birth weight, and gestational age. Children with tiiple 
diagnoses were more likely to have neonatal convulsions (48.8%o) than those 
children with dual (9.7%) or single (8.5%) diagnoses. For the children with triple 
diagnoses, 4 of 156 first degree relatives (one mother and three siblings) reported 
a history of epilepsy, whereas none on the 206 first degree relatives of children 
with single or dual diagnoses reported a history of epilepsy. 

A lower percentage of children with triple diagnoses had a birth weight of 
1,500 or less (2.0%) than children with single (22.9%) and dual (19.4%) 
diagnoses, and a lower percentage had a gestational period of less than 32 weeks 
(7.8%) than children with single (27.1%) or dual (32,3%) diagnoses (Arpino et al, 
1999), A lower percentage of mothers of children with triple diagnoses (6,0%) 
were aged 33 years or greater at delivery than mothers of children with single 
(21.3%) or dual (25.8%) diagnoses. 

In summary, comorbidities with cerebral palsy, particularly mental 
retardation and seizures, are common, especially for those people with severe 
motor impairment. Cerebral palsy with comorbidities, however, may not be a 
more intense manifestation of exposures associated with cerebral palsy, but may 
be the result of different exposures. 

Mortality and Cerebral Palsy 
Cerebral palsy is not a fatal condition, but the impairments marufested in 

the condition predispose people to shorter lives. Even so, most people diagnosed 
with cerebral palsy survive into adulthood (Blair et al, 2001; Hutton et al, 2000; 
Hutton & Pharoah, 2002). Blair et al. found that of the 2,014 people with cerebral 
palsy identified from the Westem Australian Cerebral Palsy Register and bom 
between 1958 and 1994, 225 had died by 1 June 1997. fri comparison to the 
Ausfratian population, the rate of mortality in people with cerebral palsy was 
higher in every 5-year age bracket up to 40 years of age. Specifically, the 
mortality of people aged from 1 to less than 15 years was over 25 times higher 
than that of the population. The ratio was substantially lower for those people with 
cerebral palsy, who were aged from 15 to less than 40 years, but was still 3 to 6 
times higher than that of tiie population. Survival rates beyond 40 years of age 
could not be calculated, because recording of data by cerebral palsy registers only 
began in the 1950s. Blair et al. found that cerebral palsy was considered to be the 
underlying cause of death in 78.8% of the 151 cases where the causes of deatii 
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were available. In 89 cases, death was attributed to respiratory causes, with 
aspfration pneumonia (n = 25) and other or non-specified types of pneumonia (n = 
56) being the most common. 

The presence of an intellectual impairment was the sfrongest predictor of 
mortality in people with cerebral palsy (Blair et al , 2001). The mortality risk 
doubled between each of the six categories of intellectual impairment (i.e., IQ > 
85, 70-85, 50-69, 35-49, 20-34, < 20), with the risk increasing as the extent of 
intellectual unpairment rose (mortality risk ratio = 2.14, 95% CI, 1.88-2.44). The 
risk of mortality increased by 39% between each of the four categories of motor 
impairment (i.e., minimal, mild, moderate, severe), with higher risk related to 
greater motor impairment (mortality risk ratio = 1.39, 95% CI, 1.14-1.71). 
Although these methods of categorising intellectual and motor unpairments are 
somewhat cmde, the results strongly associate increased impairment with higher 
rates of mortality. Because severity of intellectual impairment and motor 
impairment are positively related, and the intellectual impairment data was more 
precise, the intellectual impairment variable may be a proxy for overall 
impairment. The close association between disability score (computed with 
ratings of category of movement disorder, severity of movement disorder, severity 
of intellectual impairments, and other impairments including blindness, deafiiess, 
and epilepsy) and the rates of demise supports this conclusion. 

In summary, manifestations associated with cerebral palsy may predispose 
people with this condition to shorter lives. Longevity seems to be diminished with 
the presence of more severe forms of physical and intellectual impairment. 

Classification Systems of Cerebral Palsy 
Different systems for the classification of cerebral palsy have been 

developed, based on the types of motor disorder, topography, and motor fimction. 
The most common type of motor disorder is spasticity, which was evident, in a 
pure form, in about 76.2% of cerebral palsy cases on the Westem Ausfralian 
Cerebral Palsy Register 1975 to 1990 (Stanley et al , 2000). The clinical 
presentation of spasticity involves persistent and predictable hypertonia; a clasp-
knife effect (i.e., an exaggerated stretch reflex, where there is resistance of the 
extensors, which suddenly gives way with further pressure) when passively 
sfretching muscles in the exfremities; clonic rigidity (i,e,, involuntary, alternating 
relaxation and contraction) of muscles in the exfremities, which fix in typical 
pattems; co-contraction of involved body parts, especially in joints that are 
proximal, such as the hips and shoulders; deep tendon reflexes that are 
exaggerated; and primitive reflexes that are persistent, and which a person is 
unable to free themselves from without assistance (Dzienkowski, Smith, DiUow, 
& Yucha, 1996). Dyskinesia, another type of cerebral palsy, is often found fri 
conjunction with spasticity, but has occurred, in a pure form, in 5.8% of cases in 
Westem Ausfratia (Stanley et al, 2000). The clinical manifestation of dyskinesia 
involves inconsistent and unpredictable tone; extreme difficulty in producing 
purposeful and fine movements; intermittent tonic spasms and exaggerated, 
rhythmical posttu-es of total extension or flexion; mobile spasms, represented by 
aUemating limb motions of extension, flexion, pronation, and supination; facial 
grimacing, hand and fingers in writing motions; lead-pipe rigidity; and motor 
tremors (Dzienkowski et al, 1996). Ataxia occurs rarely in its pure form, 
representing 5.0% of cerebral palsy in Westem Australia (Stanley et al , 2000). 
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This type of cerebral palsy is characterised by marked hypotonia occurring in 
early infancy; the gradual increase in stiffness and tone of the trunk by late 
infancy; tiimcal titiibation, represented as a staggerfrig, stumblfrig gait and shakfrig 
of the head and tinunk; poor control of gravity and movement over a sustained 
period; eye movement with head movement and the fixation of eyes on stationary 
objects to mafritain balance; and "bottom-shuffling" (Dzienkowski et al , 1996). 

Topographical classification refers to the limbs affected by cerebral palsy. 
The four commonly occurring distributions of impairment are quadriplegia, 
diplegia, left hemiplegia, and right hemiplegia (Stanley et al , 2000). In Westem 
Ausfralia, cases of spastic cerebral palsy have been classified by topography 
(Stanley et a l , 2000). Of the cases of spastic cerebral palsy, tiie topographical 
classifications are hemiplegia (43%), diplegia (24%), quadriplegia (12%), and 
non-classical forms (21%). 

Functional classification depends on a person's ability to perform specific 
tasks. Systems for grading the level of fimction in people with cerebral palsy have 
been developed for sport (Cerebral Palsy tiitemational Sports and Recreation 
Association, 2001) and clinical practice (Palisano et al , 2000; Patisano et al, 
1997). For intemational sport, an 8-part classification system is used to ensure 
athletes compete with others who are similarly impaired. For example, class 3 
athletes are either moderately quadriplegic or triplegic, or are severely hemiplegic. 

In clinical practice, the Gross Motor Function Classification System 
(GMFCS; Patisano et al, 1997) was developed to measure the level of motor 
function in children with cerebral palsy, and has recentiy been validated for aduUs 
with the condition (Sandsfrom et al , 2004). The GMFCS has five levels that are 
analogous to the grading systems used in medicine (see Table 2). Each level has a 
description of specific self-initiated movement and is differentiated from the other 
four levels by functional limitations. A particular emphasis is placed on sitting 
and waUdng. These levels have different descriptions for each of four age bands: 
less than two years of age, two to four years of age, four to six years of age, and 
six to twelve years of age. To enable the quantitative measurement of gross motor 
function, the Gross Motor Function Measure (GMFM; Palisano et al , 2000) has 
been developed, based on the GMFCS. The predicted maximum GMFM scores 
were clearly different for each of the five GMFCS levels, and there was a strong 
association between GMFM scores and GMFCS levels (r = -.91). 
Table A. 1 
Levels of the Gross Motor Function Classification System 
Level Description 
1 Walks without restriction; limitations in more advanced motor skills 
2 Walks without assistive devices; limitations walking outdoors and in 

the community 
3 Walks with assistive mobility devices; limitations walking outdoors 

and in the community 
4 Self-mobility with limitations; children are transported or use power 

mobility outdoors and in the community 
5 Self-mobility is severely limited even with the use of assistive 

technology 
Scores on the GMFM have been found to be strongly associated with leg 

anaerobic power, but only moderately related to arm anaerobic and arm aerobic 
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power (Parker, Carriere, Hebestreit, Salsberg, & Bar-Or, 1993). Specifically, the 
standing and walking, running, and jumping subsections of the GMFM were 
sfrongly related to anaerobic leg peak power (rs = .75 and .83, respectively) and 
anaerobic leg mean power (rs = .72 and .80, respectively). The associations 
between both the GMFM total scores and GMFM subsection scores, and both arm 
anaerobic and arm aerobic power varied in magnitude between .28 and .55. These 
relatively low associations can be attributed to the purpose of the GMFM being to 
assess whether children with cerebral palsy are capable of performing certain 
activities, rather than how well they perform them. 

In summary, several forms of classification of cerebral palsy have been 
developed for different purposes (i.e., motor disorder, topography, motor 
function). Spasticity has been reported as the most common form of cerebral 
palsy, manifesting itself in several topographical distributions (i.e., quadriplegia, 
diplegia, left hemiplegia, right hemiplegia). Measures of motor function have 
been developed to allow classification for clinical and sport purposes. 

Pathophysiology of Cerebral Palsy 
Neuropathology and myopathy are both present in people with cerebral 

palsy. In this section, I discuss how neuropathology and myopathy are manifested 
in people with this condition. 

Neuropathology 
In this subsection, I review the research on the neuropathology of cerebral 

palsy. Before the research is reviewed, however, the roles of different stmctures of 
the brain contributing to motor production are briefly discussed to provide a 
background for the research findings. 
Brain Structures Contributing to Voluntary Movement 

Brain stmctures involved in the production of movement include the basal 
ganglia, cerebellum, cerebral cortex, pons, and thalamus. In this section, I briefly 
describe the roles of these stmctures in motor control, and highlight certain areas 
of these stmctures that are implicated in the following section in which I discuss 
brain stmctures that researchers have found to be damaged in people with cerebral 
palsy. Finally, the periventricular area of the developing foetus brain will be 
described. 

The basal ganglia contributes to the production of movement, but the 
extent of this role is unclear (Kalat, 2001). The stmcture appears to be involved 
with motor leaming, sequencing of movement, and movement itself (Ring & 
Serra-Mesfres, 2002). Output from the basal ganglia is sent to the motor and 
premotor areas of the cerebral cortex (Nolte, 2002). Researchers have included 
various stmctures in the basal ganglia, with the nucleus lentiformis being one such 
stiiicture (Nolte, 2002). The nucleus lentiformis is itself composed of two 
physically apposed stmctures: the putamen and globus pallidus. The putamen has 
a large role in the motor functions of the basal ganglia, receiving input from the 
cerebral cortex and substantia nigra and sending output to the globus pallidus, 
which itself is efferent to the thalamus. 

Although the exact role of the cerebellum in the production of movement 
is uncertain, this stmcture has been associated with the performance of several 
different functions, including aspects of attention, habit formation, and timing 
(Kalat, 2001). Townsend et al. (1999) found that people with cerebeUar damage 
required 800 to 1200ms to shift their visual attention, whereas unimpafred people 
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are able to do this task within 100ms. Barlow (2002) maintained that the 
cerebellum was involved in the production of movement, the improvement of 
motor performance through the updating of intemal models, the adaptation of a 
leamed movement for present conditions, and the confrol of lunb velocity. Ivry 
and Diener (1991) found people with cerebellum lesions had impaired judgement 
of the velocity at which stimuli were movfrig. LUce the basal ganglia, output from 
the cerebellum is sent to the motor and premotor cortex, rather than to the spinal 
cord (Nolte, 2002). One area of the cerebellum, the vermis, is involved in postural 
adjustments. 

The stmctures within the cerebral cortex that are associated with 
movement production include the primary motor cortex, supplementary motor 
areas, premotor cortex, prefrontal cortex, primary somatosensory cortex, and 
posterior parietal cortex (Geyer, MateUi, Luppino, & Zilles, 2000; Kalat, 2001). 
The primary motor cortex is involved with the confrol of kinematic and dynamic 
parameters of voluntary movements, and the non-primary motor cortex areas 
(premotor cortex, supplementary motor areas) are involved in the planning of 
voluntary movement in response to various intemal and extemal cues (Geyer et 
al, 2000). The prefrontal cortex is activated by sensory information that leads to 
movement; the premotor cortex is involved with the preparation for movement 
and is less active during the execution of movement; and the supplementary motor 
cortex is involved in preparation for the execution of sequences of movements. 
The results of the Tanji and Shima (1994) study supported the hypotheses that the 
supplementary motor cortex is involved in the temporal sequencing of multiple 
movements and in the coding of the time sequence between movements. The 
primary somatosensory cortex receives sensory information from touch 
sensations, muscle-sfretch receptors, and joint receptors, and provides sensory 
information to the primary motor cortex (Kalat, 2001). The posterior parietal 
cortex integrates sensory information to produce a decision that is appropriate for 
guiding movement (Shadlen & Newsome, 1996). The cortex appears to have cells 
speciatised for body-referenced information, and world-referenced information 
(Snyder, Grieve, Brotchie, & Andersen, 1998). There are proportionately fewer 
cells that process both body- and world-referenced information than specialised 
cells. 

The thalamus receives input from most of the sensory systems, processes 
this uiformation, and then sends output to the cerebral cortex. One such relay 
involves inputs from the basal ganglia and cerebellum to the venfral anterior and 
venfral lateral areas of the thalamus, which are sent to motor areas of the cerebral 
cortex (Nolte, 2002). 

The pons contains the reticular formation, the descending portion of which 
is involved with motor control (Kalat, 2001). This portion of the reticular 
formation is one of many areas of the brain that confrols the spinal cord's motor 
areas. 

In the developing brain, damage to the germinal matiix, periventiicular 
white matter, and ventricular system can lead to motor impairment (Volpe, 2001). 
The germinal matrix is located immediately venfrolateral to the lateral ventricles. 
Periventiicular white matter is lateral and dorsal to the extemal angles of the 
lateral ventricles. The ventiicular system consists of four fluid-filled ventricles 
and a cenfral canal in the spinal cord. Between 10 and 20 weeks gestation, the 
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germinal matrix provides cerebral neuronal precursors, and in the third tiimester it 
is the source of glial precursors that become cerebral asfrocytes and 
otigodendroglia. The germinal matrix decreases in size as the foetal brain 
develops, and is involuted after approximately 32 to 34 weeks gestation (Norman, 
1992). Motor corticospinal fracts descend past and through the periventricular 
region (Volpe, 2001). Damage to periventricular white matter would be expected 
to cause motor impairment, particularly in the lower exfremities. 

In summary, various parts of the brain are involved in the production of 
movement. Given that cerebral palsy is characterised by disorders of movement of 
neurological origin, it would be expected that signs of damage to these brain areas 
responsible for movement would be visible upon investigation. It is to this 
research on the association between neurological injury and motor disorder that I 
now tum. 
Neuropathology in People with Cerebral Palsy 

Studies using magnetic resonance imaging (MRI) have enabled the precise 
identification of the damaged areas of the brains of people with cerebral palsy 
(Johnsen, Tarby, Stuart Lewis, Bird, & Prenger, 2002; Krageloh-Mann et al, 
2002). Krageloh-Mann et al. found that pattems of bilateral lesions of the 
thalamus and basal ganglia were associated with different types of cerebral palsy 
and the severity of the motor and cognitive impairments. MRI examinations (n = 
27) were performed with 10 males and 7 females, who ranged in ages from 8 days 
to 15 years at the time the MRI examinations occurred. All children had cerebral 
palsy, in which the brain lesions were attributed to birth asphyxia (n = 9), neonatal 
shock (n = 4), or could not be identified, but were assumed to be late prenatal 
compromise (n - 4). Type of cerebral palsy was classified as purely dyskinetic, 
dyskinetic-spastic, or bilateral spastic. Motor impairment was classified as mild 
(i.e., leamed to walk between 18 months and 5 years of age, or to sit between 10 
months and 2 years of age) or severe (i.e., cannot walk at 5 years of age, cannot sit 
at 2 years of age, or cannot control head at 1 year of age). Cognitive impairment 
was determined by each child's ability to follow with the eyes and establish visual 
contact, developmental milestones (including language milestones), and school 
resuUs, depending on the age of the child. MRI lesion pattems were classified as 
mild (involving the nucleus lentiformis and venfro-lateral thalamus only), 
moderate (involving the nucleus lentiformis, ventro-lateral thalamus, and pre- and 
post-cenfral gyms), or severe (involving the nucleus lentiformis, entire thalamus, 
pre- and post-cenfral gyrus, and hippocampus). 

Sfrong relationships existed between the severity of the lesion found by 
MRI and both motor (rs = .71) and cognitive development (rs = .89). A sfrong 
association emerged between the type of cerebral palsy and the severity of the 
lesion. Spastic cerebral palsy occuired in children with moderate (« = 1) or severe 
(n = 5) lesion pattems. Dyskinetic-spastic cerebral palsy occurred in children with 
mild (n = 3), moderate (n = 3), and severe lesion pattems (n = 2). Dyskinetic 
cerebral palsy occurred in children with mild lesion pattens (n = 3). 

In their study of 10 cases of severe athetoid cerebral palsy, Hayashi, Satoh, 
Sakamoto, and Morimatsu (1991) associated two pattems of thalamus-basal 
ganglia damage to aetiology and clinical outcomes. For the globo-Luysian (GL) 
group the major sites of lesion were the globus paUidus and subthalamic nucleus, 
whereas for the thalamo-putaminal (IP) group the major sites of injury were the 
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thalamus and putamen. Severe jaundice was part of the aetiology of afrnost aU (5 
of 6) cases in the GL group, but was absent from the TP group cases. Peruiatal 
asphyxia featured in the aetiology of all TP group cases, and was, partially or 
wholly, present in the GL group cases. Seizures were either frequent or infractable 
for the TP group cases, but absent, or only occurring once, for the GL group 
cases. The cases in the TP group had greater intellectual impairment (all IQs < 10) 
than the GL group cases, in which half the cases had IQs less than 10 points, and 
the other half of cases had IQs ranging from 40 to 70 points. 

Johnsen et al. (2002) studied 13 children with cerebral palsy, who had 
injuries to the inferior cerebellum hemispheres. Most children (« = 11) had severe 
damage to the cerebellum, and in all but one case this damage was symmetrical. 
In most cases, the damage could be detected on the MRI as the vfrtual absence of 
the cerebellum hemispheres, consistent with what would be viewed in an 
infarction. The remaining two children had mild cerebellar damage. Inferior 
vermis abnormalities were seen in six children. 

In regard to other parts of the brain, injury to the pons (i.e., hypoplasia) 
was prominent in three children, mild in eight children, and minimal in two 
children (Johnsen et al, 2002). Damage to the cerebmm was varied, with 
periventricular leukomalacia (PVL) found in five children, enlarged ventricles 
noted ui two children, microcephaly in one child, and no damage in the remaining 
five children. The severity of motor impairment was inconsistent amongst the 13 
children, with some being able to walk and taUc. Johnsen et al. stated that poor 
associations between clinical features and the MRI pictures are common in cases 
of cerebral palsy, and the timing of the infarction may be a key factor in 
determining the MRI and clinical outcomes. A slightly more consistent 
association was found between other clinical features and the MRI pictures. 
Johnsen et al. reported that all children in their study were microcephalic and 
mentally retarded. All of the children were visually impaired, with six children 
having severe visual impairments. Seven children experienced seizures. 

PVL, periventricular hemorrhagic infarction, and germinal matrix-
infraventricular haemorrhage (IVH) are common types of foetal neurological 
infarction, particularly in the premature infant (Norman, 1992; Volpe, 2001). fri 
802 very preterm infants (24 to 32 weeks gestation), 69 of whom developed cystic 
PVL, Zupan et al. (1996) found that the incidence of cystic PVL peaked at 28 
weeks gestation (15.7%). The lower incidence of PVL before 28 weeks gestation 
may be an underestimation, because of the higher mortality rate and lack of post
mortem studies on the brains of pretenn infants. 

Yin, Reddihough, Ditchfield, and Collins (2000) found pattems of brain 
lesions to be closely related to the gestational ages of children at birth. In their 
sample of 42 children, 12 were bom preterm (< 37 weeks gestation) and 30 were 
bom at term (37 to 42 weeks gestation). Of those bom preterm, PVL was found in 
8 cases. For the three earliest bom children (30 to 33 weeks gestation) PVL was 
the only diagnosis. Three children bom at 36 weeks gestation had PVL and 
subcortical lesions (SCL) only. One child had PVL, SCL, and lesions consistent 
with neurofibromatosis, and another child with PVL and SCL also had a large left 
temporo-occipital porencephalic cyst. Three of the four remaining children had 
abnormal MRI scans, and the scan of the fourth child was normal. Three main 
pattems of brain lesions were found for children bom at term: hypoxic-ischaemic 
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lesions (n = 13), cortical migrational malformations (n = 5), and white matter 
development disorders (n = 3). Hypoxic-ischaemic lesions were characterised by 
PVL and SCL in nine cases and cerebral artery infarction in four cases. Cortical 
malformations took the form of neuronal migration abnormatities, which were 
clinically manifested as spastic quadriplegia and severe intellectual impairment in 
all five cases. Lissencephaly was found in three of the five cases, and, in two of 
the three children, there was also an abnormal signal in the white matter and 
dysgenesis of the corpus callosum. Polymicrogyria was found in the other two 
cases of cortical malformations. Disorders of white matter development were 
clinically characterised in two of the three cases by spastic quadriplegia with 
athetosis, severe intellectual impairment, and vision and speech impairments. 
Seven of the nine remaining children had abnormal scans that did not categorise 
into the aforementioned three pattems. Three of these seven children had 
unilateral lesions and two had lesions not involving cerebral hemisphere white 
matter. Two children had normal scans. 

Comparing 50 VLBW children who had cerebral palsy and 50 VLBW 
matched normal children, Wilson-Costello et al. (1998) found that a higher 
proportion of infants with cerebral palsy (64%) had periventricular haemorrhages 
than the confrols (19%, p < .01). More children with cerebral palsy had grade 3 or 
4 periventricular haemorrhage (40%) than normal children (8%). 

Okumura, Hayakawa, Kato, Kuno, & Watanabe (2002) found that the type 
of chronic-stage electroencephalograph (EEG) abnormalities was associated with 
neurodevelopmental outcomes in 183 pretenn infants (Mgestationai age = 29.2 wks; 
Mveight =l,275g). Chronic-stage abnormalities were classified as one of two EEG 
pattems: dysmature or disorganised (Hayakawa, Okumura, Kato, Kuno, & 
Watanabe, 1997a, 1997b). The former pattem has been associated with cognitive 
impairments (Hayakawa et al, 1997b), and the latter pattem has been closely 
associated with deep white-matter damage and with cerebral palsy (Hayakawa et 
al, 1997a). 

In the Okumura et al. (2002) research, cerebral palsy was more closely 
related to disorganised pattems in children than to dysmature pattems. Of the 
children with disorganised pattems (n = 52), the majority had cerebral palsy (n = 
39). All children with disorganised pattems and PVL, observed usuig ulfrasound 
assessment had either mild (n = 9), moderate (n = 10), or severe (n = 12) spastic 
diplegia. Children diagnosed as having intraventricular haemorrhage (IVH) with 
parenchymal haemorrhage (PH) were also diagnosed with spastic hemiplegia (n = 
2), whereas those children diagnosed as having IVH without PH (n = 5) did not 
have cerebral palsy. For those children who had normal ultrasound assessments, 
cerebral palsy was diagnosed in 6 of 14 cases, which took the form of mild (n = 
4), moderate (n = 1), or severe (n=l) spastic diplegia. Of the children with 
dysmature pattems (n = 28), cerebral palsy was not as commonly diagnosed (n = 
5). Moderate spastic diplegia was diagnosed in the one child with PVL. 
Hemiplegia (n = 2) and mild spastic diplegia (n = 2) were diagnosed in four of 
seven children who had IVH without PH. Cerebral palsy was not diagnosed for 
any children with dysmature pattems and normal ulfrasound assessments. 

In summary, researchers have shown that areas of the brain responsible for 
the production of movement have been the sites of neurological damage in people 
v îth cerebral palsy. Although some researchers have found strong correlations 
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between the severity of neurological lesion and both motor and cognitive 
development (Krageloh-Mann et al , 2002), other researchers (Johnsen et al, 
2002) have argued that this association is less clear. Other factors may frifluence 
the relationship between the manifested motor disorder and its neurological 
correlate, such as the timing of the infarction, gestational age at birth, and birth 
weight. 

Myopathy 
Muscle from people with cerebral palsy is different to muscle from people 

in the general population (Friden & Lieber, 2003; Rose et al, 1994; Tardieu, Huet 
da la Tour, Bret, & Tardieu, 1982). Tardieu et al inferred, from the jofrit angle at 
which minimal torque was noted, that the triceps surae muscles of 21 children 
with cerebral palsy were abnormally shorter and the tendons were abnormally 
long, in comparison to the muscles of 12 children without physical unpairment. 
Although full plantar flexion was produced by maximal confraction in the 
children without physical impairment, contraction of the muscle when in full 
plantar flexion did not produce any force in some children with cerebral palsy. 

Rose et al. (1994) found that the variation in size and distribution of 
spastic muscle fibres from children with cerebral palsy differed in comparison to 
children's muscle fibres that had been interpreted as being normal. To determine 
the size variation of muscle fibres a coefficient of variation (SD/M) was 
calculated. For type-I and type-II muscle fibres, the average coefficient of 
variation for area was higher in the spastic muscle from participants with cerebral 
palsy (33.3% and 32.7%, respectively) than in the normal muscle from control 
participants (17.3% and 17.2%, respectively). The combined coefficient of 
variation, having been weighted for the proportions of each fibre type, was higher 
in the muscle from participants with cerebral palsy (35.8%) than in the muscle 
from confrol participants (16.7%). A coefficient of variation for size within a fibre 
type of less than 30% is considered normal (Blomsfrand, Celsing, Friden, & 
Ekblom, 1984; Brook & Engel, 1969). The variation in mean fibre area between 
type-1 and type-2 fibres was also larger in the muscle of participants with cerebral 
palsy (M= 26.7%, SD = 18.9%) than from the muscle of control participants (M= 
4.2%, SD = 2.4%). The predominance of one fibre type was sfronger in the spastic 
muscle from children with cerebral palsy (Af = 67.1%, SD = 15.0%) than in the 
normal muscle (M= 54.6%, SD = 3.8%). The muscle of four of the children with 
cerebral palsy had a predominance of one fibre type of over 70%, whereas none of 
the children with normal muscle had a predominance of this magnitude. 

Liber and Friden (2002) found that the sarcomere lengths of spastic flexor 
carpi uhiaris muscle with the wrist fully flexed (M= 3.48pm, SD = 0.44 pm) were 
longer than those of normal flexor carpi ulnaris muscle (M= 2.41pm, SD = 0.31 
pm). The slope of the sarcomere length-wrist joint angle relationship was normal; 
the sarcomere lengths of the spastic muscle at all joint angles were consistently 
longer than those of normal muscle (M= 1.36pm, SD = 0.20 pm), however. 
Functionally, this result means that spastic muscle generates less force at each 
joint angle than normal muscle. Liber and Friden predicted that the flexor carpi 
uhiaris muscles of the participants with spasticity would be able to generate 
approximately only 40% of their maximum force, when the wrists are fully flexed, 
and this percentage would decrease with the extension of the vmsts. 
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Friden and Lieber (2003) found that the sarcomere lengths at which 
passive tension is developed in muscle fibres from children with spastic cerebral 
palsy (M= 1.84pm, SD = 0.05 pm) were significanfly shorter than normal (71/ = 
2.20pm, SD = 0.04pm). Friden and Lieber also found that the elastic modulus 
(i.e., the slope of the stress-strain relationship, calculated as the change fri fibre 
sfress divided by the change in fibre strain) of spastic muscle fibres was almost 
double that of normal muscle fibres. Although these findings suggest that there 
was substantial remodelling of both intracellular and exfracellular components of 
muscle stiiicture (i.e., titin and collagen), the mechanisms by which these 
stmctural changes occur remain to be elucidated. 

In summary, various difference have been found between spastic muscle, 
found in many people with cerebral palsy, and normal muscle. These differences 
include that spatic muscles were abnormally short (with abnormally long 
tendons), had abnormal distributions of fibre sizes and types, had abnormally long 
sarcomeres, and developed passive tension at abnormally short sarcomere lengths. 

The Physical Health of Adults with Cerebral Palsy 
Of the research conducted with people who have cerebral palsy, relatively 

few studies have focused on aduUs with the condition. As Bottos et al. (2001) 
have pointed out, cerebral palsy has been viewed as a paediatric condition, 
especially where therapeutic interventions have been concemed. There is 
evidence, however, that cerebral palsy adversely interacts with the ageing process 
(Turk et al , 1995). Given that most adults with cerebral palsy survive into 
adulthood (Blafr et al , 2001), greater focus on the needs of these people is 
warranted. In this section, I review the literature on the physical health of adults 
with cerebral palsy. In areas where there is a lack of research on adults with 
cerebral palsy, the review will be supplemented by studies on children and 
adolescents with the condition. This research on adolescents and children is 
valuable, because it may provide insight into health issues that adults with 
cerebral palsy may face, 

Bottos et al, (2001) followed up 72 adults with cerebral palsy, who had 
been patients at three paediafric rehabilitation clinics in Italy. The participants 
were aged from 18 to 65 years of age (M = 33, SD = 9.2), and had either spastic 
(66.2%) or dyskinetic (33.8%) cerebral palsy. Inteltigence was normal or 
borderline in 39.7% of participants, and mild, moderate/severe, and profound 
intellectual impairment was present in 19.1%), 19.1%, and 22.1% of participants, 
respectively. The most common health problems of participants included feeding 
(31.9%), epilepsy (25.0%), bladder (18.1%), bowel (18.1%), speech (12.5%), and 
visual (12.5%) impairments. Half of the participants did not have any health 
problems. Frequency of contact with health and rehabilitation services reduced 
after 18 years of age, with only 23 participants continuing treatment after tuming 
18 years old. 

Secondary conditions to cerebral palsy were also found in 63 women with 
the condition (Mage = 37.7, SD = 12.7) who were residing in community living 
arrangements (Turk et al , 1997). Most women perceived themselves as being 
healthy despite having cerebral palsy (87%), with a large proportion of the women 
exhibiting healthy behaviours by abstaining from smoking (98%), not consuming 
alcoholic beverages in the past month (95%), and engaging in at least one physical 
activity (83%). The most common secondary conditions were pain (84%), hip and 
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back deformities (59%)), bowel problems (56%)), bladder problems (49%)), poor 
dental health (43%), increased spasticity during menstmation (35%), 
gasfroesophageal reflux (28%)), and increased incontinence during menstmation 
(24%). 

Murphy, Mohiar, and Lankasky (1995) highlighted the lack of preventive 
medical care for adults with cerebral palsy. In their study of 101 adults, who 
ranged in age from 19 to 74 years (M= 42.6), over 90% of the participants did not 
have thefr general health evaluated on a periodic basis. Almost all of the females 
in the sample (90%)) did not have regular breast examinations. Pap smears, or 
pelvic examinations. Likewise, over 90% of men did not have regular prostate 
examinations. Cardiovascular risk factors were being followed in less than 10% of 
participants and a similar small percentage of those over 40 years of age had 
recent elecfrocardiography. Contributing to the lack of preventive care for some of 
these adults was the inability to access services that had examination rooms 
adequately set-up and with equipment for use with people who had severe 
physical impairments. 

Participants at the National Invitational Colloquium on Aging and 
Cerebral Palsy (Turk et al, 1995) identified that these and other physical issues 
(e.g., musculoskeletal, oral, gastrointestinal, urologic, and reproductive problems) 
needed to be addressed by health care professionals. Musculoskeletal problems 
are symptomatic of both cerebral palsy and the ageing process. The combination 
of cerebral palsy and ageing, however, often means that these problems have an 
earlier onset in people with cerebral palsy than in the general population. 

Musculoskeletal issues. Bottos et al. (2001) found that deformities of the 
musculoskeletal system were related to the type of cerebral palsy, but no clear 
association was found between deformities and the severity of motor impairment. 
The most common deformities were scoliosis over 30° (20.3%) and subluxation or 
dislocation of one or both hips (28.2%). Orthopaedic surgery to correct 
muscleskeletal problems was undergone by 53.7% of participants. These 
procedures primarily involved surgery to the hamstrings, adductors, and triceps 
brachii. 

Associated with these musculoskeletal problems, adults with cerebral 
palsy commonly experienced decrements in mobility and functioning, increases in 
pain and fatigue, concems over osteoporosis and fractures, and the adverse impact 
that previous medical treatments had on musculature (Turk et al, 1995). Although 
loss of mobitity and functioning is a normal aspect of the ageing process, it is 
often more marked in people with cerebral palsy. This loss of functioning may be 
attiibutable to apparent increases in spasticity, accompanied by pain and fatigue, 
when a person with cerebral palsy ages. More research is needed, however, to 
determine if changes are age-related or part of a pathological process. 

Aside from spasticity, pain can be caused by soft tissue injuries to the 
nerves, tigaments, tendons, or muscles (Turk et al , 1995). This pain is often 
misdiagnosed as arthritis, the complaint is minimised or ignored, or, if 
accompanied by fatigue, misdiagnosed as depression or a psychosomatic issue. 

In a study that investigated pain in adults (Mage = 38 years, 5D = 14) with 
cerebral palsy, Schwartz, Engel, and Jensen (1999) found that 67% of participants 
(62 of 93) were experiencing pain that had lasted at least 3 months. These 
participants experienced pain in an average of three locations, with the most 
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common sites of pain being the lower extremities (66%), back (63%), neck and/or 
shoulders (45%)), and buttock/hip area (39%). On average, these pains had 
persisted for a number of years, with the longest duration of pain being for the 
buttock/hip area (M= 20 years, SD = 14), lower exfremities (M= 15 years, 
SD = 14), back (M= 14 years, SD = 17), and upper exfremities (M= 8 years, 
SD = 8). For 56% of participants, pain was experienced on a daily basis, with a 
mean intensity, for the week prior to the research being conducted, of 3.16 
(SD = 2.45) on a 10-point pain intensity scale, which was anchored by no pain 
and pain as bad as could be. The pain intensity of the prior 3 months was a little 
higher (M= 4.45, SD = 2.34). Despite this pain, the participants reported that it 
interfered minimaUy with their activity level and social or work fimctioning. The 
mean interference was 2.03 (SD = 2.50) on a 10-point scale anchored by no 
interference and unable to carry out any activities. Factors that the participants 
reported would exacerbate pain included fatigue (81%), stress/depression (79%), 
overexertion (14%), and weather changes (74%). In contrast, factors that relieved 
pafri included exercise (92%), stretching (89%), resting (82%), massage (81%), 
sleeping (77%), and staying active (11%). 

Fatigue has been found to be more prevalent among adults with cerebral 
palsy than among the normal population (Jahnsen, Villien, Stanghelle, & Holm, 
1993). Although Jahnsen et al. did not calculated effect sizes for the differences 
between groups, Cohen's d values could be estimated from the statistics provided. 
Compared with the Norwegian population, adults with cerebral palsy in Noway 
had significantly higher levels of physical fatigue (d = 0.26, p< ,001), but not 
mental fatigue (d = 0), The magnitude of these effects suggested very little 
difference exists in the fatigue levels of adults with cerebral palsy with respect to 
the general population, A higher prevalence of fatigue was reported by adults with 
moderate cerebral palsy (22%) than those with mild (12%) or severe cerebral 
palsy (15%), 

Osteoporosis and fractures are critical concems for people with cerebral 
palsy as they age (Turk et al, 1995), Due to a number of factors, the chances of 
developing osteoporosis may be greater for people with cerebral palsy. These 
factors include infrequently performing weight-bearing exercises, seizure 
medication that impedes calcium absorption, poor nutrition, and endocrine 
problems. Osteoporosis increases the susceptibitity of bones to breakage in 
accidents, such as falls. 

Treatments people may have received in their early years may have had a 
positive or negative impact in present musculature (Turk et al , 1995). Some 
freatments may have been deleterious in the long term, because of factors, such as 
the incorrect alignment of joints to bear weight, and the additional stresses to 
muscles and tendons from lifting such weight. Other freatments, started in 
childhood and continued through adolescence, may have been discontinued in 
adulthood, resulting in a possible loss of improvements to the musculature. 

Oral issues. Oral problems have been identified as important clinical 
concems (Turk et al , 1995). Bottos et al (2001) identified issues with feeding as 
the most common health problem among adults with cerebral palsy. Although 
people with severe cerebral palsy commonly find eating and swallowing a 
difficult.task, the problems increase as they get older, with poorer dental health 
and diminishing saliva production. It is unknovm how the agefrig process affects 
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the acts of eating and swallowing, A further issue is that access to adequate dental 
care for people with more severe cerebral palsy is often difficuU. 

Gastrointestinal issues. Although the findings of the Bottos et al. (2001) 
study suggested gasfrointestinal problems were important health issues for adults 
with cerebral palsy, there is a lack of research in tltis area (Turk et al , 1995). 
Gasfrointestinal issues include gastroesophageal reflux, constipation, and 
inadequate nutiition. Associated with gastroesophageal reflux is aspiration (i.e., 
food or fluid ui the airways), which, especially in people with severe cerebral 
palsy, can cause recurrent bouts of pneumonia. 

Urologic issues. Both men and women with cerebral palsy have reported 
urinary incontinence and retention problems (Turk et al , 1995). Reasons for these 
problems can have a neurological basis, can result from limited perception of the 
fullness of the bladder, or, in women, can be related to the menstmal cycle. 
Environmental issues may also contribute to urinary problems, such as the 
unavailabitity or inaccessibility of toilets. As yet, there is no information on 
whether men with cerebral palsy have the same problems as other men with 
regards to prosfrate enlargement as they age. 

Reproductive issues. Although there is a lack of research on reproductive 
issues in people with cerebral palsy, Turk et al. (1995) reported many concems 
regarding the reproductive health of people with this condition. For men, concems 
included impotence and lack of physical ability to meet thefr ovm. sexual needs. 
For women, concems regarded menopause, fertility, and the ability to maintain a 
pregnancy and give birth. Concems were also expressed about birth confrol, 
sexually fransmitted diseases, acquired immune deficiency syndrome, 
reproductive health. Pap smears, and, for those with severe physical impairment, 
the issue of using a third person to facilitate sex. As with other health issues, 
adequate access to professional health services was identified as an area of 
significant concem. 

In summary, many people with cerebral palsy have reported the onset of 
health conditions secondary to cerebral palsy (e,g,, musculoskeletal, oral, 
gasfrointestinal, urologic, and reproductive problems). The presence of cerebral 
palsy means that several health issues occur at an earlier age than they do in 
people from the general population. These issues can have environmental, 
physical, and psychological bases. The health issues are sometimes compounded 
by the difficulties involved with seeking the services of health care providers and 
the providers' lack of knowledge about cerebral palsy. 

The Role of Exercise in the Management of Cerebral Palsy 
A multidisciptinary approach assists in the management of cerebral palsy 

and, in particular, the spasticity that occurs in most people with cerebral palsy 
(Graham & Selber, 2003). Recently, an entire issue of the Journal of Child 
Neurology was devoted to reviews of the literature on cerebral palsy and spasticity 
and consensus statements that emanated from a conference on the management of 
spasticity (Maria, 2001). Treatments that are used in the management of spasticity 
include physical management (Helsel, McGee, & Graveline, 2001), oral 
medications and infrathecal baclofen (Krach, 2001), botulinum toxin (Edgar, 
2001), orthopaedic management (Woo, 2001), and neurosurgery (Boop, 2001). 
Given that great variation is present in the physical manifestations of cerebral 
palsy, the most appropriate treatment is dependent on the characteristics of each 
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case. Another type of intervention that could be beneficial in the management of 
cerebral palsy and spasticity is exercise (Bmnsfrom, 2001), In her model of 
spasticity, mobility, and the management of cerebral palsy, Brunstom included 
physical fitness as a core factor, contributing to both the mobility and 
fridependence of people with cerebral palsy. In this section, I report on the 
physical activity levels, energy expenditure, and physiology of exercise in people 
with cerebral palsy, before considerfrig the effects of aerobic and sfrength fraining 
on people with this condition. The subsection concludes with information 
regarding the prescription of exercise for people with cerebral palsy. 

Physical Activity Levels in People with Cerebral Palsy 
For the general population, the USDHHS (1996) recommended that people 

engage in physical activity, of a moderate intensity and duration, on most, if not 
aU, days of the week. For people with cerebral palsy, however, Rimmer (2001) 
contended that higher fitness levels, than those of the general population need to 
be maintained to offset decline in function due to natural ageing and to changes 
related to their condition (e.g., contractures, pain, reduced mobility, spasticity). 
Despite this greater need for physical activity, little information is available on the 
physical activity levels of aduUs with cerebral palsy. Moreover, the findings from 
research into the physical activity levels of young people with the condition are 
not encouraging (Bandini et al, 1991; Blum et al , 1991; Longmuir & Bar-Or, 
2000; van den Berg-Emons et al, 1995). This part of the subsection reports on the 
physical activity levels of adults with cerebral palsy (Heller et al , 2002; Turk et 
al, 1997) and supplements these findings with the results from studies of the 
physical activity levels of young people with cerebral palsy. 

Heller et al. (2002) interviewed the caregivers of 83 adults with cerebral 
palsy and found that approximately half of their clients exercised. Of those adults 
who exercised, the most common types of exercise were arm/leg exercises 
(48.8%), waUdng (29.3%), and rehabilitation exercises (14.6%). The adults with 
cerebral palsy exercised, on average, 1.6 times per week. 

Investigating the health status of women with cerebral palsy, who were 
residing in the general community (7V̂ = 63), Turk et al. (1997) found that 83% 
reported participating in physical activities during the previous week. The most 
common physical activities were swimming (63%), walking for exercise (58%), 
use of exercise equipment (47%), and weightlifting (38%). Over half the women 
(51%) had done sfretching or range-of-motion exercises in the last week. Forty-
three percent of participants were engaged in aerobic exercise, with 54% of these 
women exercising for 30 minutes or more. The women reported that they 
typically engaged in aerobic exercise tliree times per week (M= 3.0, SD=l .6). 
Participation in physical activity was positively associated with ambulation (if = 
.32) and negatively related to wheelchair use ((j) = -.51). 

In comparison to youth with other disabilities, those with cerebral palsy 
are more likely to lead sedentary lives (Longmuir & Bar-Or, 2000). Longmuir and 
Bar-Or surveyed 987 young people, whose ages ranged from 6 to 20, and who had 
a range of physical disabilities (PD), chronic medical conditions (CM), visual 
unpairments (VI), and hearing impairments (HI). Youths with cerebral palsy (n = 
196) represented 57.3% of participants with a physical disability. The participants 
were invited to respond to questions about their habitual physical activity levels, 
perceived fitness, and perceived physical limitations. Those participants who had 
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VI or PD had lower activity levels than people ui the other two groups (to^ = ,08), 
and of those who had PD, people with cerebral palsy and muscular dystrophy 
reported the lowest activity levels (cô  = , 12), Of the young people who had 
cerebral palsy, ahnost half (49,0%) were classified as having sedentary tives, 
whereas 23.0% of those with other physical disabilities, and 24.6%) of the total 
sample, excluding participants with cerebral palsy, were similarly classified. 
Participants with cerebral palsy generally regarded themselves as befrig less fit 
than thefr peers (54.1%) and limited in the type or amount of physical activity 
they could do (82.3%). 

The examination of physical activity levels was a small part of the Blum et 
al. (1991) study. Blum et al. found that most of the activities in which youth with 
spina bifida (n = 102) and adolescents with cerebral palsy (n = 60) were involved 
with their best fiiends were passive, that is, passive entertainment (e.g., television 
viewing) and minimally active entertainment (e.g., chess). 

Comparisons of the ratios for total energy expenditure (TEE) to sleeping 
metabolic rate (SMR) and TEE to resting metabolic rate (RMR) in children (van 
den Berg-Emons et al , 1995) and adolescents (Bandini et al, 1991), who had 
cerebral palsy, and healthy controls have not been positive for the young people 
with cerebral palsy. In the van den Berg-Emons et al. study, children with cerebral 
palsy had a significantly lower TEE/SMR ratio (M= 1.56, SD = 0.19) than 
healthy children (M= 1.83, SD - 0.23). This difference may be an overestimate of 
the extent of physical activity involvement for the children with cerebral palsy, 
however, because there is typically a higher energy cost of performing the same 
amount of physical activities for people with cerebral palsy than for people in the 
general population. 

In summary, the physical activity recommendations for the general 
population may be too conservative for people with cerebral palsy. Most people 
with cerebral palsy, however, are not engaging in enough physical activity to meet 
the recommendations for the general population set out in the USDHHS (1996) 
report. Low involvement in physical activity may be a life-long trend. 
Environmental factors may partially explain this lack of involvement in physical 
activity. 
Barriers to Participation in Physical Activity 

Significant barriers exist that make it difficult for some adults with 
cerebral palsy to exercise (Cousminer, 2003; Heller et al, 2002), As yet, however, 
there is little research in this area. In the Heller et al, study, the caregiver-
perceived benefits of exercise for people with cerebral palsy explained 8,1% of 
the variance in exercise frequency, in a model that explained 24,2% of the 
variance in exercise frequency. 

The caregivers perceived that there were a number of barriers to exercise 
for adults with cerebral palsy (Heller et al, 2002), These barriers included a lack 
of exercise equipment at home (82,1%), the cost of exercise programmes (37.9%), 
a lack of knowledge of where to exercise (34.5%)), and a lack of fransportation 
(22.4%), The most important barrier, however, may have been the caregivers' 
perceptions of the benefits of exercise for aduUs with cerebral palsy. Only half the 
caregivers perceived that an exercise programme could help the person with 
cerebral palsy, with 35,7% perceiving that exercise would not improve the 
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person's condition, and 16,1% thinking that exercise would make the condition 
worse. 

Cousminer (2003), an undergraduate student with cerebral palsy, provided 
a personal account of the difficuUies he faced when attempting, and then 
succeeding, to conduct an exercise programme using university facilities. 
Cousminer's doctor referred him to an on-campus physiotherapist, but attending 
the physiotherapy sessions was prohibitive, because his insurance would not cover 
the cost of treatment. After becoming envious of students, who he saw using the 
new Recreation and Wellness Center, at his university, he decided to join. When 
he approached the building, however, he felt that the machines would be awkward 
to use and that he did not belong in such a place. Over six month later, 
Cousminer's doctor referred him to a trainer at the Recreation and Wellness 
Center. In his appointment with the trainer, Cousminer was told that there was no 
one working at the Center, who was qualified to work with him, and that his 
disability was a liability. Several months later, and with help from his doctor, 
Cousminer met with another trainer. This trainer helped him to try a variety of 
machines, wrote him an exercise programme, and then assisted him to do the 
programme during subsequent exercise sessions. This form of assistance was 
tumed into a programme, called "Assisted Workouts," for people with a disability 
or injury, so that they could use the facilities with the assistance of a frainer. 
Cousminer's experiences demonstrated how difficult it can be for some people 
with cerebral palsy to engage in exercise. 

In summary, only a small number of studies have investigated the potential 
barriers facing people with cerebral palsy who wish to be involved in physical 
activity. The perceptions of people who are in a position to facilitate physical 
activity for people with cerebral palsy have had an influence (largely negative) on 
their involvement in exercise. With a combination of persistence and coming into 
contact with people who can provide assistance, people with cerebral palsy can be 
actively involved in a physical activity programme. 

Energy Expenditure in Adults with Cerebral Palsy 
The energy requirements of people with cerebral palsy are typically 

greater than for people without this condition (Hemingway et al , 2001; Johnson et 
al, 1993; Johnson et al , 1996; Johnson et al, 1997; Rose et al, 1990; Rose et al, 
1989). Focusing on aduUs with cerebral palsy, Johnson and her colleagues 
established that the RMR was higher in adults with cerebral palsy than in age-
matched confrols without physical impairment (Johnson et al, 1993), the RMR 
was higher in aduUs with athetosis (Johnson et al , 1996), and the TEE was higher 
in adults with cerebral palsy, who were ambulatory (Johnson et al, 1997). 

Comparing 21 adults with cerebral palsy with 50 able-bodied aduUs of 
similar ages (18 to 50 years), Johnson et al. (1996) found that, after confroUing for 
the effect of fat-free mass on RMR, adults with cerebral palsy had a 14% higher 
RMR (1,742 kcal/day) than the aduUs, who were the controls (1,534 kcal/day). 
Athetosis was an important predictor of RMR. A multiple regression analysis 
showed fat-free mass was the strongest predictor of RMR (r = .65), followed by 
athetosis (multiple R = ,83), The findings suggest that the hypermetabolism in 
aduUs with cerebral palsy, in comparison to the aduUs of similar ages, may be 
attributable to athetosis. 
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Johnson et al, (1997) found that there was a large amount of variation in 
the TEE of 18 males (M= 2,455kcal/day, SD = 622) and 12 females 
(M= l,986kcal/day, 5D = 363) with cerebral palsy. Predictors of TEE were RMR, 
percentage body fat, ambulation, and gender, AduUs, who had a higher TEE, had 
a higher RMR, greater percentage body fat, were ambulatory, and were male. The 
high degree of TEE variation and the effect of ambulation make estimatuig energy 
requfrements for people with cerebral palsy difficult. 

fri summary, research has suggested that adults with cerebral palsy 
typically expend more energy than people from the general population. The 
presence of athetosis and ambulatory status were important contributors to the 
higher level of energy expenditure. Estimating energy requirement for people with 
cerebral palsy is difficult, however, due to a high degree of variation in TEE and 
to the effect of ambulation. 

Physiology of Aerobic and Anaerobic Exercise for People with Cerebral Palsy 
In people with cerebral palsy, an inability to sustain certain tasks over a 

prolonged period of time may be due to the high metabolic costs of performing 
those tasks (Bar-Or, 1986), On tasks, such as walking, running, arm cranking, 
cycling, and propelling a wheelchair, oxygen uptake can be greater in people with 
cerebral palsy than in the general population (Bar-Or et al, 1976; Berg & Bjure, 
1970; Lundberg, 1975; Rose et al, 1990; Rose et a l , 1989), This part of the 
subsection reviews the aerobic capacity and anaerobic capacity of people with 
cerebral palsy. 
Aerobic Capacity 

Although the maximal oxygen consumption of children and adults with 
cerebral palsy has been shown to be equivalent to that of people without physical 
impairment, the physical working capacity (PWC) of people with cerebral palsy is 
approximately half that of people who do not have the condition (Lundberg, 1978, 
1984; Tobimatsu et al , 1998; van den Berg-Emons et al, 1996). In the Tobimatsu 
et al. study, for example, the cardiorespiratory fitness of 12 men with cerebral 
palsy (Mage = 21) and 7 men without disability (Mage = 23) was measured using an 
arm ergometer. Maximum oxygen uptake (V02max) did not differ between the men 
in the two conditions, or between people with cerebral palsy, who were 
ambulatory, and those who used wheelchairs. PWCpeak was 62%) lower, however, 
in people with cerebral palsy than in people in the control group. The mean heart 
rate at the time PWCpeak was reached was 10% lower in people with cerebral 
palsy, suggesting that cardiovascular fitness was not limiting PWC. Tobimatsu et 
al. reported that arm muscle fatigue had caused participants to stop rotating the 
handles, rather that dyspnea. 

A further limiting factor is mechanical efficiency (ratio of energy 
generated to energy expended; Lundberg, 1976, 1978). Lundberg (1976) found 
differences between people with spastic cerebral palsy, people with dyskinetic 
cerebral palsy, and people without disability in their mechanical efficiency at 
higher workloads on a bicycle ergometer. Although at light workloads there was 
little difference between the mechanical efficiency of people in the three groups, 
at the highest workloads people with spastic cerebral palsy had lower mechanical 
efficiency (M= 12.1%, SD = 4.0%) than people with dyskinetic cerebral palsy (M 
= 16.6%, SD = 2.4%), who had lower mechanical efficiency than people without 
disability (M= 21.6%, SD = 1.8%). Lundberg proposed that the differences 
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between people in the three groups were probably due to the additional energy 
expenditures of involuntary movements. 

Impaired coordination and spasticity are further reasons for low 
mechanical efficiency (Bar-Or et al, 1976). In the Bar-Or et al. study, adolescents 
with spastic cerebral palsy performed a submaximal continuous test using an arm 
ergometer. The low mechanical efficiency during cranking (M= 15.1%, 
SD = 5.1%) was attributed to impaired coordination and muscle spasticity. 

Comparing children with cerebral palsy and children without disability, 
Unnithan, Darling, Frost, and Bar-Or (1996) found that coconfraction of leg 
muscles in children with cerebral palsy accounted for a substantial proportion of 
the variability in oxygen uptake. At a walking speed of 3 km/hr, children with 
cerebral palsy had a higher oxygen uptake, worked at a greater percentage of their 
maximum oxygen uptake, and had higher heart rates, than the able-bodied 
children. Muscle cocontraction in the thighs (vastus lateralis and hamstring group) 
and lower legs (tibialis anterior and soleus) of children with cerebral palsy were 
strongly related to oxygen uptake (rs = .72 and .66, respectively). 

Bhambhani, Holland, and Steadward (1992) demonstrated the importance 
of testing for V02max using the mode of ambulation with which the participants 
were most familiar. In the participants (n = 4), who were able to perform both a 
wheelchair and a cycle ergometry test, a weak association was found between 
V02max values obtained through these testing methods during two trials of each 
method (rs =-.24 to .31). 

In summary, the V02max of children and adolescents with cerebral palsy is 
equivalent to that of children from the general population. The PWC of these 
people with cerebral palsy, however, is substantially less than the PWC of their 
able-bodied counterparts. Reasons for the lower level of PWC include muscle 
fatigue, not related to aerobic fitness; mechanical inefficiency, due, in part, to 
involuntary movements, impaired coordination, and spasticity; and muscle 
cocontraction. 
Anaerobic Capacity 

Similar results to those reported for aerobic capacity have been obtained in 
tests of anaerobic capacity (Bar-Or, 1986; van den Berg-Emons et al , 1996). R. J. 
van den Berg-Emons et al. found that peak power (W/kg) was, on average, 55% 
lower in children with cerebral palsy than children without the condition, and 
mean power (W/kg) was, on average, 50% lower in children with cerebral palsy. 
The Bar-Or research with 11 boys, who had cerebral palsy, produced similar 
resuUs. The mean leg power (W/kg) of eight of the boys was over two standard 
deviations below the mean of heaUhy children. 

Using anaerobic threshold as an outcome variable in research on people 
with cerebral palsy can be problematic. Although maximum aerobic power can be 
reliably determined (Bhambhani et al, 1992; Holland, Bhambhani, Ferrara, & 
Steadward, 1994), reliably measuring the anaerobic threshold, using non-invasive 
methods, has proven difficuU (Holland et al, 1994). Using the ventilatory 
threshold as a measure of the anaerobic threshold, Holland et al. found that there 
was a poor association between the oxygen uptake at the first and second tiials, as 
determined by two experienced evaluators (rs = .45 and .43). The researchers 
concluded that the variation between trials may have been caused by the 
individuals' cerebral palsy. Lactate concentration in the blood was variable, as 
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evidenced by the weak association (r = .26) in lactate concenfration in the blood 
following the two maximal exercise trials. 

til summary, the findings of research into the anaerobic and aerobic 
capacities of children with cerebral palsy are sunilar. That is, the peak power of 
children with cerebral palsy is substantially less than the peak power of normal 
children. DifficuUies in reliably measuring the anaerobic threshold of people with 
cerebral palsy have restricted the progress of researchers investigating this topic. 

Cerebral Palsy and Aerobic Training 
Research has shovm that it is possible to fraui the cardiovascular system of 

a person with cerebral palsy (Bar-Or et al, 1976; Berg, 1970; Emons & Van 
Baak, 1993; Femandez & Pitetti, 1993; Lundberg et al, 1967; van den Berg-
Emons et al , 1998). Berg (1970) trained 22 children and young persons 
(Mage = 14 years) with severe cerebral palsy and found that substantial increases ui 
maximal oxygen uptake could be achieved. The training was conducted on a bike, 
if possible, and lasted for 20 mins, three times per week. The duration of the 
programme for each individual varied between 1.5 and 16 months. Despite the 
slight to moderate intensity of the programme, a 25% or greater increase in 
maximal oxygen uptake was achieved by over half of the participants (n = 12). A 
further eight participants improved their maximal oxygen uptake by 10-15%. A 
defraining effect occurred during the participants' 3.5-month summer vacation, in 
which they were not involved in the organised trairung programme. Berg also 
noted that, in some participants, a training effect was not immediate. One 
participant frained for nine months before a training effect was observed. 

Femandez and Pitetti (1993) found that an 8-week training programme 
was effective in increasing the PWC of seven adults with spastic cerebral palsy, 
who were ambulatory. The programme consisted of two 30-minute exercise 
sessions per week that elicited heart rates of between 40% and 70% of the 
participants' PWC and was performed on a Schwinn Air-Dyne ergometer (SAE), 
which incorporates cycling and a push-pull action with the arms. Participants were 
tested using the SAE and an arm cranking ergometer. Significant differences were 
found, using the SAE, for PWC and PWC/body weight. Differences between 
pretest and posttest arm cranking scores, however, were not significant. Femandez 
and Pitetti concluded that this result was probably due to the differences between 
the modes of testing and fraining. 

Studies have shown programmes that mn over an extended period of time 
can have beneficial effects (Bar-Or et al, 1976; van den Berg-Emons et al , 1998). 
Bar-Or et al. conducted a 12-month, twice weekly training programme, in which 
adolescents and young adults with cerebral palsy (« = 17) participated in a range 
of physical activities, including individual games performed while standing 
(adapted bowling, dart throwing, shuffleboard, table tennis), mat exercises, and 
swimming. Adolescents and young adults, who did not start the programme, or 
dropped out within the first two months, were the inactive confrols (n = 9). On the 
arm ergometer, both active and inactive participants had lower heart rates after 12 
months at the three submaximal exercise rates (75, 150, 225 kpm/min). Bar-Or et 
al. did not comment on the improvement of the inactive participants, but possible 
reasons for the decrement in heart rates include less sfress performfrig the test for 
a second time due to greater familiarity with the test, some inactive participants 
taking part in the training programme for up to 2 months, and physical growth. 



455 

and, therefore, strength increases, of inactive participants. Bar-Or et al. did not 
calculate the magnitudes of changes between the two groups, but Cohen's d 
values could be estimated from the statistics provided. The magnitudes of the 
decreases, at the three exercise rates, were greater for the active participants (^s = 
0.73, 0.75, and 0.47, respectively) than for the inactive participants (ds = 0.30, 
0.40, and 0.27, respectively). Maximal aerobic power (V02max) unproved for the 
active participants (<7= 0.45), but remained constant for the inactive participants 
(^ = 0.17). 

In a more recent study, van den Berg-Emons et al. (1998) demonsfrated 
that a 9-month sports programme had a beneficial effect on daily physical activity 
levels, fat mass, peak aerobic power, and isokinetic muscle sfrength of children 
with spastic cerebral palsy. Two 9-month sports programmes, which emphasised 
aerobic activities, were conducted over a two-year period. In the first 9-month 
period, participants were placed in the sports programme (four 45 min sessions 
per week) or the control group (no extra physical training). In the second 9-month 
period, participants from the sports programme and control groups were provided 
the opportunity to take part in the next sports programme (two 45min sessions per 
week) with no control. They physical activity ratio (TEE/SMR or TEE/RMR), for 
the participants completing four-sessions-per-week programme, increased from 
1.34 (SD = 0.25) to 1.55 (SD = 0.18) over the 9-month period. Although van den 
Berg-Emons et al. did not state the magnitude of this effect, a Cohen's d of 1.02 
could be calculated from the statistics provided. Fat mass increased consistently 
for the participants in the control group, but not for those participating in the 
sports programme four times per week. Participants in the four-times-per-week 
and two-times-per-week programmes increased their aerobic power by 35% and 
21%, respectively. During the second programme, flexion peak torque increased 
in the most and least affected legs by 28% and 39%, respectively. Extension peak 
torque increased in the most and least affected legs by 24% and 12%, 
respectively. 

In summary, the limited amount of research to date suggests that aerobic 
fraining does cause beneficial adaptations of the cardiovascular system. Although 
the exercise programmes used in these studies were not strenuous, sizable effects 
were found in the previously untrained individuals. The studies highlight the 
importance of fraining and testing specificity, in that participants showed greater 
improvements in aerobic fitness, when they were tested using the same equipment 
with which they were trained. 

Physiology of Strength Training in People with Cerebral Palsy 
The use of sfrength training in the treatment of people with cerebral palsy 

has fraditionally been uncommon (Fowler et al, 2001). Several conflictuig 
assumptions underlying the likely outcome of sfrength training, and the 
relationship between spasticity and strength, have meant that exercise 
programmes that include strength training have not been prescribed for people 
with cerebral palsy. First, Bobath and Bobath (1984) stated that strength fraining 
would promote increased spasticity and associated reactions in people with 
cerebral palsy. Second, Reimers (1990a, 1990b) proposed that spastic muscle is 
sfrong muscle. An associated assumption is that there would be a sfrength 
imbalance in opposing muscle groups. For example, spasticity in the hamstrings 
would be related to weak quadriceps. Third, and contrary to the second 



456 

assumption, Rab (1992) suggested that spastic muscle is weak muscle, and 
weakness increases with damage to the pyramidal tracts. Fourth, some researchers 
have inferred that there is no association between spasticity and sfrength (Giuliani, 
1991; Rose & McGill, 1998). Fifth, Gage (1991) suggested that, in the lower 
exfremities, muscles have greater spasticity and less strength distally than 
proximally. 

With regard to the first assumption. Fowler et al. (2001) found no changes 
in spasticity resulted from a single session of resistance fraining. In 24 children 
and adolescents with spastic diplegic cerebral palsy (Mage = 11.4 years, SD = 3.0), 
spasticity was measured before and after the performance of three forms of 
exercise: isometric, isokinetic, and isotonic. Spasticity was measured using the 
pendulum test, with the outcome measures being first swing excursion in degrees, 
number of oscillations, and duration of oscillations. The pendulum test involves 
the researcher lifting one of the participant's legs, while the participant is seated, 
so that the leg is sfraight, and then releasing the leg to let it swing freely. Fowler 
et al. did not calculate effect sizes, but Cohen's d values could be estimated from 
the statistics they provided. For the exercised right limb, negligible effects were 
found for the isometric, isokinetic, and isotonic exercises, as measured by first 
swing excursion (ds - 0.22, 0.00, and 0.04, respectively), number of oscillations 
(all ds = 0.00), and duration of oscillations (ds = 0.07, 0.00, and 0.00, 
respectively). 

To test the remaining assumptions, Ross and Engsberg (2002) investigated 
the relationship between spasticity and strength in 60 individuals with spastic 
diplegic cerebral palsy (Mage = 12.0 years, SD = 8.9). In support of the inferences 
of Giutiani (1991) and Rose and McGill (1998), no association between sfrength 
and spasticity was found. No relationships were found between knee flexor 
spasticity and both knee flexor maximum torque (7?̂ = .0009) and work 
(7?̂  = .0009), and only small relationships were found between ankle plantarflexor 
spasticity and both ankle plantarflexor maximum torque (7?̂  = .06) and work 
(7?̂  = .06). 

In regard to strength imbalance in opposing muscles, Ross and Engsberg 
(2002) found no relationship between the spasticity in one muscle group and the 
sfrength of the opposing muscle group. Very low correlations were reported for 
the relationships between knee flexor spasticity and both knee extensor maximum 
torque (R^ = .04) and work (7?̂  = .01), and between ankle plantarflexor spasticity 
and both ankle dorsiflexor maximum torque (R^ = .03) and work (R^ = .00005). 
The muscle imbalance at the knee joint (flexion:extension maximum and 
flexion:extension work) of individuals with cerebral palsy did not differ 
significantly from the imbalance found in 60 people without disabilities. The 
resuUs from the ankle joint, however, were conflicting. The maximum 
plantarflexion values were larger than the maximum dorsiflexion values, whereas 
the dorsiflexion work values were higher than the plantarflexion work values. 

The Ross and Engsberg (2002) research supported the final assumption 
that muscles in tiie lower exfremities have greater spasticity and less sfrength 
distally than proximally. Spasticity, measured in joules per (degrees per second), 
was greater in the ankle plantarflexors (M= 0.026, SD = 0.021) than in the knee 
flexors (M= 0.017, SD = 0.018). Although not reported by Ross and Engsberg, 
Cohen's d can be estimated from the statistics provided to be 0.46. 
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In summary, empirical evidence does not support assumptions relating to 
the possible negative outcomes of strength training by people with spastic cerebral 
palsy. Recent research has been unable to find a relationship between sfrength and 
spasticity, and to show that strength training has an effect on spasticity. Therefore, 
the conjectures of earlier authors seem an insufficient basis on which to exclude 
people with cerebral palsy from strength training. 

Cerebral Palsy and Strength Training 
Research has supported the view that sfrength fraining can be of benefit to 

people with cerebral palsy (Allen et al, 2004; Blundell et al, 2003; Dodd et al, 
2002; Taylor et al , 2004). Dodd et al. (2002) conducted a systematic review of 
sfrength-fraining programmes for people with cerebral palsy. Studies that were 
conducted from 1966 through 2000 were included in the review. Because most of 
the studies were observational, rather than being randomised confroUed trials, a 
meta-analysis was not performed. Ten empirical papers and one review paper met 
criteria for inclusion in the study. The criteria were that each study's participants 
had been diagnosed with cerebral palsy; the intervention was a strength or 
progressive resistance training programme; the outcomes were specified in terms 
of changes in sfrength, activity, or participation; and the research was deemed to 
be of sufficient quality to be included in the review. Nine of the 10 studies 
prescribed exercises 3 times per week, with the durations of the interventions 
ranging from 6 to 10 weeks. All studies reported that participants gained strength 
as a result of the interventions, with effect sizes (Cohen's d) ranging from .24 
(Lockwood, 1993) to 5.27 (Damiano et al, 1995), tii only 3 of the 10 stiidies 
(Lockwood, 1993; Toner, Cook, & Elder, 1998; Tweedy, 1997) did the 
confidence intervals of the effect sizes contain negative values. The power in 
these studies was low, however. Therefore, the research seems to support the 
efficacy of using strength-training programmes to increase sfrength in people with 
cerebral palsy. 

The participants in these studies were predominantly children and 
adolescents (Dodd et al, 2002), with only one study (Lockwood, 1993) uicluding 
participants over 20 years of age. In Lockwood's research, six people with spastic, 
hemiplegic cerebral palsy (Mage = 29,5 years, 5!D = 11,8) and eight people without 
neurological impairment (Mage = 28,5 years, SD = 6.3) participated in a 10-week 
sfrength-training programme, which was conducted on an isometric dynamometer. 
From pretest to posttest, in the participants with cerebral palsy, there was little 
difference in arm girth (preferred ann, d = -0.06; non-preferred arm, d = -0,04) or 
grip sfrength (preferred arm, d = -0.l3; non-preferred arm, d = 0,20), The largest 
gain in strength for the people with cerebral palsy was in the non-preferred arm fri 
the extension phase of the movement. Effect sizes (^s) for changes in peak torque 
at 90°/s, 150°/s, and 210°/s were 0,30, 0,43, and 0,55, respectively. 

Sfrength fraining interventions have also had functional (Damiano & Abel, 
1998; Darrah et a l , 1999; MacPhati & Kramer, 1995; O'ConneU & Bamhart, 
1995) and psychological (Darrah et al, 1999) benefits. In Damiano and Abel's 
study, for example, the largest functional benefits of a 6-week, individualised 
sfrength-training programme were found in the assessment where children 
(Mage = 8.81 years, SD = 2.32) were asked to walk as fast as they could, without 
running. Velocity at the fastest walking speed increased from pretest to posttest 
(d = 0.44), which was mainly due to an increase in cadence (d = 0.64), rather than 
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an increase in stride length (d = 0.13). At the fastest speed, children also achieved 
greater stability in stance. 

In a recent study, Blundell, Shepherd, Dean, and Adams (2003) found that 
a 4-week functional sfrength training programme produced similar changes in 
waUdng speed (J = 0.51) in eight children with cerebral palsy (Mage = 6.3 years, 
SD = 1.3). Confrary to the findings of Damiano and Abel (1998), however, the 
increase in speed was due to increases in stride length (c? = 0.81), rather than 
cadence (d = 0.16), This confrast in findings may be due to differences in the 
sfrength-traimng programmes. The programme used in the Blundell et al. stiidy 
had functional exercises using the children's own body weight as resistance. 
Exercises included standing balance exercises and sit-to-stands. The Damiano and 
Abel programme, however, involved exercises for targeted leg muscles, usfrig 
velcro-attached free weights. Both approaches were effective at increasing 
waUdng speed, and the most appropriate form of sfrength training may be 
dependent on the needs of the individual with cerebral palsy. 

Darrah et al. (1999) measured the effect of a 10-week exercise programme 
on the perceived competence of 23 individuals with cerebral palsy (Mage = 14.2 
years, SD = 2.3). The programme took place three times per week and 
incorporated both aerobic and strength training. A substantial increase in the 
physical appearance subscale of the Self Perception Profile for Adolescents 
(Harter, 1988) occurred from pretest to posttest (z = -2.75), for those participants 
aged over 12 years. Although a control group was not included in this research, 
the findings provide strong encouragement for more research on the effects of 
exercise on the psychological well-being of people with cerebral palsy. 

In summary, all studies included in the Dodd et al. (2002) systematic 
review of literature reported strength gains for people with cerebral palsy who 
engaged in sfrength training programmes. Several of these studies reported 
functional improvements as a result of the sfrength fraining programmes. There 
has been little research on the effects of strength trairung on adults with cerebral 
palsy, and few studies have included psychological measures as part of a testing 
protocol. 

Prescription of Exercise for People with Cerebral Palsy 
Information regarding the prescription of aerobic exercise and sfrength 

fraining for people with cerebral palsy is limited. The available hterature pertains 
to a range of chronic illnesses and disabilities (Durstine et al, 2000) or is dated 
and does not account for the difficulties people with cerebral palsy may have in 
performing aerobic exercise (Pink, 1988) or sfrength fraining (Cusimano & Davis, 
1988). Durstine et al , for example, tisted accessibility, safety, effectiveness, and 
enjoyment as important exercise programming considerations. Prescription 
guidelines are clearly necessary, because inappropriate exercise (e.g., bearing 
weight on joints that are poorly aligned, stress on muscle tendons or joints due to 
poorly confroUed movements) can have deleterious long-term effects on a person 
with cerebral palsy (Turk et al , 1995). Recently, however, the American College 
of Sports Medicine has published recommendations for exercise testing and 
programming for people with cerebral palsy (Blanchard & Darrah, 1999; Laskin, 
2003). 

An exercise programme for the average person with cerebral palsy would 
include aerobic, endurance, strength, and flexibitity exercises (Laskin, 2003). U is 
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recommended that aerobic exercise be performed on equipment suitable to the 
person, such as a lower timb or arm ergometer. Duration of exercise should be 
emphasised over intensity, with 3 to 5 sessions completed per week, each session 
lasting 20 to 40 mins, and the intensity being 40-85% of V02peak or HR reserve. 
Endurance exercise involves one to two sessions per week of 6 to 15 min walks 
for ambulatory persons or 6 to 15 min pushes for those people in wheelchairs. 
Sfrength exercises can be performed using free weights or weight machines. With 
resistance set as a level that can be tolerated, the recommended programme 
involves three sets of 8 to 12 repetitions of each exercise, performed 2 days per 
week. Flexibility exercises should be conducted prior to and following aerobic 
and endurance exercise, and include stretching of both involved and uninvolved 
body parts. 

Laskin (2003) highlighted several special considerations for the 
practitioner to increase the effectiveness of exercise sessions for people with 
cerebral palsy. Because unwanted movement, caused by spasticity and/or 
athetosis, can make performing exercises difficult, the use of sfraps, wraps, or 
gloves can be useful to secure or stabilise specific body parts. In using these aids, 
however, care must be taken to avoid them being too tight, which may cause skin 
breakdovm. Further, if these aids are causing pain or discomfort, spasticity may 
increase, which may result in a decrease in exercise performance. Certain 
exercises require a spotter to be present for safety reasons. For example, when 
using a freadmill, a spotter needs to be provided in case of a fall. 

Medications taken by some people with cerebral palsy to control epileptic 
seizures (e.g., phenobarbital, phenytoin, carbamazepine) or spasticity (e.g., 
benzodiazepines, baclofen) can confound the results of exercise testing and have 
an adverse effect on exercise performance (Laskin, 2003). The antispasticity 
medications benzodiazepines and baclofen, for example, have sedation and 
weakness as common side effects (Krach, 2001). The use and dosage of such 
medications should be established during the physical screening of the person 
with cerebral palsy. 

In summary, only recently have comprehensive guidelines been published 
for the prescription of exercise for people with cerebral palsy. Although several 
considerations need to be taken into account by practitioners in their prescription 
of exercise, people with cerebral palsy can perform aerobic, endurance, strength, 
and flexibility exercises. 
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APPENDIX B 
MATERIAL FOR PARTICIPANTS 

Study 1: Covering Letter 

Victor ia Universi ty of Technology 
PO Box 14428 Telephone: VICTORIA ° 
MELBOURNE CIIY MC VIC 8001 (03) 9688 4000 UNfVIRSITY 
Australia Facsimile: 

(03) 9689 4069 

Footscray Park Campus 
Saliarat Rood 
Foorscroy 

Dear Recipient, 
We are researchers al Victoria University investigating the relationship 

between piiysical activity levels, well-being, and health-related quality of life of 
adults with cerebral palsy (CP). We would like you to be part of this study by 
completing a questionnziire. The questionnaire asks about your physical activity 
levels, general health, feelings, and behaviour. Responses to the questionnaire involve 
licking boxes, circling numbers, and short answers. The questionnaire will take about 
40 minutes to complete, however, you are under no pressure to complete it within this 
lime. The questionnaire is completely anonymous and all answers you give will 
remain strictly confidential. 

We understand that some people with CP will have difficulty writing their 
answers on the questionnaire. If you are one of these people, please feel free to ask 
another person to write your answers for you. We must stress, however, that the 
responses on the questionnaire must be your answers and not the answers of the 
person writing on the questionnaire. 

We also understand that it may be the caregiver of a person with CP who 
receives this letter, because the person with CP has an intellectual disability. 
Unfortunately, people with significant intellectual disabihiies cannot be included in 
the research because they will find it difficult to comprehend what is being asked of 
thein. If this is the case, then please return the questionnaire unanswered with a note 
attached saying thai the recipient could not respond to the questionnaire due to an 
intellectual disability. 

If you have any questions regarding this questiormaire, please do not hesitate 
to contact the researchers: Cadeym Gaskin (email: 
Cadeyrn.Gaskin(gjesearch.vu,edu.au), Professor Tony Morris on 9688 5353 (email: 
Tony.MonisCgvu.edu.au), or Associate Professor Mark Andersen on 9687 7086 
(email; Mark..Andersen(@vu.edu.au). 

Thank you very much for your time. 

Yours sincerely. 

Cadevm Gaskin 
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Stiidy 1: Information Sheet 

Victoria University of Technology 
PO Box 14428 Telephone: VICTOPIA ' 
MELBOURÎ E CITY MC VIC 8001 |03) 9688 4003 IIMnrCDCITV 
Australia Facsimile- wmvtKSn I 

(03) 9689 4069 

Footscray Park Campus 
Ballarot Road 
Footscray 

Information Sheet for Participants Involved in Research 

Participation in Physical Activity by People with Cerebral Palsy 

lNM<'ORM.\TION TO PAl^TICIPA.NTS; 

Who arc the researchers and where can they be contacted? 
This study is being conducted by Professor Tony Monns, Associate Professor Mark Andersen, 
and student researcher Cadeym Gaskin from the School of Human Movement, Recreation and 
Performance at Victoria University. Professor Morris can be contacted on 9688-5353, 
.-\ssociate Professor Andersen can be contacted on 9687-7086, and Cadeym can be contacted 
on 9688-4066. 

What is the survey about? 
The research considers the level of physical activity that you undertake. 

What will I be asked to do? 
You will be asked to complete a questionnaire on how much physical activity you are 
undertaking in your lit'c. You will be requested to retum the questionnaire in the postage-paid 
envelope required. 

How much time will be involved? 
The process will take around 40 minutes to complete. 

What can I expect from the researchers? 
If you choose to take part in this study you have the right to: 
• contact the researchers at any time to discuss any aspect of the study; 
• temporarily sto]) or permanently withdraw from the study at any time; 
• access Dr Harriet Speed (phone 9689 8637) or Dr Daryl Marchant (phone 9688 4035) if 

you feel distressed by anything you are asked to do in the study, and would like to talk 
with a counsellor about your experiences; 

• provide information on the clear understanding that it is coinpletely in confidence to the 
researchers, to be used only for the purposes of research; 

• request information about the results of the study on its completion. 

Thank you very much for your co-operation. 

If you have any queries or complaints about the way you have been treated, you may contact 
the Secretary, University Human Research Ethics Committee, Victoria University of 
Teclmology, PO Box 14428 MC. Melboume, 8001 (telephone no: 03-9688 4710), 

file://-/ssociate
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Study 1: Questionnaire 

The Cerebral Palsy 

Questionnaire 

This questionnaire asks about your general health, feelings, and behaviour. Some 

of the questions ask about sensitive and personal matters. Please try to answer all the 

questions as honestly as possible, although if you feel imcomfortable about any question, 

move on to the next one. 

The questionnaire takes about 40 minutes to complete. If you feel tired before 

completing the entire questionnaire, please feel free to take a break and complete the 

remaining sections at another time. Please ask someone to assist you if you need help 

reading or inarking the questionnaire. 

All the answers you give will remain strictly confidential. 

If you have any questions regarding this questiormaire, please do not hesitate to 

contact the researchers: Cadeyrn Gaskin on 9688 4066 (email: 

Cadeym,Gaskin(§)research.vu.edu.au), Professor Tony Morris on 9688 5353 (email: 

Tony.Morris{@vu.edu.au), or Associate Professor Mark Andersen on 9687 7086 (email: 

Mark.Andersen(gSvu.edu.au). 

Tliank you very much for your time. 

http://vu.edu.au
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Section A 

1. Age: years old 

2. Gender: Q Male Q Female (Tick one box.) 

3. Type of cerebral palsy 

3a. Please indicate how many parts of your body are affected by cerebral palsy. 
(Tick one box.) 

[~1 Quadriplegia - all foiu- limbs, head, neck, and trunk 

I I Triplegia - three limbs, usually both arms and a leg 

I I Diplegia - all four limbs, but the lower limbs are affected more severely 

I I Hemiplegia - upper and lower limbs on one side of the body and trunk 

I I Monoplegia - one limb, usually an arm 

3b. Please indicate what type(s) of movement disorder you have. (Tick one, two, 
or lliree boxes.) 

I I Spastic CP - tight, stiff muscles that are resistant to being stretched 

I I Dyskinetic CP - difficulty in coordinating and controlling movement 

I I Ataxic CP - full or partial loss of balance and depth perception 

f I Other, please state; 

4. What other long-term medical conditions, if any, do you have? 



4 6 4 

5. Please indicate how severely you are affected by cerebral palsy. (Tick one box.) 

I 1 Level One 
You walk indoors and outdoors, and climb stairs without limitations. 
You perform large physical movements, including running and jumping 
but speed, balance, and coordination are reduced. 

I I Level Two 
You walk indoors and outdoors, and climb stairs holding onto a railing 
but experience limitations walking on uneven surfaces and inclines, and 
walking in crowds or confined spaces. You have at best only minimal 
ability to perform large physical movements such as running and 
jumping. 

I 1 Level Three 
You walk indoors and outdoors on a level surface with a physical aid, 
such as a cane or walking frame. You may climb stairs holding onto a 
railing. Depending on upper limb function, you propel a wheel chair 
manually or are transported when travelluig for long distances or 
outdoors on uneven terrain. 

I I Level Four 
You sit on a chair but need adaptive seating for trunk control and to 
maximise hand function. You move in and out of chair sitting with 
assistance from an adult or a stable surface to push or pull up on with 
your arms. You may at best walk short distances -with a walker and adult 
supervision but have difficulty tuming and maintaining balance on 
uneven surfaces. You may rely on wheeled mobility at home, work, and 
in the community. You may achieve self-mobility using a power wheel 
chair, 

I I Level Five 
Physical impairments limit voluntary control of movement and the 
ability to maintain antigravity head and trunk postures. All areas of 
motor function are limited. Functional Umitations in sitting and standing 
are not fully compensated for througli the use of adaptive equipment 
and physical aids. You have no means of independent mobility and are 
transported. You may have achieved self-mobility using a power wheel 
chair with extensive adaptations. 

6. Are you receiving help reading or marking this questionnaire? (Tick one.) 

• Yes 

• No 
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Section B 

I Exercise 

1. Do you currently exercise? (Tick one box.) 

• Yes 

I I No, go on to question 2. 

1.1 If yes, what kind of exercises do you do? Please write down the activities you 
do, and how many minutes per day and days per week you spend on each 
activity. Some examples would be running for 30 minutes a day on 3 days of 
the week, and swimming for 45 minutes on one day of the week. 

Activity Min/Day DayAVeek 

1.11 

1.12 

1.13 

Leisure-Time Physical Activity 

2. Do you currently participate in any sports, recreational, or physical leisure activities? 
(Tick one box.) 

• Yes 

I I No, go on to question 3. 

2,1 If yes, what type of activities do you do? Please write down the activities you 
do, and how many minutes per day and days per week you spend on each 
activity. Some examples would be playing basketball for 30 minutes on one 
day a week, and going ten-pin bowling for 60 minutes on one day a week. 

Activity Min/Day Day/Week 

2.11 

2.12 

2.13 
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Household Activity 

3. Are most of your indoor household activities done by you or someone else? (Tick one 
box.) 

• YOU 

I I Someone Else, go on to question 4. 

3.1 If most of the indoor household activities are done by you, please write down 
what kind of activities you do and how many minutes per day and days per 
week you spend on each activity. Some examples would be washing dishes 
for 15 minutes per day on 7 days a week, and vacuuming for 90 minutes on 
one day of the week. 

Activity Mm/Day DayAVeek 

3.11 

3.12 

3.13 

3,14 

4. Do you do any outdoor household activities, such as gardening? (Tick one box.) 

• Yes 

I I No, go on to question 5. 

4.1 If yes, what kind of outdoor activities do you do? Please write down the 
activities you do, and how many minutes per day and days per week you 
spend on each activity. Some examples would be mowing the lawns for 30 
minutes once a week, and gardening for 60 minutes per day on 2 days of the 
week. 

Activity Min/Day Day/Week 

4.11 

4.12 

4.13 
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Time Indoors 

5. From Monday through Friday, how many waking hours a day do you usually spend 
inside your home? (Please write down how many hours.) 

Hours 

6. On Saturday and Sunday, how many waking hours a day do you usually spend inside 
your home? (Please write down how many hours.) 

Hours 

7. On average, how many hours a day are you sitting or lying down, excluding sleeping at 
night? (Please write down how many hours.) 

Hoiu^ 

Section C 

Tliis section asks for your views about your health. Answer every question by marking 
the answer as indicated. If you are unsure about how to answer a question, please give the 
best answer you can. 

1. In general, would you say your health is: (Circle one number.) 

Excellent 

Very good 

Good 

Fair 

Poor 

I 

2 

3 

4 

" 5 • 
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2. Compared to one year ago, how would you rate your health in general now? (Circle 
one ntimber.) 

Much better now than one year ago 

Somewhat better now than one year ago 

About the same as one year ago 

Somewhat worse now than one year ago 

Much worse now tlian one year ago 

1 

2 

3 

4 

5 

3-12. The following items are about activities you might do during a typical day. Does 
year health, including your cerebral palsy, currently limit you in these 
activities? If so, how much? (Circle one number on each line.) 

3. 

4. 

5. 

6. 

7. 

8. 

9. 

10. 

11. 

12. 

Vigorous activities, such as running, 
lifting heavy objects, or participating in 
strenuous sports 
Moderate activities, such as moving a 
table, pushing a vacuum cleaner, bowling, 
or playing golf 

Lifting or carrying groceries 

Climbing several flights of stairs 

Climbing one flight of stairs 

Bending, kneeling, or stooping 

Walking more than a mile (1.6 
kilometres) 

Walking several blocks 

Walking one block 

Bathing or dressing yourself 

Yes, 
limited a 

lot 

Yes, 
limited a 

little 

2 

2 

2 

2 

2 

2 

2 

2 

2 

2 

No, not 
limited at 

all 

3 

3 

3 

3 

3 

3 

3 

3 

3 

3 
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13-16. During the past four weeks, have you had any of the following problems with 
your work or other regular daily activities as a result of your physical health? 
(Circle one number on each line.) 

13. 

14. 

!15. 

16. 

Cut down bn'theamouiit of time you ooiltd 
spend on work or other activities 

Accomplished less than you would like 

Were limited in the kind of work or other 
activities 
Had difficulty performing the work or other 
activities (for example, it took extra effort) 

Yes 

- -T 

1 

I -.,... 
1 

No 

• ' 2 

2 

2 

2 

17-19. During the past four weeks, have you had any of the following problems with 
your work or other regular daily activities as a result of any emotional problems 
(such as feeling depressed or anxious)? (Circle one number on each line.) 

;17. 

18. 

19. 

Cut down on the amount of time you spent 
on work or other activities 

Accomplished less than you would like 

Didn't do work or other activities as carefully 
as usual ,,,;/.,,;,,,,;,..- ..-u.y.s^^i 

Yes 

\ 

1 

1 

No 

2 

2 

2 

20. During the past four weeks, to what extent has your physical health or emotional 
problems interfered with your normal social activities with family, friends, 
neighbours, or groups? (Circle one number.) 

Not at all 

Slightly 

Moderately 

Quite a bit 

Extremely 

1 

2 

3 

• 4 

5 
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21. How much bodily pain have you had during the past four weeks? (Circle one 
niunber.) 

None 

Very mild 

Mild 

Moderate 

Severe 

Very Severe 

1 

2 

3 

4 

:5 

6 

22. During the past four weeks, bow much did pain interfere v/iih your nonnal work 
(including work both outside the home and housework)? 

Nolat all 

A little bit 

Moderately 

Quite a bit 

Extremely 

1 

2 

3 

4 

5 
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23-31. Tliese questions are about how you feel and how things have been with you 
during the past four weeks. For each question, please give the one answer that 
comes closest to the way you have been feeling. (Circle one number on each 
line.) How much of tlie lime during tlie past four weeks . . . 

23. 

:24. 

25. 

26. 

27. 

28. 

29, 

30 

31. 

Did you feel full of energy? 

Have you been a very 
nervous person? 
Have yoii tell so down in 
the dumps that nothing 
could cheer you up? 
Have you felt calm and 
peaceful? 
Did you have a lot of 
energy'' 
Have you felt downhearted 
and blue? 

Did you feel wom out? 

Have you been a happy 
person? 

Did you feel tired? 

AU 
of the 
time 

1 

1 

1 

1 

1 

1 

1 

1 

1 

Most 
of the 
time 

2 

2 

2 

2 

2 

2 

2 

2 

2 

.A good 
bilof 
the 

time 

3 

3 

3 

3 

3 

3 

3 

3 

Some 
of the 
time 

4 

4 

4 

4 

4 

4 

4 

4 

4 

A 
Hide 

of the 
time 

5 

5 

5 

5 

5 

5 

5 

5 

5 

None 
of the 
time 

6 

6 ,. 

6 

6 

6 

6 '" 

6 

6 

6 

2. During the past four weeks, how much of the time has your physical health or 
emotional problems interfered with your social activities (like visiting with friends, 
relatives, etc.)? (Circle one number.) 

.A.11 of the time 

Most of the lime 

Some of the time 

.A little of the time 

None of the lime 

1 

2 

3 

4 

5 

10 
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33-36, How TRUE or FALSE is each of the following statements for you, (Circle one 
number on each line.) 

33. 

34. 

35. 

36. 

I seem to get sick a little 
easier than other people 
1 am as healthy as anybody 
I know 
1 expect my health to get 
worse 

My health is excsllenl 

Definitely 
true 

1 

1 

1 

1 

Mostly 
true 

2 

2 

2 

2 

Don't 
know 

3 

3 

3 

3 

.Vlostly 
false 

4 

4 

4 

4 

Delinitely 
false 

5 

5 

5 

5 

11 
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Section C 

Below is a Hst of statements that describe different types of social support. Please read 
each one carefully. Tlien circle one number on each line to indicate the extent to which 
you agree or disagree with the statement. 

1. 

.>, 

4. 

3 . 

6. 

7. 

S. 

9. 

10. 

It. 

12, 

There is a 
special person 
who is around 
when I am in 
need. 
There is a 
special person 
with whom 1 can 
shart.* my joys 
and sorrows 
My family really 
tries to help me. 
1 get ihe 
emoiional 
suppon I need 
from mv I'amilv. 

I have a special 
person who is a 
real source of 
comfort to me. 
,My Irieiids 
really try to help 
me. 
I can coani oji 
my friends when 
things go wrong. 
1 can talk about 
my problems 
with my family. 
I have friends 
with whom 1 can 
share my joys 
and sorrows. 
There is a 
special person in 
my life who 
cares ahoui my 
feelings. 
My family is 
willuig to help 
me make 
decisions. 

1 can talk about 
my problems 
with my friends. | 

Slroilijly 
Disagree 

1 

1 

1 

1 

1 

1 

1 

i 

1 

1 

1 

1 

Di-sagrcc 

o 

2 

2 

2 

2 

2 

2 

7 

2 

2 

2 

1 

Somcwhai 
Disagree 

3 

3 

3 

3 

J 

3 

3 

3 

3 

3 

3 

3 

N'citfier 
Agree Or 
Disagree 

4 

4 

4 

4 

4 

4 

4 

4 

4 

4 

4 

4 

Sorneu liut 
.Agree 

5 

5 

S 

5 

5 

5 

5 

5 

5 

5 

5 

5 

Agree 

6 

6 

6 

6 

6 

6 

6 

6 

6 

6 

6 

5 

Stn3ngly 
Agree 

7 

7 

7 

7 

7 

7 

7 

7 

7 

7 

7 

7 

12 
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Section D 

Below is a list of words that describe feelings people have. Please read each one 
carefully. Then circle one number on each h'ne that best describes how you have been 
feehng during the past week, including today. 

1. 

2. 

3. 

4. 

5. 

6. 

7. 

S. 

9. 

10, 

11. 

12. 

13. 

14. 

15. 

16. 

17. 

18. 

Tense 

.•\ngry 

Wom out 

Unhappy 

Lively 

Confused 

Peeved 

Sad 

Active 

On edge 

Grouchy 

Blue 

Energetic 

Hopeless 

Uneasy 

Restleis 

Unable to 
concentrdie 

Fatigued 

Not al all 

0 

0 

0 

0 

0 

(.1 

0 

0 

0 

0 

0 

0 

0 

0 

0 

0 

0 

0 

A Imle 

1 

1 

1 

1 

1 

1 

1 

1 

1 

1 

1 

1 

1 

1 

1 

1 

1 

1 

Moderately 

2 

2 

2 

2 

2 

2 

2 

2 

2 

2 

2 

2 

2 

2 

2 

2 

2 

2 

Quite a bit 

3 

3 

3 

3 

3 

3 

3 

3 

3 

.1 

3 

3 

3 

3 

3 

3 

3 

3 

Extremely 

4 

4 

4 

4 

4 

4 

4 

4 

4 

4 

4 

4 

4 

4 

"* 

4 

4 

4 

13 

file://�/ngry
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Please continue to circle one number on each line that best describes how you have been 
feeling during the past week, including today. 

19. 

20. 

21, 

?"> 

23. 

24. 

25. 

26. 

27. 

2S. 

29. 

30. 

31. 

32. 

33. 

34. 

35, 

56. 

37. 

Annoyed 

Discouraged 

Resentful 

Nervous 

Miserable 

Cheerful 

Bitter 

Exhausted 

Anxious 

Helpless 

Tired 

Bewildered 

Furious 

Full of energy 

Worthless 

Forgetful 

Vigorous 

Uncertain about 
things 

Weary 

.Not at all 

0 

0 

0 

0 

0 

0 

0 

0 

0 

0 

0 

0 

0 

0 

0 

0 

0 

0 

0 

A little .Moderately 

2 

2 

2 

2 

2 

2 

2 

2 

2 

1 

2 

2 

2 

-> 

2 

2 

2 

2 

2 

Quite a bit 

3 

3 

3 

3 

3 

3 

3 

3 

3 

3 

3 

3 

3 

3 

3 

3 

3 

3 

3 

E.xtremely 

4 

4 

4 

4 

4 

4 

4 

4 

4 

4 

4 

4 

4 

4 

4 

4 

4 

4 

4 . 

14 
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Section E 

Below is a list of statements that describe different physical qualities. Please read each 
one carefully. Then circle one number on each line to indicate die extent to which you 
agree or disagree with ihe statement. 

1. 

2. 

4. 

5. 

6. 

7. 

8. 

9, 

10. 

11. 

12. 

13. 

1 have excellent 
retle.xes. 
1 am not agile or 
graceful. 
1 am rarely 
emban-as,sed by my 
voice. 
My physique is 
rather strong. 
Sometimes I don't 
hold up well under 
stress. 

1 can't run fast. 

1 have physical 
defects that 
sometimes bother 
me. 
1 don't feel in 
control when 1 take 
tests involving 
physical de.\.teriiy. 
1 aril never 
intimidated by die 
thought of a se.xual 
encounter. 
People think 
negative things 
about me because of 
my posture. 
I am not hesitant 
about disagreeing 
wall people bigger 
than me. 
1 have poor muscle 
tone. 
1 lake little pride 
in my ability in 
sports. 

Siroiigly 
Disuurcc 

1 

1 

1 

1 

1 

1 

1 

1 

1 

1 

1 

I 

1 

Somewhat 
Disagree 

2 

2 

2 

2 

2 

2 

1 

2 

2 

2 

2 

2 

2 

Slightly 
Disagj-ee 

3 

3 

3 

3 

3 

3 

3 

3 

3 

3 

3 

3 

3 

Slightly 
A^ree 

4 

4 

4 

4 

4 

4 

4 

4 

4 

4 

4 

4 

4 

Sonie^v'hat 
Agree 

5 

5 

5 

5 

5 

5 

5 

5 

5 

5 

5 

5 

5 

Strongly 
Agree 

6 

6 

6 

6 

6 

6 

6 

6 

6 

6 

6 

6 

6 

15 
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Please continue to circle one number on each line to indicate the extent to which you 
agree or disagree with the statement. 

14. 

15. 

16. 

17. 

IS. 

19. 

20. 

21, 

? ? 

Athletic people 
usually do not 
receive more 
attention than me. 
1 am sometimes 
envious of those 
better looking than 
myself 
Sometimes my 
laugh embarrasses 
me. 
I am not concemed 
v\Tth the impression 
my physique makes 
on others. 
Sometimes 1 am 
uncomfortable 
shaking hands 
because my hands 
are clammy. 
My speed has 
helped me out of 
some light spots. 
1 tind that 1 am not 
accident prone. 

I have a strong gnp. 

Because of my 
agility, 1 have been 
able to do things 
which many others 
could not do. 

1 

1 

1 

1 

1 

1 

1 

1 

2 

T 

2 

2 

2 

2 

2 

1 

2 

3 

3 

3 

3 

3 

3 

3 

3 

3 

4 

4 

4 

4 

4 

4 

4 

4 

4 

5 

5 

5 

5 

5 

5 

5 

5 

5 

6 

6 

6 

6 

6 

6 

6 

0 

6 

16 
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Section F 

We would like to invite you to participate furtlier in this research on physical 
activity, health-related quality of life, and psychological well-being of people with 
cerebral palsy. Future studies are designed to investigate how physical activity may be 
used to improve tlie quality of Ufe and well-being of people in this population. If you 
vi'ould like to receive information about how you can be involved in this research, can 
you please record your contact details below. Please note that this infonnation will be 
removed from tlie survey so tliai your responses remain anonymous. 

Name: 

Postal Address; 

Daytime Phone .Number; 

Evening Phone Number:, 

Email .Address: 

17 
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Study's 2 and 3: Information Sheet 

victoria University of Technology 
PO Box. 14423 Teiephone-
MELBOURNE CITY MC VIC 8001 (03) 9688 4000 
.Australia Facsimile: 

(03! 9639 4069 

Footscray Park Campus 
Ballorat Road 
FootscfOy 

VICTORIA : 
UNIVERSITY 

Information Sheet foi- Participants Involved in Research 

Life History Interview 

INFOIWATION TO PARTICIPANTS: 

Wlio are tlic itseartticrs and »licre can tlicy lie contacted? 
This study is being conducted by Professor Tony Morris, Associate Professor Mark Andersen, and 
student researcher Cadeyrn Gaskin from die Setiool of ilunian Movement, Recreation and Performance 
at Victoria l.'riiversity. Professor \lotns can be contacted on .06SS-5353, .Associate Professor Andersen 
can be contacted on 9919-5413, ;ind Cadenti can be contacted on 96S8-4066. 

What is- tlie rcsoarcli about? 
The research considers ihe effects of exercise on the health-related quality of life and psvchological 
well-being of people with cerebral palsy. 

What wil l I he asked to do? 
.•\s a participant in this study, you will be asked to take pan in interviews about your life, with a special 
focus on your involvement in physical activity. lnler\'iew questions will focus on your participation in, 
and experiences while involved in, physical activity and the inlluences of significant people in your 
life, 'Ilie interviews will be audiotaped. Pei-sonal risks arc tninimal. You may, in recalling past events. 
feel some distress. If this unlikely event happens, \vc can stop the inlen-iew or postpone our discussion, 
and if you would like to speak to a counsellor, ilic names of two people are provided below. 

How much time will be involved? 
The initial interview will take approximately 2 hour,'., and the tbllow-up interview will take 1-2 hours. 
Sufcsciiuent interviews may be needed to clarify specific areas of a persons life, but will be brief. 

What eau J expect from the researchers? 
If you choose to take part in this study you have the right to: 
• contact the researchers at any time to discuss any aspect of the study; 
• temporarily stop or permanently withdraw from the study at any time; 
• access Dr Harriet Speed (phone 9919 5412) or ttr Daryl Marchant (phone 96S8 4035) if you feel 

disiressed by anything you are asked to do in the study, and would like to talk with a counsellor 
aboui your experiences: 

• provide iiiformatioi) on the clear undereianding that ii is completely in confidence to the 
researchers, to be used only for the purposes of reseaich; 

• request intbrnialion about the results of the study on its completion. 

Thank you very much for your co-operation. 

Ifyou have any queries or complaints about the way you have been treated, you may contact 
the -Secretary, University Human Research Ethics Committee, Victoria University of 
Technology. PO Box 14428 MC, Melboume, 8001 (telephone no; 03-9688 4710), 

file:///lotns


480 

Study's 2 and 3: Consent Form 

Victoria University of Technology 
PO Box 14428 Telephone: 
MELBOURNE CITY MC VIC 3001 |03) 9688 4000 
Austfoiio Fccsimiie: 

|03; 9439 4069 

Footscray Park Campus 
Boliarot Road 
Footscray 

VICTORIA -° 
UNIVERSITY 

Consent Form for Subjects Involved in Research 

lNF0r<.VIAT10N TO PARTICIPANTS; 
We «ould like to invite you to be a part of a study into the effects of exercise on the health-related 
quality of life (HRQL) and psychological well-being of people with cerebral palsy. 

CERTIFlCATIOiN BV SUBJECT 

of 

certify that I am at least 18 years old and that I am voluntarily giving my consent to participate in the 
study entitled: 

The elTects of exercise on (he HRQl, and psychological well-being of people with cerebral palsy, 
being conducted at Victoria University of Technology by Professor Tony Morris, Associate Professor 
.Mark Andersen, and student researcher Cadeyni Gaskin. 

I certify that the objectives of the research, together with any risks and safeguards associated with tlie 
procedures listed hereunder to be carried out in the research, have been tully explained to me by 
Cadeyrn Gaskin, and that 1 freely consent to participation involving these procedures. 

Procedures: 
You will be asked to take part in imerviews about your life, with a special focus on your involvement in 
physical activity, liueiview questions will tbcus on your participation in, and experiences while 
involved in, physical activity and the induences of significant people in your life. The interviews will 
be audiotaped. 

1 certify that 1 have had the opportunity to have any questions answered and tliat I understand that I can 
withdraw from this research at any time and ttiai this witlidrawal will not jeopardise me in any way. 

1 have been inibrtned that the intomiation I provide will be kept confidential. 

Signed: Date: 

Any queries about your participation in this project may be directed to the researchers (See 
information sheet for details). Ifyou have any queries or complaints about the way you have 
been treated, you may contact ihe Secretary. University Human Research Ethics Committee, 
Victoria University of Technology, PO Box 14428 MCMC, Melbourne, 8001 (telephone no; 
03-9688 4710). 
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Study 4: Weight Training Programme Information Sheet 

Victoria University of Technology 
PO Box ! 4428 Telephone: 
.MELBOURNE OTY MC VIC 8001 (03) 9688 4000 
AusJralio Facsimile: 

(03! 9639 4069 

Footscray Park Campus 
Bailorat Road 
Foolscray 

VICTORIA t 
UNIVERSITY 

Information Slieet for Participants Involved in Researcli 

Life History Inten'iews and Weight-Traitiitig Programme 

INKOIiM.vnON TO PARTICIPAiVrS: 

Wiio arc iliu rcscurclicrs and wliorc can llicy be coiitacied? 
Wii sludy is being conducted by Profcjwor Tony Morris. Associale Professor Mark .Andersen, and studerti rvsczivher Cadevm 
Gaskin jronUiie School oi" Human Movcnietit, Rcci-eation and I'crfomunce at Viciona University. Croiessor Morris can be' 
conlacied OTI 9688-5,"53, Associate I'roiciSDr Andcitcn can be coniaclcd on 9()87-703f>. and Cadcviii can be contacted on 9688-
s066. 

UJiai is tdc rcseurcl) abouc? 
"Ihe research crai idm the rfUti.% of weight imming on ihc health-related qua}ity af Irfc and pSK Wlogrca! »cJJ-heing (J IRQL) of 
people wiih cerebral palsy. 

What will I be asked ft> do? 
Lift- Hisiojy lnu>rv(eu: As a pariicipan; in this study, you will be asked to lake part in inlcn-icws about >\̂ ur life, with a special 
focus on >x>ur involvctncat m phjiical dittviiy. Interview questions will focus on your pariieipaiion in, and experiences while 
(nvoJved in, phyiic:;) attivijyatid ihr (nflucrje« ofii^iJUv-antpeople in wuritfc. J'fte m(en-iewrs wH be aurfioapcd. Personal 
risks arc rsvniinal. You niay, in rcca'dlnj; past cvcnis, feci some distnsAs. If this unJikely event liappcos, wc can stop die interview 
or postpone our discu5.>;ion, and ifyou \vtiuli.1 like to speak lo a counsellor, the nuincs oftwo people arc provided below. 
ifc/gJii-Trainifit; Pmsritmrtst^. Yon ivtll need to get ntedical clearance from your doctor (o puflicipate in (his sludy, A letter to 
your d«A tor and a medical clearance form for hinvha to coirpictc arc included with this informatioii sheet. 'Hie medical 
clcararici.' ibmi needs to be completed and retumed to the researchers before exercise begins, ^'ou wi II be asked to complete a 
Nijrvey that hax quaViom rdaiing fo your \{RQl. and psychological weJNbeing before the start of the weighMraming programme. 
'I'.ju will he asked to retum the n>ea.vure.s by postage-paid envelope or directly to the student reseaa'her on tlie first day of the 
weight-training progrdinnx;. You will be Hiked to paiiicipaic in a programme that will run for 45 minutes, tsvo times per week, 
ovw iO weeks. S;naJi risks aix' hwoh-vd in wx'tglit tfaining. ITicywill bcmsnintiscd by providing s-ou with a«sisuince into weight 
nmchsnes and an individualised prograniiTK. At weeks 5 anil 9. you wilI be aaked toconpktethcsurvcy forasixond lime and a 
tliird tsnw. rcspcclively. 

liow much time will be invulvciJ'' 
Survey completion will take mound 30 niinuics on each occasion- 'fhe initial interview will take appivximately 2 hours, and the 
two fbiJow-up iriSeriicws wtil take !-2 hours. StibscqucTit fmcivicw^ may be needed to clarify specific aa-as of your life, but will 
be brief, llic weight-training programnv will take 45 minutes, 2 limes per week, for 10 \vecks, plus additional travel M)d 
changing tinie before and after each session. 

What can [ expect from the rtscarcher.'i? 
If you choose lo uike pat: in this study you have the rieht lo: 
• i.'ont:iCt the researchers at any time to discuss '̂ ny aspect of tSx: study; 
« temporarily stop or pcnmnently withdraw from the sludy at any time; 
• access Dr Harriet Speed (phone 9919 5412) or Dr [>ar>'l Marchant (pKme 9688 4035) ifyou Icel distressed by anything >-ou 

are asked to do in the study, and would like to talk with a counsellor about your experiences; 
• paividc iiubnmiion on ihc clear understanding dial it is compiciely in confidence to t)\e researchers, to be used only for the 

purpoics of rv-search; 
• ietiucsi iiiformatton about the rcsult-sot the study on lus complelion. 

Thanic >̂ >u very much for your co-operation. 

Ifyou have any queries or coinplaiiUs about the way you have been treated, you may contact 
the Secretar>', Umversity J fumaii Research Eihics Committee. Victoria Umversity of 
Technology! PO Box 14428 MC, Melbourne. 8001 (telephone no: 03-9688 4710). 

file:///vecks
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Study 4: Weight Training Programme Consent Form 

Vic tor ia Univers i ty of Technology 
PO Box 14428 Telephone; 
MELBQURI-JE cm- MC VIC 8001 (03) 9668 4C00 
Australia Facsimile; 

(03) 96S9 4069 

F^ootscray Park Campus 
Baliarct Soad 
Footscray 

VICTORIA : 
UNIVERSITY 

Consent Form for Subjects Involved in Research 

l.NFORM.ATION TO P.UtTICIPANTS: 
We would like to invite you to be a part of a study into the effects of exercise on the healih-related 
quality of lile (HRQL) and psychological well-being of people with cerebral palsy. 

CERTIFICATION BY SUBJECT 

1, 

of 

ceriify that I am at leasl 18 years old and tliai I am voluntarily giving my consent to participale in the 
.•itudy enlilled; 

The effects ofexerci.se on the HRQL and psychological well-being of people with cerebral palsy, 
being conducted ai Victoria University of Teclmology by Professor Tony Morris, Associate Professor 
.Mark Andersen, and student reieaiclier Cadc>Tn Gaskin. 

1 certify that the objectivci of the research, together with any risks and safeguards associated with llie 
procedures listed hereunder to be carried out in the research, have been fully explained to me by 
Cadeyrn Gaskin, and that I freely consent to participation involving these procedures. 

Procedures: 
You will be asked to take pan in inierv'iews about your life, with a special focus on your involvement in 
physical activity. Interview questions will focus on your participation in, and experiences while 
involved in, physical activity and the influences of significant people in youi life. The interviews will 
be audiotaped. You will be asked to participate in a 10-week weight-training programme and to 
complete surveys, which have questions about your HRQL and psychological weU-being, before the 
programme begins and at weeks 5 and 9. 

I certify (hat I have had the opportunity to have any questions answered and that 1 understand that 1 can 
withdraw from Ibis research at any time .iiid that ihi.5 withdrawal will not jeopardise me in any way. 

I have been infomied that the information I provide will be kept confidential. 

Signed: Date; , 

Any queries about yotir panicipation in this project may be directed to the re,searcher,s (See 
intomiation sheet for details). Ifyou have any queries or oomplaifits about the way you have 
been treated, you may contact the Secretary, University Huinan Reseaich Ethics Committee. 
Victoria University of fechnology, PO Bo.x 14428 MCMC, Melbourne, 8001 (telephone no: 
03-9688 4710). 

http://ofexerci.se
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Study 4: Weight Training Programme Letter to Physician 

Victoria University of Technology 
?0 Box 14428 Telephone; VICTORIA -
MELBOURNE CITY MC VIC 8001 (03)9688 4000 UNIVERSITY 
Auslralia Facsi.rniie; 

(03) 9689 4069 

Footscray Park Campus 
Ballarot Road 
Footscroy 

Dear Physician, 

We are researchers at Victoria University investigating the effects of exercise on the 
heatli-rehited quality of life and psychological well-being of people with cerebral 
palsy. The project will involve a 10-week weight-training programme, designed for 
people who are not involved in any form of regular physical activity. Tlie programme 
will consist of two supervised training sessions per week. The sessions will be 
approximately 45 minutes and will involve a vvami-up and cool down. 

If yoit have received this lelier, your client has expressed interest in participating in 
the above-mentioned exercise programme. Prior lo exercise testing and the 
commencement of the programme, participants have been asked to obtain medical 
clearance from their physiciatn. Participants in the exercise programme have been 
informed of the risks involved for people with cerebral palsy. Although all reasonable 
precautions will be taken, preliminary screening will help to ensiu-e the safety of the 
exercise test and programtne. 

We would appreciate your help by completing the medical clearance form on tlie next 
page. Please state any reason(s) why your client should not ptulicipate in the exercise 
programme or certify that they may participate. 

The project has been approved by the Victoria University Human Research Ethics 
Cotmnittee. Any queries about this project can be directed to the researchers Professor 
Tony Morris (968S 5353. Tony.iMoiTis@vu.edu.au), Associate Professor Mark 
Andersen (9687 7086, Mark.Andersen(g:v'u.edu.au), Cadeyni Gaskin (9688 4066, 
Cadeyrn.Ga.skiti(^research.vu.edu.au), or lo the Secretary of the Victoria University 
Human Research Ethics Coinmittee (9688 4710). 

Yours sincerely 

Cadeyni Gaskin Professor Tony Morri.s Associate Professor Mark Andersen 

mailto:Tony.iMoiTis@vu.edu.au
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Study 4: Weight Training Programme Medical Clearance Form 

Victor ia Universi ty of Technology 
PO Sox 14426 Telepiione: VICTORIA * 
MELBOURNE CITY MC VIC 8001 |03) 9638 4000 UNIVERSITY 
Austrolio Facsimile; 

!03| 9689 4069 

Footscray Park Campus 
Ballarot Road 
Footscray 

Medical Clearance Form 

If there are any reasons svhy your client is unable to participate in the exercise 
progrnmnic, please state below: 

If your client does not have any conditions that may exclude hinvlier from the 
exercise programme, please complete the form below: 

I. of 
(name) (clinic) 

certify that has been cleared 
(client's name - PLEASE PRINT) 

to participate in the water-based exercise programme. 

Signed: Date: 

Please indicate whether I am able to contact you during the programme by supplying 
a contact number below: 

Contact telephone number: 
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Study 4: Warm Water Aerobic Programme Information Sheet 

Victoria University of Teclmology 
PO Box 14428 Telephone: 
MELBOURNE CITY MC VIC 8001 (03) 9688 4000 
Auitralia Facsimile: 

Footscray Parit Campus 
Baliarct Road 
Footscray 

VICTORIA : 
UNIVERSITY 

rnformation Sheet for Participants Involved in Research 

Life Histoiy Inten'iews and Warm-Water Aerobic Programme Study 

INFORMAnON TO PAimCIPANTS: 

Who are tlie re.'icurcliers and wticrt- can llicy be contacted? 
rtiLs study h being conducted by Prolissor Tony Morris, As-sociate Professor Mark Andersen, and student 
resetircher Cadeym Gaskin from the School of Human Movement. Recreation and Performance at Victoria 
University. Professor Morris can be coniacted on 9688-5J33, Associate Profcs-ior Andersen can be contacted on 
9919-5413, and Cadeym can be contacted on 9688-4066. 

Wlial is ttic research about? 
The research considers the elTect,s of warm-water aerobic e.verci.se on the health-related quality of life (HRQL) and 
psychological well-being of people with cerebral palsy. 

What v»ill I be asked to do? 
Li/a ilisimy InmrvUws. M a participant in this study, you will be asked to take part in inten-iews about >our life, 
uiih a special focus on your involvement in physical activity. Interview questio/).s will focus on your participation 
in. and experiences while involved in. physical activity and the inlluences ofsignil'icant people in your life. The 
interviews will be audiotaped. Personal risks are minimal. Vou may. in recalling past events, feel .some distress. If 
this unlikely event happens, w e can stop the interview or postpone our discussion, and ifyou would like to speak 
to a counsellor, the names of two people are pro\ ided below. 
nUirm-iVaUr .h-robic Pragramms Siu.h Vou will be asked to complete a survey that ha.s questions relating to 
your HRQL and psycliologic.1l well-being bst'ore the .start of the warm-water aerobic programme. You will be 
asked lo aliovv the student J"esc;ircber to observe your participation ij) the warm-water aerobic programme that is 
being run by your day service. .\\ weeks .̂  and 9, you will be a,sked to complete tlie survey for a second lime and a 
third time, respectively. 

How much time will be involved? 
Survey completion will take around 30 minutes on each occasion. The initial interview will take nppro.<iinately 2 
liour.s, and tlie twi) tbilow-up interviews will take I -2 hours. Subsequent interviews may be needed to clarify 
•speei/ic areas of your life, but ivill be brief. 

What can I expect from the researchers? 
If ytju ehoose to take part in this study you have the right to: 
• contact the researchers at any time to discuss any aspect of tlte study; 
• temporarily stop or pennanently withdraw from the study at any lime; 
• acce.ss Dr Harriet Speed (pl'.onc9919 5412) or Dr Daryl Marchant (phone 96.HS 4035) ifyou feel distressed 

by anything you are asked to do in the study, and would like to talk with a counsellor about your experiences; 
• provide information on the clear understanding that it is completely in confidence to the researchers, to he 

used only for the purposes ofrcseareh; 
• request infomiaiion about the results of ihc study en its complelion. 

Thank you very much for your co-operation. 

Ifyou have any queries or complaints about the way you have been treated, you may contact 
the Secretary. University Human Research Ethics Committee, Victoria University of 
Technology, PO Bo.'c hUlS MC, Melbourne. 8001 (telephone no: 03-96S8 4710). 

http://psycliologic.1l
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Study 4: Warm Water Aerobic Programme Consent Form 

Vic tor ia Univers i ty of Technology 
PO 3ox 14428 Telept-.on9: 
MELBOURNE CITY MC VIC 8001 |03j 5688 4000 
Australia Fccsirriile; 

(03) 9689 4069 

Footscray Parit Campus 
Bcllcra! Road 
Fooisctay 

VICTORIA : 
UNIVIRSiTY 

Consent Form for Subjects Involved in Research 

INFORMATION TO PART1C]1'..\,N'TS: 
We would like to invtte you to be a pail of a study into the effects of e.xercise on the health-rt;lated 
quality of life (HRQL) and psychological well-being of people with cerebral palsy. 

CERTIFICATIO.N BV SUBJECT 

of 

certify that 1 atii at least 18 years old and that 1 am voluntarily giving my consent to participate in the 
study entitled: 

ITte etTects ofexercise on the HRQL and psychological well-being of people with cerebral paLsy. 
being conducted at Victoria University of Techitology by Professor Tony Morris, Associate Professor 
Mark .Andersen, and student researcher CadeyTii (jaskin. 

I certify that the objectives of the reseaich, together with any risks and safeguards associated with tlie 
proceditrcs listed hereunder to be carried out in the research, have been fully explained to me by 
CadeyTn Gaskin, and that 1 freely consent to participation involving these procedures. 

Procedures: 
You will be asked to take part in iiiteivieivs about your life, with a .special focus on your involvement in 
physical activity. Interview questions will focus on your participation in, and experiences while 
involved in. physical activity and the inlluences of significant people in your life. The interviews will 
be audiotaped. You will be asked to allow the student researcher to observe your participation in the 
warm-water aerobic programme that is being run by your day service and to complete sun'eys, which 
have questions about your HRQL and psychological well-being, before the programme begins and at 
weeks 5 and 9. 

I certify that 1 have had the opportunity to have any questions anssvered and that I understand that I can 
withdraw from this research at any time ;ind that this withdrawal will not jeopardise mc in any way. 

I have been informed that the information I provide will be kept confidential. 

Siened: Date: 

Any queries about your participation in this project may be directed to the researchers (See 
information sheet for details). Ifyou have any queries or complaints about the way you have 
been treated, you may contact the Secretary, University Human Research Ethics Committee, 
Victoria University of Teclmology, PO Box 14428 MCMC, Melboume, 8001 (telephone no: 
03-9688 4710). ' 
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APPENDIX C 
PSYCHODYNAMIC THEORY USED IN THE LIFE HISTORY 

INTERPRETATIONS 
In this appendix, I provide an ovei-view of the psychodynamic theory that I 

used in the interpretations of the life histories. Throughout, I principally focus on 
the work of Freud, Erikson, Adler, and Basch. From Freud, I have mostly used his 
descriptions of the defence mechanisms. I look at Basch's contribution to 
psychodynamic theory, which is a blend of classic Freudian theory and more 
recent knowledge from the psychological sciences. I then look at human 
development from psychosocial perspectives, through highlighting theories from 
Erikson and Adler. I also discuss these theorists' viewpoints on several concepts 
that emerged during my analysis of the life history data: narcissism, depression, 
and suicide. 

Defence Mechanisms 
The ego seeks to avoid being overwhelmed by excessive stimulation from 

the extemal world and by the demands of the id (Freud, 1940/1993). The anxiety 
evoked from these sources may be reduced or prevented through rational methods 
or through denying or distorting reality. To this latter end, defence mechanisms 
are unconscious devices that the ego uses to avoid anxiety, danger, and unpleasure 
(Freud, 1937/1964). In the following subsections, I describe some of the defence 
mechanisms that emerged in the life histories. 
Repression 

Freud (1915/199 lb) wrote that ''the essence of repression lies simply in 
turning something away, and keeping it at a distance, from the conscious'" (p. 
147). He distinguished between two types of repression, primal repression and 
repression proper. In primal repression, a psychical representative of the instinct is 
denied access into the conscious. The representation remains cathected (i.e., 
attached with libido) to the instinct and persists in attempting to enter the 
conscious. In repression proper (hereafter, repression), mental derivatives of, and 
trains of thought associated with, the repressed representations become similarly 
repressed. This repression operates tlirough two mechanisms, acting 
cooperatively. First, the subject matter to be repressed is expelled from the 
conscious. Second, the primal repression attracts everything, into the unconscious, 
with which it can establish a connection. That is, the repressed matter forms a 
cathexis with the unconscious and an anticathexis (repulsion) with the 
preconscious (Freud, 1915/1991c). An example of repression is the forgetting of 
painfiil events in the past. 
Denial 

Denial represents the rejection of an idea to prevent the ego from being 
overwhelmed (Freud, 1927/199la). Freud suggested that denial could be 
differentiated from repression, in that in repression the affect is tumed away from 
the conscious, whereas in denial the idea is that which is tumed away. That is, 
whereas repression has intemal origins, denial relates to events in the extemal 
world. For example, individuals may deny that a traumatic event has happened 
because they are unable to cope with the consequences. 
Identification 

Identification is "the assimilation of one ego to another one, as a result of 
which the first ego behaves like the second in certain respects, imitates it and in a 
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sense takes it up into itself (Freud, 1933/1991, p. 94). Although identification is 
cmcial for the development of the super-ego (i.e., father- and mother-
identification, Freud, 1923/1991), it is also a defence mechanism, associating an 
ego with other egos, causes, or organisations considered to be worthwhile. For 
example, individuals sometimes support sport teams, especially when they are 
winning, and bask in the reflected glory when their teams are successfiil. 
Projection 

Projection occurs when "an intemal perception is suppressed, and, instead, 
its content, after undergoing a certain degree of distortion, enters consciousness in 
the form of an extemal perception" (Freud, 1911/1991, p. 204). In this way, the 
ego behaves as though a danger or threat comes from an extemal source, and not 
from its own instinctual impulses (Freud, 1917/1991a, 1915/1991c). For example, 
individuals who project their anger onto others may believe that it is those others 
who are angry with them. 
Rationalisation 

Rationalisation refers to justifying irrational, and often unacceptable, 
behaviour "by distorting the mental processes concemed and providing a false 
explanation that has a plausible ring of rationality" (Jones, 1908, p. 166). This 
defence mechanism reduces anxiety by concealing the tme reason for the 
behaviour. For example, some athletes who lose sporting contests may attribute 
the result to extemal factors (e.g., crowd, equipment, facilities, officials) rather 
than their own abilities. 
Regression 

Regression refers to the ego's retum to an earlier stage of development, 
with the aim of attaining satisfaction (Freud, 1917/1991c). This defence 
mechanism is a reaction to powerful extemal influences. The ego's propensity to 
regress to earlier stages of development, when faced with extemal difficulties, is 
influenced by the sfrength of the fixations at one or more of these earlier stages. 
Fixations are "one instinct or instinctual component [that] fails to accompany the 
rest along the anticipated normal path of development, and, in consequence of this 
inhibition in its development, it is left behind at a more infantile stage" (Freud, 
1911/1991, p. 205). That is, when faced with an anxiety-provoking situations, 
individuals may adopt immature behaviours from their past. For example, a child 
who becomes fiightened at school may revert back to infantile behaviours, such as 
crying and thumb sucking. Adults who have experienced recent frauma may 
regress back to pattems of dependency on others. 

The Developmental Spiral 
Basch (1988) rejected Freud's concepts of the ego and the id, and the 

underlying motive for behaviour being instinctual aggressive and sexual drives. 
Instead of discussing the ego and id, Basch formulated a theory based on the 
brain's decision-making functions and the self-system. Basch contended that 
striving for order, competence, and self-esteem are the underlying motives for 
human behaviour, rather than the discharge of instincts (Freud, 1915/1991a, 
1940/1993). The attributes of order, competence, and self-esteem are core to 
Basch's developmental spiral. People regularly make decisions about the activities 
in which they will engage. When engaging in those activities, they typically have 
an idea of how they would like to complete the activity. One possible outcome is 
that competence is displayed. If competence is achieved, the self-esteem of those 
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individuals is enhanced. This enhanced self-esteem may lead individuals to make 
the decision to engage in the behaviour again. In sum, Basch viewed development 
as an upward spiral incorporating behaviour, competence, self-esteem, and 
decisions. 

Basch (1988) observed that human development, however, does not 
always proceed in an upward spiral. The failure to display competence may lead 
to decreased self-esteem, and the decision to not engage in the behaviour again. 
Within one individual, also, development may happen with respect to some tasks, 
but be delayed or retarded with respect to others. For example, an individual may 
excel at athletic activities, but stmggle to show competence at academic 
endeavours. 

When individuals' developmental spirals become arrested, assistance from 

others may be needed to restore the upward progression of their developmental 

spirals (Basch, 1988). In this event, the others may enter into their developmental 

spiral through influencing the individuals' behaviours, feelings of competence, 

senses of self-esteem, or decision-making. In the exercise setting, for example, a 

frainer may enter into the developmental spirals of new clients through teaching 

them how to perform exercises. This input will, hopefully lead to the clients 

achieving competence, gaining self-esteem, and deciding to persist with the 

exercises. 

The inclusion of competence as a core aspect in the developmental spiral 
follows the lead of other authors (e.g., KJein, 1976; White, 1959), who have also 
argued that competence is central to motivation. Basch (1988) contended that 
competence can be represented in many ways. Behaviourally, for example, 
competence is demonstrated through the confrol of one's environment. In terms of 
infrospection and reflection, competence is represented by the growth or decline 
of self-esteem. Basch argued that the importance of competence as a core 
component of motivation has empirical support. This support comes from studies 
conducted with babies and pre-verbal infants, who are at ages that are formative in 
personality development. These studies, which Basch cites, provide experimental 
evidence of the strivings for competence by babies and pre-verbal infants. 

Psychosocial Development 
In psychodynamic theory, the foundations of personality are formed in 

early life. It is here where I wish to depart from Freud's writings, and infroduce 
Erikson's contribution to psychodynamic theory. Erikson (1985) expanded on 
Freud's (1940/1993) work on psychosexual development through the inclusion of 
psychosocial factors. Erikson conceptualised the human life cycle to encompass 
eight psychosocial stages. At each stage, there is a nuclear conflict (critical 
tuming point in psychosocial development), which represents an opportunity for 
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the development of new ego quahties. The eight stages are: oral-sensory, 
muscular-anal, locomotor-genital, latency, puberty and adolescence, young 
adulthood, adulthood, and maturity. 

In the first stage, oral-sensory, a baby meets the first nuclear conflict, basic 
tmst versus mistmst (Erikson, 1985). Babies demonsfrate their tmst in others 
through their depth of sleep, ease of feeding, and relaxation of bowels. They 
become increasingly receptive to sensory experiences, and start to recognise the 
consistency within the environment, ft is here that the first social modality, to get, 
is leamed. There may also be the recognition of the difference between the inner 
and outer worlds. This stage is where the defence mechanisms of infrojection and 
projection may be first developed, as babies intemalise pleasure and externalise 
pain. The resolution of this conflict may be seen in later pattems of tmst and 
mistiest. Hope (the behef that one's wishes will be fulfilled) is the ego quality that 
denotes the successful development in this stage. 

The muscular-anal stage comes about though the maturation of the infant's 
muscles (Erikson, 1985). The nuclear conflict of this stage, autonomy versus 
shame and doubt, is grounded in the social modalities of holding on and letting 
go. Both these modalities have benign and destmctive forms. Holding on can 
relate to care, and it can also relate to resfraining and retaining in destmctive and 
cmel ways. Letting go can be relaxed, as in "to let be," and can be destmctive in 
"letting loose." As children begin to explore their environments, there is the 
danger that they will experience shame and doubt. Shame is a state where people 
feel that they have been exposed in front of others and feel conscious of those 
others looking at them. Doubt is concem over that which is unseen (i.e., what is 
"behind"). The inadequate resolution of this conflict may be seen in later pattems 
of sensitivity towards being shamed or threatened from behind. Willpower (being 
determined to exercise freedom of choice and self-confrol) is the ego quality that 
emerges from the successful resolution of the nuclear conflict at this stage. 

The locomotor-genital stage coincides with the development of 
ambulation, and incorporates the conflict of initiative versus guilt (Erikson, 1985). 
Initiative is differentiated from autonomy in the sense that it involves undertaking 
a task with the motive of being active, rather than as an act of defiance, as is often 
the case in the previous stage. The social modality of making is derived through 
the newfound mobility and infantile genitality. Erikson borrowed Freud's (Freud, 
1916/1991, 1917/1991c) Oedipus complex in his description of infantile 
genitality. In this stage, the superego develops and parental regulation is 
supplanted with greater self-regulation. The danger inherent in this stage is that 
children experience guilt over the actions they have contemplated or the behaviour 
they have initiated. Purpose (having courage to develop and work towards valued 
goals) represents the ego quality attained through successfiil negotiation of this 
psychosocial stage. 

In the latency stage, children make their enfrances into school life and are 
confronted with the conflict of industry versus inferiority (Erikson, 1985). 
Children begin to receive systematic instruction in the skills and uses of tools that 
will assist them in becoming productive members of society. The danger in this 
stage is that children do not develop their skills and competences for using tools, 
and, instead, end up with a sense of inadequacy and inferiority. These feelings 
may result in children despairing and regressing to the previous stage of 
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psychosocial development. Socially, this stage can be one of the most decisive. 
Achieving industry involves doing things alongside or in cooperation with others. 
Divisions of labour develop, and with them some children may gain a sense that 
factors other than their skills will decide their worth. Such factors may include 
race, parental background, and style of clothing. This inequality may cause 
children to constiict their horizons, and be servants of technology, and of those 
who are able to confrol it. Competence (belief in one's ability to perform 
important tasks) is the ego quatity that represents successful completion of this 
psychosocial stage. 

Puberty and adolescence mark a period where many of the battles of 
earlier years are re-fought, with often well-meaning parents as adversaries 
(Erikson, 1985). This stage encapsulates the nuclear conflict of identity versus 
role confusion. Adolescents readily and strongly identify with their idols and 
ideals. The inherent danger of this stage is role confusion. Adolescents 
experiencing role confusion may have minimal direction as to where their lives 
are heading. For example, many adolescents experience difficulty in settling on an 
occupation. Other forms of role confusion (e.g., sexual identity) may also occur, 
and can lead to delinquency and adverse psychological outcomes. Adolescents 
sometimes clarify their identities through falling in love. They project the image 
of their egos on other people, see their egos reflected back, and gradually refine 
their egos. Much of this process happens through conversation. Adolescents 
protect their identities by forming strong associations with like-minded people, 
and through the exclusion of others who are "different." Fidelity (the ability to 
maintain loyal relationships despite differences in value systems) is the ego 
quality developed from successful resolution of this stage. 

For young adults, the identities they have been developed in the previous 
stage are ready to be joined with the identities others (Erikson, 1985). Yoimg 
adults are ready to face the challenges of increasing their commitments to 
affiliations and to partnerships, and of developing their ethical sfrength to make 
these pledges of loyalty, even if it calls for substantial compromise and sacrifice. 
The nuclear conflict, in this stage, is intimacy versus isolation. Intimacy requires 
abandonment of the ego in situations, such as in close affiliations, in sexual 
unions, in close fiiendships, in physical combat, m experiencing inspiration from 
teachers, and in intuition from self If young adufts fear ego loss through engaging 
in such situations, isolation and self-absorption may develop. The danger, at this 
stage, is that the avoidance of contacts that involve commitments to intimacy may 
lead to isolation. Love is the ego quality that represents the successful passing of 
the nuclear conflict at this psychosocial stage. 

In adulthood, mature people tum their attention toward guidance of the 
next generation (Erikson, 1985). Although popular thought focuses on tiie 
dependence of the younger generation on those who are older, the mature adult 
also needs guidance and encouragement from younger people. The nuclear 
conflict at this stage is generativity versus stagnation. Generativity refers to the 
establishment and guidance of the next generation. Some people have special gifts 
and apply them to other directions, rather than to their offspring. Productivity and 
creativity are parts of generativity, but are not synonymous with it. The danger of 
this stage is that stagnation occurs. Care for the new generation is the ego quality 
that comes from the successful negotiation of this stage. 
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Maturity is the final stage of the human life cycle (Erikson, 1985). Having 
negotiated the previous seven stages, mature adults face the last nuclear conflict, 
ego integrity versus despair. Ego integrity refers to having experienced a 
productive and meaningful life, and not being afraid of the death that is to come. 
Lack of ego integrity is characterised by despair over the brevity and 
worthlessness of life, with the knowledge that it is too late to begin another life. 
Wisdom is the ego quality represents successful development at this psychosocial 
stage. 

Birth Order 
Adler (1932) also took a psychosocial view of human development in his 

contention that birth order affects personality. Because I have not made extensive 
use of Adler's theory on birth order, I shall limit my review to the two birth order 
positions that I have mentioned in the life histories: first bom and only children. 

First-bom children are typically spoiled and are the cenfre of thefr 
famiUes' attention. If the parents have no more children, then this privileged 
position in the family is likely to be prolonged. If, however, the parents have 
additional children, this position is upset. The arrival of the second bom means 
that the first bom is removed from the centre of attention (Adler, 1932). The 
consequences, for the first bom, of a new rival are dependent on the preparedness 
of the first bom to handle the change in circumstance. Unprepared children will 
try to regain the mothers' appreciation, attention, and love. These children may try 
to worry or fight their mothers, in an attempt to regain what has been lost. The 
danger in performing these tricks, however, is that mothers get tired of their 
children's antics, and the children come to experience what it is like to lose their 
mother's love. If mothers engage in battles with their first bom, the children will 
become critical, disobedient, high-tempered, and wild. They are also likely to try 
to win the attention and affection of their fathers. First-bom children may idolise 
the past (i.e., the time without the rival) and be pessimistic about the futtire. For 
those first-bom children who have been prepared for the arrival of the second 
bom, a different set of consequences exists. Teaching the concept of cooperation 
is cenfral to the preparation of the first-bom. This preparation may manifest itself 
later in life in wanting to protect and to help others, hi some cases, this protection 
may exaggerate into a desire to keep others dependent. 

Only children share the characteristics of first-bom children, with the 
exception that they do not have rival brothers and sisters (Adler, 1932). In this 
sitiiation, children's competitive feelings may go against the father. The children 
can develop a "mother complex" because they are pampered by, and have the 
attention of, their mothers. 

The Goal of Perfection and Inferiority Feelings 
Adler (1933/1979a) disagreed with Freud's (1915/1991a, 1940/1993) 

arguments that drives are at the core of human behaviour, histead of drives, Adler 
contended that the psychological movement of individuals has the goal of 
perfection. He viewed perfection to be synonymous with security and completion. 
The meaning of perfection, completion, and security rests within each individual, 
rather than bemg objectively determined. This meaning develops early in a child's 
life, in which they lack language and concepts. 

While stiiving for the goal of perfection, individuals sometimes experience 
feelings of incompleteness, insecurity, and inferiority (Adler, 1933/1979a). Adler 
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regarded these feelings as the "minus situation," and argued that they could 
provide impetus to the goal of perfection. This minus situation maybe intensified 
in cases of organ inferiority, pampering, and neglect (Adler, 1932/1979). With 
respect to organ inferiority, children who have such weaknesses need not 
experience them as a minus situation. Children who experience the weaknesses in 
social tasks may be impelled to reorganise themselves through eliminating or 
avoiding the inferiority. How children overcome their organ inferiority in the first 
three or four years of life shapes thefr pattems of goal formation in later life. In 
the case of pampering, individuals show a similar life pattem to those who have 
been affected by organ inferiority. By pampering, Adler meant parents who 
assume responsibility for tasks that their chilcfren should fulfil, and who hover 
over their children, rather than parents who love and caress their children. 
Pampering styles are not only the creations of parents and grandparents, however. 
The children also cultivate these styles. Such children can develop parasitic 
qualities, ranging from those who will not accept the suggestions or influence of 
others, to those who are dependent on the assistance of others. With regard to 
neglect, feelings of neglect can intensify feelings of inferiority. Although extemal 
circumstances may contribute to the feelings of neglect, it is children's 
perceptions of the neglect that will determine how strongly feelings of inferiority 
will manifest. 

Feelings of inferiority can have a positive outcome (Adler, 1933/1979a). 
The greater the extent to which individuals have been trained in social interest 
(see Social Interest) during their childhood, the greater and more valuable will be 
their accomplishments from their feelings of inferiority. These accomplishments 
are associated with high feelings of value, identical to experiencing happmess. 

Negative outcomes from feelings of inferiority can also occur (Adler, 
1933/1979a). In circumstances where there is insufficient social interest, feelings 
of inferiority may develop into an inferiority complex, which manifests as, for 
example, crying, complaining, fear, stage fright, and sttittering, and physical 
changes, such as, blushing, headache, fatigue, heart palpitations, insomnia and the 
urge to urinate. The goal of overcoming the inferiority, however, has not been 
lost. The manifestations of the inferiority complex promote sympathy from others 
and thoughts of what could have been accomplished if the disttirbance (e.g., fear, 
stage flight) had not resulted, from sources, such as, hereditary, education, and 
other people. People with inferiority complexes, therefore, try to conceal them 
through the development of fictitious superiority complexes (belief that they are 
better than others), which exploit the social interest (see Social Interest) of others. 

Social Interest 
Adler (1933/1979b) contended that the direction of the goal of perfection 

was toward social interest. He defined social interest as meaning, 'feeling with the 
whole, sub specie aeternitatis, under the aspect of eternity" (p. 34). Social interest 
represented mankind in its ultimate form, in which all questions of life have been 
solved. The movement of an individual, or group of individuals, can be deemed 
valuable if it contiibutes to the development of mankind. Conversely, those 
individuals lackuig in social interest (e.g., criminals, neurotics, problem children, 
suicide cases) disttu-b the cooperation of the community, fridividuals are guided by 
the community ideal, in that they are praised or advanced for displaying social 
interest, and are impeded or punished for their lack of social interest. Like the goal 



494 

for perfection, Adler claimed that social interest was innate, but was developed in 
social context in the midst of children's lives. 

Narcissism 
Narcissism is "the attitude of a person who freats his own body in the same 

way in which the body of a sexual object is ordinarily treated" (Freud, 1914/1991, 
p. 65). Adler (1931/1979) argued that Freud's conception of narcissism was too 
narrow, however, and could represent one of many forms of self-love. Adler 
contended that the most important aspect of narcissism was the permanent 
removal of others from the social sphere. 

A number of authors have investigated narcissism and people with 
physical disabilities (e.g., Freud, 1916/1990, 1914/1991; Freud, 1917/1991c; 
Niederland, 1965; Rousso, 1985). Drawing on the small number of writings on 
narcissism and physical disability, Rousso (1985) concluded that the relationship 
is complex and influenced by various developmental, environmental, and physical 
factors. In cases of organic illness, inflammation of an organ, or painful 
stimulation, Freud (1917/1991c) suggested that the libido detaches from its 
objects to assist the ego. Within the ego, the libido develops an increased cathexis 
to the diseased body part. But here, it seems, Freud is discussing acquired health 
conditions, and not congenital conditions, such as cerebral palsy. 

Niederland (1965) took Freud's advice, to study cases of organic ilhiess, in 
his investigation of narcissism in eight adults, who had minor physical 
abnormalities or imperfections, which were scarcely noticeable, in two cases, and 
not noticeable in six cases. The physical defects were either congenital or 
occurred during the first year of life. Narcissistic features were present in all 
cases. Common features of Niederland's patients, which were evidence of an 
unresolved narcissistic injury (pemianent psychical scar from failure and loss of 
love), included compensatory narcissistic self-inflation (greater self-love to make 
up for the prior loss or failure), poor reality testing, outbursts of aggression, birth-
rebirth and revenge fantasies that were part of other rich fantasies (e.g., 
sadomasochistic fantasies, revenge fantasies, eroticised megalomaniac daydreams, 
greatness fantasies, immortality fantasies), intense reconstmctive strivings, 
distorted body image (i.e., disproportional disfigurement), concealment of 
physical abnormalities from others, attribution of damaged body part with magical 
qualities, and compensatory hypercathexis to the confluence of the damaged body 
part and the rest of the body or a zone distal from the site of the abnormality. 

Narcissism can also be viewed from the perspective of the parents of a 
child with a physical abnormality. Parents typically fantasise of a healthy, normal 
baby, and so the birth of an abnormal child comes as a narcissistic blow (Lantican 
et al., 1994). Freud (1933/1991) thought it was usual for the mother of a child who 
is unwell to respond with a superabundance of love. He briefly reported the 
example of Wilhehn II, who had a congenital defect in one of his limbs. Although 
the biographer of Wilhehn n claimed that his development, to become a man of 
great power, was based on a sense of inferiority, due to his physical defect, Freud 
argued that the actions of Wilhelm II suggested that he had never forgiven his 
mother for her withdrawal of love for him. 

Depression 
Freud (1917/1991b) described melanchoHa as having several 

distinguishing features, including "a profoundly painful dejection, cessation of 
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mterest in the outside world, loss of the capacity to love, inhibition of all activity, 
and a lowering of the self-regarding feelings to a degree that finds utterance in 
self-reproaches and self-revilings, and culminates in a delusional expectation of 
punishment" (p. 252). In a note to Freud's paper, Richards (1991) stated that 
melancholia would probably be regarded as depression in modem terminology (p. 
92). Freud considered the features of melancholia to be the same as of mourning, 
but without the disturbance of self-regard. To Freud, melancholia represented the 
reaction to losing a loved object, of a loss of this kind. Unlike in the case of 
mourning, where the object that has been lost is knovm, in melancholia a person 
may know whom, but not what, has been lost. 

A typical element of melancholia is various accusations against the self 
(Freud, 1917/199 lb). Investigation of these self-accusations, however, suggests 
that they commonly relate to someone else, and not the person making the 
accusations. Therefore, melancholia more aptly represents a loss to the ego, rather 
than the loss of an object. 

The normal consequence of a shattered object-cathexis would be that the 
libido from this object is withdrawn, and displaced on another object (Freud, 
1917/1991b). In melanchotia, however, the free libido is withdrawn mto the ego, 
where it is used to establish ego identification with the object that had been 
abandoned. The sfrong fixation to the loved object, and the libido's lack of 
resistance to being withdrawn by the ego, suggests that the original object-choice 
had a narcissistic basis. 

In melanchotia, ambivalence towards the loved object may also become 
evident (Freud, 1917/1991b). In such cases, the ego identifies with both the 
feelings of love and hate for the object. Self-torment, as is evident in some cases 
of melancholia, thus relates to the abandoned object, which now has been replaced 
by the ego. 

Although Basch (1988) agreed with Freud (1917/1991b) that some cases 
of depressive refreat may have their origin in hate towards an extemal object, the 
libido of which had since been withdrawn into the ego, Basch contended that 
depression and hate towards an object are not necessarily associated. Basch 
preferred to conceptiialise depression as a possible consequence of the self-
system's failure to cope with some stress. Depression is a sign that the self-system 
is unable to cope with the demands that have been placed upon it, and has 
refreated to a lower level of fimctioning. It is also a signal to the worid that the 
self-system is no longer functioning the way it has in the past, and that help is 
required. 

Suicide 
Freud's (1917/1991b) explanation of suicide extended from his description 

of melancholia. The conditions under which the ego can be desfroyed must be 
sufficiently powerful to overwhelm the ego's vast amount of narcissistic libido. 
These conditions arise in melancholia when the libido, which once related to 
hostility towards an object, is withdrawn into the ego. This hostility towards the 
object in the extemal worid is now apphed to a person's own ego, and overpowers 
the ego's narcissistic love for itself 

Like in Freud's (1917/1991b) understanding of suicide, Adler 
(1937/1979), conceived the act as a way of hurting others. Adler described people 
who commit suicide as those who thought too much of themselves, and too little 
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of other people. Suicidal ideations stem from confronting, urgent problems from 
the extemal world, together with insufficient social interest. The dfrection and 
development of the suicidal ideations depends on the degree of activity within 
these people. 

Transference and Countertransference 
Transference refers to "bringing or transferring old pattems of expectation 

to new situations so as to organize the experience of the moment" (Basch, 1988, p. 
134). In the researcher-participant relationship, for example, researchers may 
behave (e.g., by making comments) in ways that produce sfrong affective 
reactions m participants, which may seem out of place in the present relationships. 
The sources of these strong feelings are not solely the researchers' behaviour, 
however, but are reactions to some past experiences the participants had with 
other people. Participants may seek to interact with the researchers as they had 
done in these past experiences. The reasons for the participants' affective 
reactions may be unconscious to them. 

Countertransference is the same concept, but in the opposite direction 
(Basch, 1988). Staying with the previous example, countertransference is when 
participants behave in fashions that produce sfrong affective reactions in the 
researchers, the sources of which he in the researchers' past relationships. 

Summary 
I used psychodynamic theories to interpret the lives of the participants 

with cerebral palsy. These interpretations were principally based on the work of 
Freud, Erikson, Adler, and Basch. Defence mechanisms were useful in 
understanding how participants coped with anxiety-evoking situations during their 
lives. I made extensive use of the theories of human development, as proposed in 
Erikson's (1985) psychosocial model and Basch's (1988) developmental spiral. 
Adler's (1932) writings on birth order also contributed to this discussion. I also 
used the cornerstones of Adler's theories (i.e., striving for perfection, feelings of 
inferiority, social interest) in my interpretations. I reviewed psychodynamic theory 
regarding narcissism, depression, suicide, and transference and 
counterfransference because they were pertinent to some of the cases interpreted. 


