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SIBLINGS OF DISABLED CHILDREN 

AN INVESTIGATIVE STUDY 

ABSTRACT 

Research on the families of the disabled 
suggest that the advent of a child with a 
disability will cause a far-reaching effect on 
the mother, father, siblings and the family's 
relationship with the outside world. Researchers 
have differed on the extent and causes of 
difficulties faced by the siblings, with many 
inconsistencies and contradictions shown. some 
studies have found behavioural problems and 
lowered self-esteem, and others suggest an 
increase in altruism and compassion. An 
investigative study was implemented, with 
siblings from 29 families with a disabled child, 
matched with siblings from 29 families with no 
identified disabled sibling. Patterns of family 
outings, the use of support services and 
perceptions of difficulties faced by the family 
were examined. The matched siblings were 
compared on the Coopersmith Self-Esteem 
Inventory, measures of altruism, and behaviour 
as seen by both teachers and parents. The 
children also were questioned on their 
perception of family cohesion and their 
involvement with other family members. Major 
findings of the study were a pattern of social 
isolation for the families, and perception of 
isolation within and outside the family for both 
the parents and the siblings. The siblings 
scored significantly lower on the Coopersmith 
Inventory, and parents perceived them as having 
more behavioural difficulties than the controls' 
parents. No significant difference in altruism 
was found between the two groups of siblings. 
The finding that some siblings are coping well, 
whilst others are showing severe difficulties is 
ilustrated by four case studies. A number of 
limitations of the study are discussed, 
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pa~ticularly the wide range o f var iables 
investigated, and difficulti es with some 
instruments. Further areas of research are 
suggested, including exploring the r e lationships 
and interactions within the family. It is 
conc luded that for both the siblings and the 
whole family, the deve lopment of strong support 
networks and help in reframing p e rceptions and 
expectations may help to overcome the feelings 
of intra- family and extra- family isolation. 
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PREFACE 

As the parent of two disabled children, a nd as a 

counsellor working with families who had a disabled 

child, I have been interested for many years in the 

effects of a disabled child on the family. From 

personal and anecdotal comments, it appears that 

some parents are concerned about the siblings in 

the ir family, and feel that they have 'missed out' 

because of the disabled child. Some of these 

siblings appear to have a number of problems. and 

their parents are concerned about their behaviour . 

Other families. with similarly disabled children, 

appear to have little difficulty with the siblings, 

and often indeed the siblings are seen as 

'super- responsible' . 

This study was originally suggested by some of 

these families - to see if siblings of disabled 

children in canber~a did have any particular areas 

of difficulty, or any parti c ular areas of strength. 

It was hoped also to discover ways that parents 

and/or people working in the field could best help 

these siblings. The study evolved from this general 

framework. enlarging to consider family patterns of 

outings and social support, and perceptions of the 

family from both the parents' and the siblings' 

vi ewpoint. 
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CHAPTER I 

FAMILIES OF DISABLED CHILDREN 

''The term 'disabled person' means 
any person unable to ensure by himself 
or herself. wholly or partly, the 
necessities of normal individual 
and/or social life. as a result of a 
deficiency in his or her physical or 
mental capabilities." (United Nations. 
1975). 

"A disabled child in the family 
means more time, more energy, more 
pain and more love - but somehow we 
cope." (Mother of four children. one 
profoundly retarded). 

1.1 Introduction 

There have been a number of studies examining the 

effect of a disabled child upon the family, with some 

general findings showed by many researchers; other 

results are more contradictory. Although the majority 

of studies have examined the effect of a retarded 

child upon the family (e.g. Love . 1973; Farber, 1959 & 

1960; Gath. 197B) there has been some research 

directed towards families of physically disabled 

(McMichael, 1971) and autistic (DeM~'er, 1979) 

children. Both early (Jordan, 1962) and r e cent reviews 

have suggested that different types of disability have 

similar effects on the family (Gordon, 1980), and in 

practice a cl ear l i ne between phys ical and 
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intellectual disabilit y is difficult to conceptuali ze . 

A study examining the siblings of children with 

different disabilities found that the type of 

disability was not a significant variable (Breslau. 

Weitzman and Messenger. 1981). It seems appropriate 

for this study to exa mine the literature c oncerning 

families and siblings of children with a range of both 

physical and intellectual disabilities. 

When a family is faced with a child that is 

disabled. the impact of the disability has a 

far-reaching effect on the parents. the siblings. the 

structure of the family as a whole. and the family's 

relationship with the outside world (Dunlap. 1979. 

Featherstone. 1980). The dysfunctional stress caused 

to the family by the disability may depend on the 

family's coping mechanisms (Turnbull, summers and 

Brotherson. 1983), the type and extent of the 

disability, and the family's personal, social and 

financial resources (Gordon,1980). 

As all families are unique. parental reactions 

to disability will var}'. However the advent of a child 

with special needs marks a crisis in the lives of most 

of the parents and any existing siblings. Many 

readjustments may need to be made when the c hild is 
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born or diagnosed handicapped - readjustments in 

expectations, in the development of family 

relationships and of the roles of parents (Kew, 1975). 

1.2 Impact on the Mother 

In many families, the mother takes the major 

responsibility for the disabled child; she provides 

the day-to- day caring, organises the family and 

communicates with professionals. In one-parent 

families, the vast majority of which are single mother 

families, the mother of a disabled child has full 

parenting responsiblity plus the stress of caring for 

a child with special needs (Social Welfare Research 

Centre, 1984). 

Particularly when the disability is severe, the 

role of the mother may be altered, as she becomes the 

nurturer and provider to a dependent child often for 

many more years than in most families 

(Birenbaum,1971). Both descriptive data (e.g. National 

women's Advisory council,1980) and experimental 

research (DeMyer,1979; Gath,1977) depict the guilt, 

tension and stress experienced by many mothers of 

disabled children. However some researchers suggest 

that the manner in which the mother accepts the 
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changes in the family lifestyle tiecause of the 

disability is a major factor in adjustment of the rest 

of the family lMcMichael.1971, Kew,1975) 

1.3 Impact on the Father 

Fathers too may face acute and re-emerging 

stresses in a family with a disabled child. Research 

has shown that this stress may be greater on the 

father if the child is a son (Farber. Jenne, and 

Toigo,1960; Farber,1962). Many fathers feel that they 

are ineffective as fathers. and may experience lowered 

self- esteem (Cummings,1976). Yet fathers play an 

integral part in the family coping strategies. both as 

the tradltional 'protector and provider' and also in 

more expressive roles where they may share in 

educational programmes or physical caring. With 

support to integrate these varied roles they may 

experience fulfilment and personal growth (Turnbull, 

Brotherson. summers and Turnbull, 1984) . 

1.4 Impact on the Marriage 

Research findings vary about the impact of a 

disabled child on the parents' marriage. Farber <1959, 
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1960) suggested that the relationship between a 

husband and wife who have a severely disabled child is 

likely to be poorer than in families without a 

disabled child. However, Schufeit and Wurster (1976) 

found no difference in the rate of divorce between 

parents with and parents without a mentally retarded 

child, and Kazak and Marvin (1984) showed no 

significant difference in marital stress when parents 

of spina bifida children were matched with parents of 

a non-disabled child. Gath (1977), in her research 

with families of Down's syndrome children suggested 

that "the advent of a retarded baby will not mar a 

good marriage, but will worsen a shaky one." DeMyer 

(1979) did not find the marriages of the parents of 

autistic children to be significantly worse than those 

of parents of non-disabled children. She did 

nevertheless suggest that the stress of caring for a 

severely disabled child could 'spill over' into the 

marriage relationship. 

1.5 Relationship with the outside World 

Gordon (1980) suggests that when a family has a 

severely disabled child, there may be a curtailment on 

their participation in society. some families ma~; find 

it more difficult to go out, to have friends visit 
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their home. and to participate in social events. This 

leads to subsequent feelings of isolation and 

loneliness (Kew, 1975). The limitation in 

participation with outside organizations, recreational 

involvement. and relationships outside the family, can 

mean the family is 'cut off' from normal social 

contact. so increasing the stress on both the parents 

and the children (Hamel. Burns and Goodnow. 1981). As 

social support is an especially important resource for 

families of the disabled (Schilling, Gilchrist and 

Schinke, 1984). both parent and whole family 

involvement in outside activities may be a vital 

factor in coping with the stresses of a disabled child 

in the family. 

1.6 Changes to the Family Life Cycle 

Having a disabled child in a family may act to 

alter the family's natural life cycle (Turnbull, 

Summers and Brotherson. 19B3). Different developmental 

events in the family cycle such as starting school, 

adolescence etc., are likely to trigger new crises in 

the family and feelings of grief in the parents 

(Wikler. Wasow and Hatfield, 1981) At these times the 

family may have to again accept differences between 

expectations of normal family patterns of transition 
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and those of their own family. Because a disabled 

child may not 'grow up' at a normal developmental 

rate, he or she may become the youngest mentally or 

socially even if not chronologically. Particularly 

when the disability is severe. or involves 

retardation, the family may need to keep reversing age 

roles as they grow around the disabled child (Kew, 

1978). 

1.7 Theoretical Models of Coping. 

Much of the literature examining the effects of a 

disabled child on the family is inconsistent; some 

families appear to cope well, others suffer major 

disruption and stress. Studies examining coping styles 

of families have isolated a number of strategies which 

affect the family's a bility to withstand stress. A 

stra tegy often used by families and individuals is 

reframing: the ability to identify conditions that can 

be succesfully altered, and to accept what cannot be 

altered, making attitude adjustments to live 

constructively within those conditions (Turnbull, 

summers and Brotherson, 1983). For families with a 

disabled child this may involve accepting the child 

they have, rather than the one they hoped for. 
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Other important methods of c oping include seeking 

spiritual support <Olson. Mccubbin. Barnes. Larsen. 

Muxen and Wilson, 1984). and the use of social and 

formal support (Nevin and Mccubbin. 1979). Early 

studies posited that religion was a force in helping 

families cope with the stress of a disabled child 

(Adams, 1966). Jordan (1962) suggested that 

particularly in the Catholic faith the burden of a 

disabled child may be equated with 'suffering' and 

caring for the child seen as a penitential act. 

Religion as a support has been examined less in recent 

years, although Olson et al (1984) in their study of 

1000 families with mentally retarded members found 

that the most important coping strategy for their 

sample was spiritual support. 

social supports or the ability to acquire and use 

resources from extended family, friends and neighbours 

(Turnbull. Summers and Brotherson. 1983), have been 

shown to be especially important for families of 

disabled children. Schilling. Gilchrist and Schinke 

(1984) suggest that social support may act as a buffer 

for the subjective perceptions of the family. and can 

also help the parents to maintain a sense of 

normality. Recent Australian research has confirmed 

the importance of social support as a coping 

mechanism. and stresse d the need for mutual support 
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from other families with disabled children (Social 

Welfare Research Centre, 1984; National Women's 

Advisory Council. 1980). 

Kew (1975) postulates another reason why some 

families cope more easily with the presence of a 

disabled child than do others. He suggests that the 

family with a disabled child is often viewed both by 

the family itself and by professionals and society in 

a concentric approach (See Figure 1). This medial 

point of view has the special needs of the disabled 

child seen as the central focus of the family, with 

other family members and their needs perceived only in 

relation to the disabled child's needs. The 

family-centred approach on the other hand starts with 

the family as a group, and views having a disabled 

child as an unusual episode or event in the life of an 

ordinary family group. This approach is similar to 

that of reframing. 

1.8 summary of Research and Objectives for the Study 

The reviewed literature concerning families of 

disabled children shows that in many ways the family 

is immediately differentiated by having a child with 

particular needs. Mothers, fathers and the marriage 
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FIGURE 1 

TWO MODELS OF VIEWING THE FAMILIES OF DISABLED 
CHILDREN 

0 

(adapted from Kew, 1975) 
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The Concentric Approach to Disability - with the 
special needs of the disabled child seen as the 
central focus of the family. 
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The Family- Centred Approach 
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may suffer stresses, and the family may use a number 

of different strategies to overcome these 

difficulties. Studies have shown that the family is 

likely to have less involvement with the outside world 

at a time when outside support is vital. Any study 

examining the families or siblings of disabled 

children would need to investigate such areas as 

support networks and the use of intra-family and 

extra-family support. At the same time. other measures 

of the family's perceptions of problems and areas of 

particular difficulty may provide more indications of 

how to intervene with families and siblings in 

trouble. 



CHAPTER II 

SIBLINGS OF DISABLED CHILDREN 

2.1 Introduction 

Any discussion concerning siblings of disabled 

children should first examine research findings on 

normal sibling relationships uncomplicated by 

disability.The sibling relationship is a profoundly 

important one (Dunn and Kendrick, 1982>. yet only 

recently has there been much research into this 

relationship and its effect on the family as a whole. 

Adler (1959) suggests that birth order has a 

far-reaching effect on a child'.s personality. and that 

later interpersonal relationships are based on the 

effects of rivalry between siblings to receive 

attention and love from their parents. Many past 

researchers, looking at siblings in a family. have 

investigated static variables. such as child and adult 

personality as a function of sibling sex. birth order 

and family size (Sutton-Smith and Rosenberg, 1970). 

Recent research into the family seems more 

descriptive and process oriented (Lamb and 

Sutton Smith, 1982). Siblings have been shown to be a 

strong influence on each other. In early childhood 

they can be the most regu 1 ar pl a~nnates, and often 
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become the primary confidante and source of emotional 

support in late childhood and early adolescence (Ross 

and Milgram, 1982). The sibling subsystem is powerful; 

children identify and differentiate through each 

other, serve as sounding boards for each other. 

perform valuable direct services to each other. and 

can help each other deal with parents (Bank and Kahn, 

1982). Siblings may therefore have a very decided 

effect on each other's personality and development; 

they model roles. evaluate each other, learn from each 

other and share resources (Murphy, 1979). 

When there is a disabled child in the family, the 

sibling role is altered. Siblings may have to assume 

more responsibility than other children their age, 

they may experience more anger or guilt than siblings 

of normal children or may fear that they too may 

become disabled (Seligman, 1983). It has been shown 

that when any sibling dies, the remaining child 

becomes 'precious', 'special' to the parents. and is 

at risk of increased psychological vulnerability 

(Krell and Rabken, 1979). Similarly, when the sibling 

is disabled, parental expectations are increased for 

the non-disabled sibling(s) (Bank and Kahn, 1982). 

Their family is different in both obvious and subtle 

ways; growing up in a family that has unique or 

unusual problems and stresses affects every aspect of 

their lives (DeLuca and Salerno, 1984). 
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Research into effects on the siblings of a 

disabled child is varied. Some studies show that the 

children are disadvantaged (Gath, 1973; Harvey and 

Greenway. 1984>. Other researchers suggest that there 

is no adverse effect (Graliker. Fischler and Koch, 

1962). or that there may be beneficial effects 

(Grossman. 1972; Mittler and McConachie, 1983). These 

inconsistent findings may be the result of 

inadequately controlled studies (Gordon, 19B0), the 

result of parent perception rather than directly 

asking the sibling (Wasserman. 1983), or the result of 

basing findings purely on demographic variables, 

rather than looking at family interactions. or 

comparisons with other families(Kirkman, 1983) 

2.2 Early Research 

During the 1950s and early 1960s research into 

families of the disabled centred on the family's 

reaction to the 'crisis'. painting a general picture 

of maladaption and disruption (e.g. Holt, 1958; 

Farber. 1959, 1960). Jordan (1962) in his review of 

this early research, pointed out that siblings were 

particularly vulnerable to this disruption. because of 

their still developing role identification. 
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Holt (1958) in his study of families of retarded 

children, found that youngest siblings were more 

likely to be affected, as they often had to assume the 

role of older child, with the retarded child 

gravitating to that of youngest child. Similar 

findings were shown by Farber and Jenne (1963), who 

also reported that the older sister of a retarded 

child was negatively affected. possibly because she 

was expected to do more work around the home, and play 

a 'second mother' role. Caldwell and Guze (1960) 

examined the adjustment of parents and siblings of 

institutionalized and non-institutionalized retarded 

children. Their conclusions were that where the 

retarded child lived was not a crucial determinant of 

sibling adjustment, and the opinions of the siblings 

concerning placement were found to reflect those of 

their parents. 

A study by Barsch (1961) found that parents 

perceived little evidence of adverse behaviours in 

siblings of brain-injured children. Similar findings 

were shown by Graliker. Fischler and Koch (1962) in a 

study of 21 adolescent siblings of young Down's 

syndrome children. Using structured interviews 

concerning relationships in the home. attitudes 

towards the disabled sibling etc, they concluded that 
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where both the parents have the same attitude the 

siblings showed no disturbance, but discord between 

the parents resulted in disturbance in the sibling. 

The age gap between siblings in this study was quite 

marked, and this may be a critical factor in the 

findings. 

None of these studies used a control group of 

siblings of non - disabled children. and generally 

<except Caldwell and Guze> r e lied on descriptive 

reports. These difficulties reflect the general 

methodological weaknesses found both in these early 

studies of siblings of disabled children and more 

recent research (Longo and Bond, 1984, McKeever. 

1983). 

2.3 The Behaviour of Siblings of Disabled Children 

Most of the studies of siblings of disabled 

children have examined their behaviour. using either 

questionnaires or some form of rating scales completed 

by the parents and/or teachers. Ann Gath included 

siblings in a number of her studies of the families of 

Down's syndrome children. A study (Gath. 1972) of 36 

school - age siblings of 22 Down's syndrome children, 35 

siblings of children with cl eft-lip / palate 
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deformities. and 71 matched controls found no 

significant differences in the degree of behavioural 

disturbance as measur ed by Rutter's Behavioural Scales 

completed by parents and teachers. However, at 

interview parents of siblings of Down's children 

stated that they experienced more management 

difficulties. A later study, (Gath, 1974) of 174 

siblings of Down's children and matched controls. 

again using Rutter's Scales completed by both teache rs 

and parents, found a significantly greater degre e of 

psychiatric disorder as measured by the Scale. This 

increase in deviance was largely derived from an 

increase in antisocial behaviour in older sisters, but 

other children most at risk were those whose mothers 

were older, those from large families and those from 

lower socio-economic levels. The degree of disorder 

was greater as rated by the teachers, and also greater 

in families with only two children. Gath concludes 

(1974) that 'deviant' rated siblings often come from 

families where the disabled child is only one of a 

number of problems. 

Another large study examining the behaviour of 

siblings was conducted by Breslau, Weitzman and 

Mesenger (1981) . Siblings in all families living in 

the Cleveland, Ohio area with a child suffering from 

c ystic fibrosis, cerebral palsy, multiple handicaps 
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and myeloctysplasia we re screened on the Psychiatric 

Screening Inventory a s completed by the mother. These 

370 stblings were then compared with a control 

cross - section of 1,034 children in Manhattan. Although 

there was no significant d iffere nce overall in 

behaviour as reported by the mother, there were 

significantly higher scores in the areas of mentati o n 

problems. fighting and d e linque ncy. Younger brothers 

and older sisters appeared most affected, but neithe r 

l evel of disability nor type of disability were a 

factor. This study has bee n criticised by Vadasy, 

Fewell, Meyer and Schell (1984) for relying on 

second-hand data with no direct assessments of the 

siblings. 

Lavigne and Ryan (1979) examined the effects on 

the behaviour of siblings of c hroni ca lly ill children. 

The siblings of 157 children with long-te rm and 

disabling me dical conditions were compared to 46 

control siblings, using the pare n t- rated Louisville 

Behaviour Checklist. It was concluded that siblings of 

the chronically ill c hildren did experience adjustment 

and be haviour probl e ms a nd tended to be more withdra wn 

socially and more irritabl e as perceived by their 

parents. Tew and Lawrence ( 1973 ) obtained teacher 

ratings of the behav iour of siblings of childre n with 

spina bifida, using the British S o c i a l Adjustme nt 
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Scales. The data showed that the siblings were four 

times more likely to show signs of maladjustment than 

the normal school children used as controls, as 

perceived by their teachers. 

A number of other uncontrolled studies 

investigating the behaviour of siblings relied on more 

general ratings by parents or other significant 

adults. Richards and McIntosh (1973) in a study of 86 

spina bifida survivors and their families, asked 

mothers to rate the sibling closest in age as 

understanding and helpful. resentful. jealous and 

cruel, frightened or other. In 17 of the families the 

parents felt that the siblings had been adversely 

affected in some way by the presence of the disabled 

child. Kew (1975) used a case study approach in his 

study of 500 families with a range of disabled 

children. All the siblings in the families were rated 

by a caseworker who regularly visited the family home, 

as not disturbed, mildly or seriously behaviourally 

disturbed. The caseworkers also were asked to signify 

if they considered the disturbance to be precipitated 

or significantly exacerbated by the disability. 

Results showed that sibling disturbance increased with 

the amount of functional disability. degree of mental 

disability, size of family, and family rejection of 

the disabled child (as rated by the caseworker). Kew 
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concludes that the adve nt of a disabled child acts t o 

disrupt the equilibrium of t he family; the adjustment 

of a sibling d e pends v e ry l a rge ly on the way the 

family readjusts to this crisis. and the pre sence or 

not of othe r stressors within t h e family. 

2.4 The Self-Esteem of Siblings of Disabled Children. 

Rosenbe rg (1979 ) defines the self - concept as "the 

totality of the individual's thoughts and feelings 

having reference to himself". It is the person's sense 

of his or her own identity, worth and capabilities 

(Sattler, 1974). Self-esteem is how people feel about 

what they see in themselves. It is the individual's 

judgement or evaluation of worthiness in respect of 

him or herself (Purkey, 1970). On the other hand, 

Coopersmith (1967) suggests that self- esteem is" .. the 

amount of respectful. accepting and concerned 

treatment that an individual rec eives from the 

significant others in this life." 

Siblings have been shown to make an important 

contribution to the thoughts and feelings of 

individuals about themselves (e.g. Ross and Milgram. 

1982; Bank and Kahn, 1982). The presence of a disabled 

sibling and the changes this may cause in the family 

I 
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could have a significant effect on the development of 

self-concept, and the growth of self-esteem. 

Impressionistic reports on children's reactions to 

having a disabled sibling have suggested that they may 

feel ignored and unappreciated (Seligman, 1983), they 

may have to compete for parental resources and 

attention (Crocker, 1981), and may have a negative 

self-image and high anxiety levels (McKeever, 1983). 

case studies also have highlighted the effect that a 

disabled sibling has on a child's self-concept 

(Featherstone, 1980; Schreiber, 1975). When looking at 

case studies of a number of families with a disabled 

child, Turnbull and Turnbull (1978) postulated that a 

sibling may feel resentful and jealous of the time and 

resources parents invest in the handicapped child, and 

become less sure of her or his own worth. "Jerry Got 

Lost in the Shuffle" (1982) detailed another case 

study where the sibling of a retarded boy was 

unintentionally ignored, becoming depressed and 

developing a poor self-concept. 

A study by Harvey and Greenway (1984) investigated 

the self-concept of 33 pt1ysically handicapped children 

and their closest sibling in age, as compared with 18 

non disabled children and their siblings. Results on 

the Piers-Harris Self-Concept Scale for Children 
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showed that both the disabled cl1ildren and their 

siblings had .lower self-concepts than the control 

children. Children whose disabled sibling attended a 

normal school appeared to be more affected than 

children whose siblings attended a special school. 

Although only a few researchers have 

investigated the self-concept of siblings of disabled 

children. the findings of Harvey and Greenway (1984) 

and numerous descriptive report~ by parents and 

siblings themselves (e.g.Kirkman, 1983; McKeever, 

1983. Featherstone,1980) give a general picture of 

lowered self-esteem. This suggests that further study 

in this area is crucial to the understanding of the 

impact of a disabled child upon a non - disabled 

sibling. 

2.5 Altruism in Siblings of Disabled Children 

Altruism has been defined as a prosocial act that 

is not directed at self-gain and results in good 

(Staub. 1978). In children altruism may be shown by 

such acts as sharing, helping, rescuing and 

sympathizing (Peterson, 1982). Very few studies have 

examined the altruistic behaviour of siblings of the 

disabled. However, a number of authors have suggested 

I 
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that the advent of a disabled child into the family 

can have positive effects on the siblings particularly 

in the areas of altruism and compassion. Grossman 

(1972) interviewed 83 siblings of retarded children in 

a college population. He concluded that many students 

had benefited from the experience: they seemed more 

tolerant, more compassionate, more focused. He also 

found that a similar number had been harmed, feeling 

guilty and ashamed. Many reviewers have cited the 

positive findings of Grossman's; Mittler and 

McConachie (1983) quote Grossman's statement that "a 

surprising number of brothers and sisters of retarded 

children appeared to have benefited in some ways ... ", 

and crocker (1981) and Seligman (1983) report the 

findings of more compassion, tolerance and the 

awareness of prejudice. 

A study by Cleveland and Miller (1977) described 

the influence of a handicapped child on the sibling's 

life commitments. It was found that older female 

siblings were more likely to enter the helping 

professions because of their disabled sibling. Again 

this finding has been cited in the literature as an 

example of the increased altruism and compassion found 

in the siblings of the disabled (Crocker, 1981, DeLuca 

and Salerno, 1984). 
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Although there have bee n few research projects 

c oncerning altruisti c behaviour of the siblings of the 

disabled , there is a recurring suggestion in the 

literature that they do benefit in this way. An 

empirical study comparing altruistic behaviour in 

these children with that in children without a 

disabled sibling may or may not provide further 

support for this assumption. 

2.6 Other Research Findings 

A number of recent studies have examined the 

effects of having a disabled child in social and 

family interactions. Kirkman (1984) in a retrospective 

questionnaire with 151 adult siblings found that 48% 

felt that the presence of their disabled sibling had 

had a detrimental effect on the ir peer relationships 

and friendships. She also found (Kirkman, 1983 ) that 

59% of the siblings perceived the disabled child as 

having a negative effect on the family as a whole, 

with 18% s e eing the experience as a positive one for 

the family. 

Stoneman and Brody (1983) reported on a pilot study 

with five pairs of siblings, the younger of which was 

disabled. Th~y observed a natura l play session in the 

children's homes, and found that the older, 
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non-disabled sibling took the role of teacher and 

manager more often than the disabled sibling. This 

study shows the potential of observational research of 

sibling interactions, despite the obvious confounding 

variables of age and birth order. 

2.7 Difficulties With the Research. 

In all research concerning the siblings of 

disabled children there have been inconsistencies and 

contradictions. Methodological weaknesses and often 

lack of a control group have been suggested as a 

reason for these difficulties (Gordon, 1980, McKeever, 

1983). However, even in quite carefully controlled 

studies ~Gath, 1972 and 1973) contradictory results 

were found. 

one area which appears quite inconsistent relates 

to static variables. Gath (1974) and Farber (1959) 

found that older female children were most affected by 

having a disabled sibling whilst Jacobs (1969) 

indicated that younger siblings experienced the most 

disruptive influence. Breslau, Weitzman and Messenger 

(1981) found that younger brothers, then older 

sisters, then younger sisters had the most behavioural 

problems. They also stated that the level or type of 
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disability was not associated with difficulties, but 

Tew and Lawrence (1973) found that siblings of mildly 

disabled children were most disturbed. followed by 

those of severely disabled, then moderately disabled. 

McMichael (1971> also reported the level of disability 

to be a factor, with siblings of the most severely 

disabled having the most difficulties in adjustment. 

Socio-economic levels have been shown to be 

significant in some studies (Gath, 1974; Grossman, 

1972) but not others (Richards and McIntosh, 1973; 

Kew. 1975). 

This use of demographic or 'static' variables has 

been criticised by a number of researchers. Kirkman 

(1983) points out that it presents a simplistic 

picture and misses out the complex and qualitative 

interactions within a family. The interdependent 

relationships within a family are dynamic variables 

which may have a strong influence on the ability of 

the sibling and the family as a whole to adapt to a 

disabled member (Vadasy, Fewell, Meyer and Schell, 

1984). 

Another criticism of research to date is the use 

in many of the studies of parent-rated scales, or 

parent interviews only. Wasserman (1983) suggests that 

only by talking to the siblings themselves can the 

real needs and problems be identified. Perception of 
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parents may not be the same as, for example, teacher 

perception of the child's behaviour, nor may the 

behaviour be the same in different environments. 

2.8 Aims of an Investigative Study of the Siblings of 

Disabled Children. 

Any study concerned with siblings of disabled 

children must also focus on the family as a whole. The 

ability of a family to withstand stress situations, 

the involvement of the family with the outside world 

and the use of support networks - practical, emotional 

and spiritual- may all be factors in the general 

effect on the siblings. Similarly, a study on siblings 

must also look at the perceptions of parents, teachers 

and the siblings themselves about the family and its 

areas of strength and of difficulty. In an attempt to 

minimise the methodological difficulties. the use of 

matched siblings may control for many of the static 

variables. 

Final aims for the investi gative study were: 

1. To ~atch siblings of disabled children as 

closely as possible in such variables as sex. age, 

number in family, position in family and 
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socio-economic status with control children who have 

no identified disabled sibling in their family. 

2. To compare target and control families in their 

patterns of social interaction including parents, 

children and the whole family. 

3. To compare target and control families in their 

use of support by family, friends, community and 

government agencies, counselling help, and church 

involvement. 

4. To compare target and control parents' 

perception of problems encountered by their families, 

including family and personal stress, isolation, 

financial pressures. 

5. To compare both parents' and teachers' ratings 

of the target and control siblings' behaviour on a 

behaviour· rating scale, and also to examine parents' 

perceptions of their child's behaviour. 

6. To compare target and control children on a 

measure of self-esteem and a measure of altruism. 

7. To compare the two groups of children in their 

perception of family relationships and their 

involvement with their siblings. 

The findings of the study may then be used in 

making recommendations for appropriate support for 

siblings and families in which there is a disabled 

child. 



CHAPTER III 

THE I NVESTI Gil.TI VE STUDY 

3.1 The Target Families 

The original sample population for the study 

consisted of all families of children from a special 

school for physically and multiply-disabled chilctr-en, 

and all families of children from a special school for 

intellectually handicapped children except those with 

a Down's syndrome child. From these families, all the 

families with at least one non-disabled sibling aged 

between 7 and 14 years and a disabled child aged 

between 5 and 16 living at home were approached to be 

interviewed. Of the 32 families approached. 31 were 

willing to be interviewed (98%). Two families were 

unable to continue with the study, one because they 

moved interstate before interviews were completed, and 

the other because the mother became very ill. Thus 29 

families with a school-age disabled child and at least 

one sibling aged from 7-14 formed the basis of the 

study. 

The target siblings chosen were those closest in 

age to the disabled child, as these children are the 

most likely to be at risk <Kew, 1975; Vadasy, Fewell, 
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Meyer and Sche ll, 1984>. As the inc lusion of Down's 

s yndrome c hildren would have made the sample too 

large. and as much research had already examined the 

effects of a Down's syndrome child on famili es (Gath. 

1977, 1978). it was decided to focus only on the 

families of childre n with o t her forms of physical and 

mental disabilities. 

3.2 The Control Famili es 

An attempt was made to match control families as 

closely as possible to the families with a handicapped 

child. Five control schools were used.; three 

government schools in different socio- economic areas, 

and two non - government schools. From these schools, 

each target sibling was matc hed with another child of 

the same age and sex , from a similar socio-economic 

background. and from either a one-parent or two-parent 

family. The children wer e also matched for position in 

family and number of childre n in the family. Of the 

control families approached only one was not 

interested in being included in the study, and another 

child dropped out bec ause the family was going on 

holidays. 
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PROCEDURES 

3.3 Parent Interviews 

Each target family was contacted by letter 

(Appendix A) to ask if they would be willing to be 

interviewed. Following a telephone call to confirm, an 

appointment was made to visit the parents at home. 

Generally this was made at a time when the sibling was 

not at home, to ensure privacy, with the interview 

lasting for 1 to 2 hours. The interview with parents 

consisted of a parent questionnaire. and parents 

rating a list of perceived family problems (Appendix 

B). Parents were also asked to rate their child's 

behaviour on the Child and Adolescent Adjustment 

Profile (Ellsworth. 1981) and on a behavioural measure 

of altruism. Written permission was then obtained to 

visit the sibling at school, and to obtain information 

from the child's teacher. 

Control families were approached in a similar way, 

after matched children were found at the five control 

schools. In most classes there was only one child of 

the right age, sex, number of children in the family, 

socio-economic level and position in family, but in 

cases where there was more than one, the child first 

on the class roll was selected. 
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3.4 The Child and Teacher Interviews 

Twenty - four different schools were visited for the 

target group of siblings: 12 government primary 

schools. five high schools. and seven non - government 

schools. Each school was contacted by letter and 

appointments were made to visit the child and speak to 

her/his teacher. One school refused to allow an 

interview so this child was visited at home. with the 

teacher interview being conducted. over the phone. The 

control schools used included two primary schools. one 

high school and two non-government schools. 

Both target children and control children were 

told that the researcher was looking at what it was 

like for children living in different kinds of 

families, and that she was interested in finding out 

the way they saw and thought about things. All 

children came very willingly and responded well during 

the interview. Interviews with control children 

generally lasted about 30 minutes. However, some 

target children wanted to talk about their situation 

in greater detail, and many interviews lasted up to 1 

hour. 
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Interviews with the teachers of all the children 

were held in the school. usually during their morning 

tea or lunch break. Teachers were asked general 

questions concerning the child, his or her achievement 

in Maths and Language, and also filled out a 

behavioural rating scale. Interviews generally lasted 

about 15 minutes. 

THE INSTRUMENTS 

3.5 The Parent Questionnaire 

A parent questionnaire was designed for both 

target and control families, and formed the basis of a 

structured interview. As well as providing information 

about family variables (e.g. age of family members. 

occupations etc.).the questionnaire investigated the 

type and frequency of outings, both of the whole 

family and of individual family members. Parents were 

asked about their use of professional support services 

such as medical and counselling services. and also the 

amount of support needed or received from family, 

friends and government and community bodies. Questions 

also covered such areas as concern about any behaviour 

of the children and the extent of involvement in 

church or religious activites. 
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Parents with a disabled child also answered 

questions about their use of specific support for 

families of the disabled, as well as general 

background on the disabled child. 

A second section of the questionnaire listed 

statements of problems faced by many families. The 

parents were asked to rate these statements as a very 

difficult problem, somewhat of a problem, a bit of a 

problem, or not a problem for the family. The 

statements were derived from discussions with families 

with a disabled member, and covered such areas as 

Family Isolation. Financial Pressures, Personal 

Isolation and Stress. Family Commitments and General 

Family Stress. Parents were given the option of 

completing this part of the questionnaire in privacy, 

but nobody felt this was nece ssary. 

The Parent Que stionnaire had been piloted with 

three families with a disabled child , and two control 

families, and some changes made, particularly in 

wording and to minimize ambiguities. Two interviews 

with parents were also taped and coded by an 

independent rater to control for interviewer bias. No 

difference was found on these interviews . For the full 

questionnaire see Appendi x B. 
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3.6 The Coopersmith Self- Esteem Inventory_ 

Self - esteem was assessed by the Coopersmith 

Self - Esteem Inventory (Coopersm i th, 1984). This scale 

consists of fifty items contributing to a total 

self - esteem score, and a further eight items 

comprising a lie scale which gives a measure of 

defensiveness and is scored separately. The items in 

the inventory can be further grouped into subscales: 

general self (26 statements), social self - peer, home 

- parents, and school - academic (8 items each). 

The Coopersmith scale has been shown to have good 

construct validity (Kokenes,1978) and to correlate 

significantly with scho-ol achievement and 

self- acceptance (Edgar, Powell, Watkins. Moore and 

Zakharov, 1974). In a factor-analytic study of 7,600 

children in Grades 4-8. Kokenes ( 1973) found that the 

each pair of bi - polar factors were highly congruent 

with the subscales. The Coopersmith Inventory has been 

used with children and adults in a variety of 

settings; (Cooper, Holman a nd Braithwaite, 1983; 

Kimball,1973; Trowbridge, 1972) and has been shown to 

have a high level of internal consistency and 

reliability (.80 - .86),(Spatz and Johnson, 1973). 
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3.7 Measures of Altruism 

Two measures of altruism were selected an 

Intention to Behave Altruistically Scale, and four 

behavioural measures of altruism as observed by 

parents and teachers. 

The Intention to Behave Altruistically Scale 

(IBAS) was devised specifically for this study, to 

provide a measure of altruistic intention rather than 

an attitudinal measure, which has been found to be 

frequently unrelated to behaviour. Peterson (1982) 

suggests that verbal adherence to an attitude of 

altruism predicts little more than future verbal 

behaviours. Many research studies of altruism in 

children have used experimental manipulations (sharing 

candy with a needy child, Ianotti. 1979; donating 

sweets to a friend, or money to charity, Rushton and 

Winer. 1975; responses to noises of distress. Staub, 

1970). A study investigating attitudes in Australian 

children (Phillips, 1979) measured altruism simply by 

asking children to agree or not with the statement "I 

wish I could change myself into someone who helps the 

poor and sick." 

As experimental manipulation was not possible in 

this study, it was decided to base the scale on ideas 

• 



37 

by Staub (1978> and Peterson (1983) using vignettes 

about typical situations in which altruistic behaviour 

could occur. In the construction of the situations and 

scoring of the responses Staub's (1978) definition of 

altruism as ,"a prosocial act performed without 

self-interest" was used as a guide. Peterson's 

inclusion of behaviours such as helping, sharing, 

defending, rescuing and sympathizing (1982) was also 

incorporated in the vignettes. Although research has 

shown strongly that altruism and prosocial behaviour 

is developmentally-based (Rushton and Winer, 1975) and 

typically increases with age (Peterson. 1983; Schwartz 

and Clausen. 1970), it was felt that the use of 

matched-age siblings in this study would act as a 

control for this. 

The four vignettes (an accident in the 

supe rmarke t, a little boy hurting himself on the way 

to school, a magpie attacking a girl on a bike and 

friends teasing a child from another country) were 

illustrated and combined with two problem-solving 

vignettes used as distractors. The scale was piloted 

on 120 primary-school aged children and scored by two 

independent scorers. Each item was scored from o - 3 

depending on the amount of altruistic behaviour shown 

in the response. Inter - scorer reliability was 92%, and 

statistical investigation showed a normal distribution 
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of scores. with a mean total score of 5.9. over the 

four items. (See Appendix D for the complete 

illustrated scale.) 

As a further measure of altruism. and also as a 

validation of the IBAS, four behavioural measures were 

used. Parents and teachers were asked if the children 

showed awareness of the needs and feelings of others, 

shared easily with other children, showed concern if 

others were hurt and upset, and helped other children 

willingly. These statements were again based on the 

elements of altruism in children as presented by Staub 

(1978) and Peterson (1982). 

3.8 The Child and Adolescent Adjustment Profile. 

As a measure of behaviour which could be rated by 

both parent and teacher. the Child and Adolescent 

Adjustment Profile Scale (Ellsworth, 1981) was 

selected. A number of different scales and behavioural 

checklists were considered (e.g.School Behaviour Check 

List, Miller, 1972; Behaviour Rating Profile, Brown 

and Hammill, 1983; Psychiatric Screening Inventory, 

Langner, Gersten and McCarthy, 1976). However, the 

CAAP Scale appeared to be most useful in terms of ease 

of rating and scoring, its applicability to both home 
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and school. and the five adjustment factors included. 

Both parents and teachers were asked to complete 

the CAAP which consists of 20 items. in the 

factor - analyzed areas of Peer Relations. Dependency, 

Hostility, Productivity, and Withdrawal. Although as 

yet there do not appear to be any large studies using 

the CAAP, the Scale was normed on 203 ratings by 

parents and 227 ratings by teachers, and provided 

"acceptable" levels of validity and reliability 

(Ellsworth, 1981). As this present study was examining 

differences between matched children. it was felt that 

ease of rating and easily observed behaviours measured 

were of prime importance. 

3.9 Children's Perception of Family Relationships 

It was decided to ask the children to represent 

relationships within the family pictorially. A measure 

of family cohesion as devised by Cooper. Holman and 

Braithwaite (1983) was adapted for use in this study. 

with different family types being represented by 

diagrams depicting family members as small circles 

within a larger circle of the family. For each child 

at least five circles (depending on the number of 

siblings) were dra wn depicting the peopl e in her or 
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his family in different groupings. Children then chose 

the family drawn which looked most like their own. and 

identified the various members and their positions. If 

a child chose two diagrams as looking like their 

family, they were asked to indicate the one which 

seemed most like their family right now. It was found 

that the children had a very clear conception of their 

own family, and were able to relate easily to this 

pictorial method. (For an example of this scale see 

Appendix E). 

3.10 The Sibling Questionnaire 

A questionnaire was designed to form the basis of 

a structured interview for both the target and the 

control children. This provided information about the 

children's involvement with their siblings, how often 

they did things with them, what sort of interactibn 

they shared, as well as asking their perception of the 

time parents spent with them and their siblings. 

The children were also asked whether they had 

someone they could talk to easily about the way they 

felt. A further section completed by the siblings of 

disabled children covered such questions as their 

knowledge concerning the disability, and their 
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disabled children covered such questio11s as their 

knowledge concerning the disability, and their 

interest in learning more about communicating about 

the disability to their friends. (See Appendix c.) 

3.11 Summary 

The use of parent and sibling questionnaires, 

rating scales, and some standardized tests provided a 

range of data to investigate the many areas stated in 

the aims. Some of these instruments were completed by 

the parents or children, whilst the questionnaires 

were completed by the researcher in the form of a 

structured interview. It was hoped that the use of a 

range of measures would provide some control for 

researcher bias, and may also provide data both on 

perception of what was happening and actual behaviour. 



CHAPTER IV 

RESULTS OF FAMILY INVESTIGATIONS 

4.1 Matching of Families 

Statistical analysis of the matched variables show 

no significant difference between the two groups of 

families in age of either parent. or number of parents 

living with the children (Table 1). There was a 

significant difference (p<.05) in the mean number of 

children living in the family; 3.00 for the families 

with a disabled child, and 2.55 for the control 

families. This difference can largely be accounted for 

by one family with 6 childr,en which. coul.d not be 

matched by controls. With the removal of that family 

from the data and its matched control family with 4 

children. there was no significant difference in 

number of children in the family. The type and 

severity of the disabled children in the target 

families were collated, showing most families had 

severely or profoundly disabled children (Table 2). 

The socio- economic status as indexed by the head of 

household's occupation (Zubrzycki. 1961) showed no 

statistical difference between groups (Table 3). 

Occupation of the mother was also analyse d. and showed 

that 14% of the mothers in target families worked 
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full-time. as did 34% of the control mothers. A 

similar number in each group (38% Target. 31% Control) 

were involved in full-time home duties. and 27% of 

mothers in each group worked part--t ime. Twenty-one per 

cent of the mothers of disabled children did work at 

home such as child-minding and ironing, compared to 7% 

of the control mothers (Table 4). 

4.2 Family outings 

Each family was asked how often they went on family 

outings of various kinds (i.e. including at least one 

parent and the children). There was no significant 

difference between the two groups of families in the 

frequency of visiting relatives' houses, going to 

sporting events (generally this involved watching one 

of the children playing sport), or going to church 

(see Table 5). 

A significant difference (p<.05) was shown in the 

frequency of going on a picnic or barbeque and in 

going shopping. with the families having a disabled 

child going out less often. Going to a friend's house. 

going out to a club or restaurant, visits to the 

theatre or a film were all significantly different at 



the .001 level, as was going away for a weekend. or 

for a longer holiday. More than half the families with 

a disabled child had not been away as a family for 

more than 2 years. Comments such as "it's just too 

ct i ff i cu 1 t. too degrading". "By the ti me you pack up 

all the things you need for him, it's just not worth 

going out" "You're joking!"(about going on holiday) 

"My friends just can't cope with us bringing him" were 

common responses to this section. 

4.3 Parents' outings 

Parents were also asked how often they went out 

either together or alone. There was a significant 

difference (p<~02) between the groups, with the 

parents of disabled children going out less, and 27% 

saying that they rarely or never go out, compared with 

6.8% of the control parents, It is interesting that 

more parents from control families regularly went out 

separately as well as together (31% of control parents 

as compared to 7% of the target parents). (See Table 

6). 

I 
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4.4 Children's Outings 

Parents in both groups of families were also asked 

how often their children went to play at other 

children's houses, and how often they had friends to 

play at home (Table 7). There was no significant 

difference in the number of times the children went to 

their friends' houses, although 24% of the siblings 

with a disabled brother or sister visited friends once 

a month or less. whilst all the control children 

visited friends at least twice a month. The siblings 

of disabled children were significantly (<.05 level) 

less likely to ask their friends over to their own 

house. 51% had friends over at least once a week in 

comparison to 83% of the control children~ 

When the siblings in the family were asked what 

sort of activities they were involved in outside the 

home, both groups had similar interests in playing 

sports and organised activities (Guides, Scouts etc). 

Examination of the raw data showed that the siblings 

from the target families spent less time than the 

others going on outings with friends. and were more 

likely to go to stay at a relative's home. 
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4.5 Perceived Problems 

Parents were asked to rate a list of common 

family problems as very difficult. somewhat difficult. 

a bit of a problem. or not a problem to the family. 

These statements were then compared, and a very strong 

difference between the families emerged (Table 8). 

There were significant differences between the groups 

shown in all areas ( ranging from p c .05 to pc.001 

level). The only statement where there was no 

significant difference found was "Expenses are very 

high". Particularly in the areas of Family Isolation. 

Personal Isolation and stress. and Family Commitments, 

the parents of disabled children rated problems far 

more oft~n as somewhat or very difficult. Particular 

problems rated most difficult by the target families 

include "Our family misses out on outings" (48% found 

this somewhat or very difficult, compared to 3.4% of 

the controls; "I feel tired and under stress< 58.6% 

compared to 10.3% of the control families); "The 

children take up much of my time" (69% compared to 

6.9%) and "There is tension in our family" (58.6% 

targets, 6.9% controls). In the area of Financial 

Pressures, 48% of these parents saw substantial 

difficulty, compared to 17% - 27% of the controls. 
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4.6 use of support systems 

Each parent was asked about the support they 

asked for and received from friends, relatives, 

community organizations and government agencies.(see 

Table 9) Both groups of families used practical and 

emotional help from their extended families at least 

occasionally. Similarly there was no statistical 

difference in the use of support from friends, 

although there were a number of parents from the 

target group who said they would never ask their 

friends for help. "They've shown they can't cope with 

her, and don't want us around.";"! asked a friend once 

to babysit. She wouldn't; I'll never ask again" 

Use of community support and help from the 

government was far greater among the families with a 

disabled child. A z~tailed t-test with pooled 

variances showed a significant difference at the .001 

level. In general the target families saw government 

support as financial - PAD scheme, Handicapped Child's 

Allowance, short-term care in hostel accommodation 

etc. The major use of community agencies was in 

recreational and short-term care, and also Toy Library 

facilities. 
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4.7 Professional Support 

All the families with a disabled child had had some 

contact with medical and paramedical services. Most 

had ongoing contact with a range of professionals. 

There was a statistically significant difference (p< 

.001) in the number of times that the parents had seen 

a counsellor, social worker or psychologist; 48% had 

regular contact of at least a month or more. There was 

also a significantly (p< .001> higher use of 

counselling services by the non-handicapped sibling 

than by children in the control families, with 45% 

having seen a counsellor more than once (see Table 

10). Only a small number of families in both the 

target and control group had been involved in whole 

family therapy, but there was a significantly higher 

(p< .05) involvement by the families with a disabled 

child. 

4.8 Church and Religious Involvement 

Each family was asked whether they attended church 

regularly, and also asked how important they felt 

religion was in their life. There was no significant 

difference in either the amount of church attendance 

or the importance of religion be tween the two groups. 
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4.9 Summary of Family Findings 

Matching of families showed no significant 

difference in demographic variables except in size of 

family. A breakdown of the mothers' occupations showed 

many more mothers from the target families did work at 

home, and more mothers from the control group worked 

full time. There were significant differences in the 

frequency of many family outings, particularly going 

to friends' houses, clubs, restaurants, theatres, and 

away for holidays. Parents went out by themselves 

significantly less often in the target families, and 

the siblings were less likely to have friends to visit 

at their house. There was no significant difference in 

the use of support of friends and relatives. nor in 

religious involvement of the two groups. Use of 

community and government support, involvement with 

professionals, and use of counselling services for the 

parents, disabled child and siblings were all 

significantly higher for the target group of families. 

When asked to rate a list of problems, the 

parents of the disabled children rated all except one 

of the problems significantly more often as somewhat 

or very difficult. Particularly significant 
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differences were found in the areas of Family 

Isolation. Personal Isolation and stress and Family 

commitments. 



CHAPTER V 

RESULTS OF SIBLING INVESTIGATIONS 

5.1 Matching of Siblings 

The siblings of disabled children and control 

siblings were matched on a number of variab-les: age, 

sex. school attended, and position in the family. 

Comparison of the groups showed no statistical 

difference in any of the variables (Table 11). The 

mean age of the children was 10, with a range from 7 

to 14. Both groups consisted of 19 boys and 10 girls, 

and position in the family was 1.75 for the target 

family, and 1.65 for the control family. Twenty_-two of 

the target children attended a government school, and 

7 a private school. whilst 23 of the control childre n 

were at government. and 6 at private schools. 

5.2 Academic achievement 

Teachers were asked to rate the children on a 1-5 

point scale of performance in Maths and Language, with 

5 being excellent performance, and 1 poor. There was 

no significant difference in either Language (Means: 

3.1 Target group, 3 .2 Control group> or Maths, with 

the mean being 3.3 for the target children, and 3.2 
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for the control children. However, the range in the 

target group was greater with teachers rating children 

between 1 and 5, whilst control group children were 

rated from 2 to 4. (Table 12). 

5.3 Coopersmith Self-Esteem Inventory 

The results of the Coopersmith Self-Esteem 

Inventory (Coopersmith, 1984) showed a mean of 62.B 

for the siblings of disabled children and a mean of 

71.0 for the control siblings. A 2-tailect T-test, 

using pooled variance estimate found this to be 

significant at the .03 level. In the Social/Peers 

Self-Esteem subscale the mean for the target group was 

10 . 5 and for the control group, 12.6 (significant at 

p<.01), and in the General Self~Esteem subscale means 

were 31.3 (target) and 36.4 (control). with a 

significance level of .02. There were no significant 

differences in the Home/Parents and School/Academic 

subscales (Table 13). In all subscales except 

School/Academic the siblings of disabled children had 

a wider range of scores. with a subsequent higher 

standard deviation. 
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5.4 Altruism Scales 

Results on the Intention to Behave Altruistically 

scale, and behavioural indices as reported by parents 

and teachers were examined separately. They were also 

correlated to determine whether a child intending to 

behave altruistically was likely to be seen to behave 

in that way and also whether parents and teachers 

observed the children to behave in the same way. 

The Intention to Behave Altruistically Scale 

scored the children's responses to a number of 

pictured vignettes. It was found that there was no 

significant difference between the answers given by 

the target and control children about intended 

behaviour in the given situations (see Table 14). 

Behavioural measures of altruism as rated by both 

teachers and parents also showed no significant 

difference between the two groups of children. 

In order to est ablish some validity for the 

Intention to Behave Altruistically Scale, 

corrrelations were performed between scores on the 

I .B.A.S. and behavioural measures of altruism. A 

Pearson proctuct~moment correlation showed a 

significant correlation of .28 (p <.025> between 

teacher ratings of state me nt 4 ("shows awareness of 

feelings and needs of others") and children's scores 
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on the Scale. Correlation between parent ratings of 

the same statement and the children's scores on the 

I.B.A.S. was .302 (p< .01>. 

5.5 Parent's Perception of Child's Behaviour. 

Parents of both target and control children were 

asked if they were concerned about any behaviour of 

their child. Ten percent of the target siblings and 

80% of the control siblings were seen by their parents 

as not having any real behavioural difficulties 

(significance: p(.001). seventeen percent of the 

siblings of disabled chidren were perceived by their 

parents as having emotional problems (tense. easily 

upset or with psychosomatic complaints) as compared to 

7% of the control siblings. Children who were seen as 

very demanding or attention-seeking included 17% of 

the target children and 3% of the control siblings. 

Other behaviours of conce rn to the parents included: 

children who were withdrawn, very shy or who wouldn't 

talk to people (10% of the target children, 3% of the 

controls), children who were having problems at school 

or with academic work (14% of the target children, 

none of the control children). children who appeared 

to be having difficulties with friends or social 

behaviour (17% of the target siblings, none of the 
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controls), those who were rebellious or with major 

discipline problems ( none of the siblings of disabled 

children, 3% of the control siblings>. and those 

children with a number of behavioural difficulties 

(14% of the target children. none of the control 

children). (See Table 15). 

5.6 Results of CAAP Scale 

The siblings of disabled children and the control 

siblings were rated by parents and teachers on the 

Child and Adolescent Adjustment Profile (Ellsworth, 

1981), which gave scores on 5 areas of adjustment. 

Results. using a 2-tailed t-test with pooled variance, 

show that in parent ratings there was a significant 

difference between the groups on the Peer Relations (p 

< .01), Dependency (p <.001), Hostility (p <.001), and 

Withdrawal (p <.02) dimensions, with the target 

children rating 'less well adjusted' each time. 

Teacher ratings showed a significant difference in the 

Peer Relations dimension, significant at the .02 

level. All other subscales were not significant. 

(Table 16) 

In order to ascertain whether the children's 

behaviour was similar, or perceived to be similar, at 
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home and school. Pearson r correlations were 

performed. Correlations between Parent and Teacher 

scores for the target children were not significant in 

any of the dimensions. The scores for the control 

group of children showed a significant correlation 

between teachers and parents in the Peer Relations and 

Productivity dimensions.(Table 17). 

5.7 Siblings' Perception of the Family 

The Family Cohesion Index (Cooper, Holman and 

Braithwaite, 1983), was used to gain a pictorial 

measure of the children's perception of family 

relationships. Results. showed 3.4% of both target and 

control children saw their family as one where there 

was parent coalition (Figure 2). Twenty point seven% 

of the target children and 24.1% of the controls 

perceived their family as divided, with the children 

divided between each parent. Cohesive families were 

depicted by 24.1% of the target siblings as compared 

to 48.3% of the control children. One parent separate 

from the rest of the family, and in one case a single 

parent separate from the children was shown in 10.3% 

of the siblings of disabled children and 13.7% of the 

control siblings. Forty-one percent of the target 

children perceived themselves as isolated within their 
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family, compared to 3.4% of the control children. A 

further 6.9% of control children showed another child 

within the family as being isolated. 

5.8 Involvement with Siblings 

Both the target and control children were asked 

how much time they spent playing games, making things 

etc. with their siblings. There was no significant 

difference between target and control children in time 

spent playing with siblings. The range of amount of 

time spent was greater for the siblings of disabled 

children (Table 18). Of the children with a disabled 

sibling, 41% said they spent a lot of time with , their 

disabled brother or sister, 37.9% said they spent some 

time, 13.8% spent a little time, and 6.9% said they 

spent no time with their sibling. When the target 

children were asked how much time they spent doing 

things with other, non-disabled brothers or sisters, 

38.9% spent a lot of time, 44.6% spent some or a 

little time, and 16.7~ never spent time with these 

siblings. The activities the children shared ranged 

from listening to music together and reading stories, 

to ball games. riding bikes. going for walks and craft 

activities. 
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The control children shared many of the same kinds 

of play with their siblings. Although less spent 

"lots'' of time with their brothers and sisters (22%). 

none said that they spent no time with their siblings. 

5.9 Perception of Parent Time 

Each child was asked if they felt their parents 

spent too much time with their siblings. and whether 

they felt their mother and/or father spent enough time 

with them. Results showed a statistically significant 

difference between the groups (p<.001) between groups 

in the perception of time spent with siblings, and a 

significant difference at the p < .01 level in the 

perception of parent time with themselves. 

Of the children with disabled siblings. 72.4% 

thought that their parents spent too much time with 

the disabled child, 6.9% were not sure and 20.7% did 

not think so (Table 19). Of those with other 

non-disabled siblings, 5.6% felt they received too 

much attention, 11.1 % were not sure, and 83.3% did not 

think so. 

The control children were also asked if they felt 

their parents spent too much time with their siblings. 
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3.4% felt that they did, 24 . 1% were not sure, and 

72.4% did not think that they did. 

When the target chi l dren were asked if they 

thought their mother and/or father spent enough time 

with them, 62.1% replied that they did, 3.4% were not 

sure, and 34.5% thought their parents did not spent 

enough time with them. Of the control children, 69% 

thought their parents spent enough time, 13.8% were 

not sure. and 17.2% said no. 

5.10 Who Can They Talk To? 

Both groups of children were asked if they had 

someone they could talk to easily about the way they 

felt (Table 20) . The siblings of disabled children had 

significantly (p<.005) less support. with more than 

half (55.2%) saying they did not have anyone they 

could talk to; 13.8% said they could talk to their 

mother, and a similar number suggested their friends. 

The remaining children spoke to their parents, or 

siblings, or a number of people. Many of the target 

children suggested that they did not want to bother 

their parents with their problems: "They already have 

so many other probl e ms with J. I can't worry them 

more.'' "My mum is always so tired, I don't want to 
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make her sick again.". 

Control children when asked the same question had 

a larger range of people they felt they could talk to, 

including mother (17.2%), father (10.3%), sibling 

(10.3%), relative (3.4%), counsellor (3.4%) and 

friends (24.1%). More than one person was suggested by 

17.2% of the control group_, and- 13.8% said they did 

not have anyone they could talk to easily. 

5.11 Further Investigations of Families and Siblings. 

Despite small group sizes, it was felt 

appropriate to do a few further statistical 

investigations with the data of the target families 

and siblings, looking at combinations of variables. 

A pooled variance 2-tailed t - test was performed 

on the Coopersmith self- esteem scores between target 

siblings who perceived themselves as isolated in the 

family (41%) and those who perceived their family in 

other ways. Results showed a significantly (.01) lower 

score for those children who rated themselves as 

isolated (Mean 53.8 for Isolated child, Mean 69.8 for 

child perceiving the family as cohesive or divided 

coalition). (Table 21). 
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The target families who perceived that they had good 

support from family and/or friends were compared with 

those families receiving little perceived support to 

establish whether this made any obvious difference to 

the perception of family problems. Of the 45% of the 

target families who felt that they received little 

support from friends or family, or who refused to ask 

for that support, 17% perceived a moderate number of 

family problems. and the remaining 28% perceived 

themselves as having many difficult problems. The 

target families who felt they had good support 

networks perceived moderate problems in 20% of the 

target group and no major problems in 35% of the 

families (Table 22). 

5.12 summary of Sibling Investigations. 

There was no significant difference in the 

matching of the target and control siblings in 

demographic variables or academic achievement. The 

siblings of disabled children scored significantly 

lower on the Coopersmith Self-Esteem Inventory. and in 

the Social/Peers and General Self-Esteem subscales. 

There was no difference between the two groups in 

either self-rated Intention to Behave Altruisttcally, 

or teacher or parent behavioural measures of altruism. 



62 

Parents perceived the target siblings as having 

significantly more emotional and behavioural problems. 

and also rated them significantly less well adjusted 

in the CAAP subscales of Peer Relations. Dependency. 

Hostility and Withdrawal. Teachers rated the target 

children as having more problems only in the Peer 

Relations subscale. The siblings of disabled children 

depicted themselves as isolated within the family more 

than ten times as often as the control children, and 

those isolated children scored significantly lower on 

the Coopersmith Inventory than did the other target 

children. Twice as many control children as target 

children saw their family as a cohesive one. The 

target children perceived their parents as spending 

less time with them than they would like, and too much 

time with the disabled child. They also were 

significantly less likely to have support people to 

talk to. 



CHAPTER VI 

RESULTS OF THE INVESTIGATIONS - FOUR CASE STUDIES 

6.1 Introduction 

Statistical breakdown of the results of the 

investigations can give a general picture of the areas 

of difficulty for siblings of disabled children. and 

comparisons with the control siblings and their 

families. However, these quantitative results do not 

illustrate in depth the strong finding that some 

target siblings are functioning well, with no apparent 

difficulties at school or at home, whilst others show 

a low self - concept and a perception of being isolated 

within their family. statistically the standard 

deviation is larger in the target group in nearly all 

investigations and measures such as the Coopersmith 

Self - Esteem Inventory show a bi-modal distribution for 

the target but not the control children. 

To examine further the differences between these 

two groups of children and their families. six 

children with low self-esteem (scoring below 50 on the 

Coopersmith Self-Esteem Inventory). and with a 

perception of being isolated in their family were 

se 1 ected . Two composite case studies wercJ constructed 

from the childrens·. parents· and teachers' 
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interviews. so preventing any breach of 

confidentiality. A similar procedure was adopted for 6 

children scoring over 75 on the Coopersn1ith Inventory, 

and depicting their family as cohesive. or with 

divided coalitions. The following four case studies 

thus depict a general descriptive summary of these two 

groups of siblings of disabled children. 

6.2 Children Who Cope - John 

John is 11. the younger sibling of a severely 

physically and mildly mentally disabled boy: There are 

two younger girls in the family. His father works in a 

semi - skilled job. and mother remains at home. taking 

in ironing to help with the family finances. The 

family go out regularly together to friends houses and 

to watch the football. John's mother is not concerned 

about his behaviour ("They're Just ordinary. normal 

kids -he's a bit aggressive occasionally, but that's 

his age."). She sends the disabled child to stay with 

his grandmother one day a week to that she can spend 

some time with John and his sisters. The family has a 

strong network of friends, most of whom are also 

parents of disabled children. John works well at 

school and his teacher particularly commends his 

responsible attitude. and his 'industrious· habits. At 
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school his behaviour is good, although at home his 

mother suggests he can ask unnecessary questions, and 

ask for help a lot. 

The major problems perceived at home are lack of 

time. because of the needs of the disabled child. some 

family fighting, and problems with finances. When ,John 

was asked about his disabled brother, he said "I get 

pleasure out of what David gets pleasure from; I enjoy 

playing with him. When people stare, I feel angry and 

sad that they don't know what he's really like as a 

brother. When one of the kids at school says 'I hate 

my brother', I Just wish they knew how lucky they 

are." John is confident, enjoys his family life and 

sees his family as a cohesive one. "In some ways 

David's handicap makes me feel pretty special." 

6.3 Children Who Cope - Martin 

Martin is 12, and the older brother of an 8-year 

old multiply~ctisabled and totally dependent sister. 

Martin prefers to keep his life at home and at school 

very separate: "Because I go to a private school, most 

of my friends don't know about Cindy. I don't Often 

talk to them about home or things that happen there". 

He often goes out with friends , but rarely has them to 

visit a t home. Martin's father is self - employed, and 
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the family would be on a moderately high 

socio-economic level. Major problems for the family as 

seen by Martin's mother centre around missing out on 

family outings (generally Cindy is left with a friend, 

or in a short-term hostel when the family go 

anywhere), and lack of support from family and 

friends. Both parents go out regularly together, and 

the family has recently had a holiday down the coast. 

Martin is involved in competition squash, and spends a 

great deal of after-school time and weekends 

practising and playing in competitions. He does not 

play much with Cindy, although he enjoys reading her 

stories at night. 

At school Martin is working well, particularly in 

science and maths. His teacher comments that he can be 

attention- seeking: this is also a difficulty at home. 

When asked how he perceived his family he indicated a 

mixed coalition family "Mum's always got to be with 

Cindy, bathing her and feeding her and everything. My 

Dad and I are close. and he comes to squash with me." 

6.4 Children Under Stress - Samantha. 

Samantha is 12, the middle child of three girls. 

Her older sister. Jenny, is severely physically 

disabled, and has behavioural difficulties. Their 
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family is in the middle socio economic level. with 

their father working as a public servant. and mother 

doing part time work as a clerk. Samantha sees herself 

as isolated within the family; "sometimes I feel very 

lonely, the only person I can talk to is sandy. my 

cat. My parents spend all the time with Jenny, I Just 

keep out of the way.'' Her parents are very concerned 

about Samantha: ''She seems unhappy all the time, sh~ 

gets migraines. has no friends. stays in her room a 

lot." She rarely has any interaction with friends at 

home, although she has two good friends at school. The 

parents see themselves as having many problems, 

particularly in the areas of isolation and family 

stress. They go regularly to church, but feel that the 

congregation can't really cope with Jenny's difficult 

behaviour. As there are no relatives in Canberra, they 

do not have family support. and Samantha's mothe~ 

rarely asks friends for support. "I'm scared of being 

refused; anyway it"s better to cope on my own." 

Samantha scores very low on the Coopersmith 

Inventory (38). and is seen by both her mother and her 

teacher to be quite withdrawn; she also has a low 

score on the Peer Relations subscale of the CAAP. At 

school her work is above average, but her teacher 

feels she is not working to capacity. "She withdraws 

into her own world whene ve r things g e t difficult." 
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Both Samantha and her mother saw the major problem in 

the family as ~Jenny. "If she went away for a while I 

could get myself together; it's just too hard. But I 

don't want people to know that I'm not coping, so we 

struggle on," says her mother. "I just wish Jenny was 

not here sometimes. Sometimes I daydream. thinking she 

is living with someone else." (Samantha). 

6.5 Children Under Stress - Luke. 

Luke. aged 9 has a younger. severely multiply 

disabled sister, Eva. His mother is divorced. and 

works as a shop assistant. The family go out 

occasionally to friend's houses and for picnics, but 

have not had a holiday for two years. Luke and Eva go 

to see their father about once a month, but rarely for 

more than half a day. When asked about going out, 

Luke's mother said - "It gets harder as she becomes 

older; I don't like being stared at." At school Luke 

is seen as extremely attention-seeking, and scores 

very high on the Hostility and Dependency subscales. 

His self-esteem is low, and he sees himself as totally 

isolated within the family - "I feel lonely, no-one 

cares about me." He is aware of his difficult 

behaviour in school, saying ''I want to be perfect and 

I'm not. Everyone else is perfect but not me. I'm 
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always in trouble." At home his bet1aviour is also 

attention- seeking. but mother does not percelve any 

sign of hostility or aggressive behaviour. However he 

has few friends, and rarely goes out, and his mother 

is concerned about the way he always 'hangs around' 

her, and his tense, nervous behaviour. 

Luke's mother perceives many problems for the 

family, with financial pressures, family isolation. 

personal isolation and stress being particular 

problems. She has very little support from her family, 

and does not ask friends for help in any way. "What's 

the point in asking them for anything? I'd have to do 

something for them in return. Anyway I feel so 

vulnerable about asking for help. I couldn't cope with 

the rejection if they said no." Luke very rarely plays 

with Eva. except to help his mother feed her. He says 

his mother has to spend all the time with her. and 

concludes "There's really no best thing in my family. 

Everything's worst." 

6.6 summary of Findings of Case Studies 

In examining these twelve children and their 

families, there appeared to be no ob~ious difference 

in the variables of age, position in family, position 
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in relation to the disabled child. or type op extent 

of disability. The children who coped came from all 

socio ~economic levels as did the ones under stress; in 

each group there were one - parent families. Some of 

each group were doing well in school. and both groups 

appeared to have similar involvement with church, 

sport etc. A major difference shown in the results of 

interviews with the children. their parents, and their 

tea chers was the lack of suppor't received from 

families. friends. and often reluctance to ask for 

help in the families where the children were showing 

low self-esteem and perceptions of isolation. Parents 

of the children who coped perceived less problems in 

all areas. and gave a general feeling of more 

acceptance of their life as it was. In all cases 

examined, the parents of children who scored low on 

the Coopersmith SEI also appeared stressed and very 

concerned about their child's behaviour. 



CHAPTER VII 

DISCUSSION 

7.1 Introduction 

Results of data from both families and siblings of 

disabled children show a pattern of social isolation 

as compared to the control families. There was also a 

strong finding of perception of isolation for both 

families and siblings. The wide range of results from 

the target families as compared to the control 

families illustrates that some siblings and their 

families are coping well, others are having major 

difficulties. Although this study originally was 

focused mainly on siblings of the disabled, the 

interrelationship found between siblings and their 

families has broadened the focus to include the 

siblings within their ecological framework of the 

family. 

7.2 Discussion of Findings of Family Investigation. 

The general findings of the family investigation 

showed that families with a disabled child were less 

likely to participate in many family outings than 

control families, and the parents we re also less 
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likely to be involved in activities outside the home. 

It is interesting that mothers were also more likely 

to work at home than the mothers without a disabled 

child. These findings agree with other researchers who 

found a pattern of social isolation in families with a 

disabled child (Darling, 1970; Korn. Chess and 

Fernandez,1978). It is likely that both the physical 

and practical difficulties of going out with a 

disabled child, and also a change in perception about 

ability to cope, may contribute to this isolation. 

Many of the target families had severely physically 

and multiply - disabled children, which would compound 

the practical difficulties of outings, or leaving the 

child with babysitters. 

Some of the families seemed to cope with the 

stress inherent in this situation, others seem not 

only to have found having a disabled child hard, but 

also to have found all other potential problems much 

harder than did the control families. Financial 

pressures , perception of behaviour al problems of all 

the children, family fighting etc. all were seen as 

very difficult problems. Love (1973) suggests that 

chronic stress may cause family members to question 

their personal adequacy. Thus all problems. not just 

those directly concerned with the disabled child, may 

seem more difficult to cope with. Findings of this 
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study appear to support this view. 

The pattern of feelings of isolation was a 

pervasive one. The families in the study had no more, 

and in some cases, less. support from family and 

friends than did the control families. However. recent 

studies report that families with strong support 

networks are less likely to experience dysfunctional 

stress (Nevin and Mccubbin, 1979; Gallagher, Cross and 

Scharfman, 1981). The comments from parents about 

support from both family and friends were strongly 

indicative of the need for the development of such 

networks for the families of disabled children. 

("Pride stops you from always asking friends and 

family for help. It's easier to ask for community 

help, after all that's their job."; "For a while I 

felt I had to do it all myself. If only I had realised 

earlier how much help there was, and how much better 

it is with other support."). It is important when 

considering the use of support networks to realise 

that obtaining and locating access to support is 

energy~draining, and may in itself become a source of 

stress (Bubolz and Whiren, 1984). 

The use of government and community support was 

far greater than that of the controls, showing that 

families with a disabled child in Canberra were aware 



of, and generally able to use, the financial and 

short-term care facilities available to them. Once 

again, however, there were a small group of parents 

who refused to accept any help. ("I'm pig-headed and 

independent •. I'd rather manage till I drop.">. There 

was no difference between target and control families 

in the number who attended church. or who felt 

religion was important in their lives. Although 

religion has been shown to be a useful support in some 

studies, particularly in the United States (Turnbull, 

Summers and Brotherson, 1983), this does not seem to 

be the case in this study. With some parents there was 

quite a strong feeling against the church for not 

understanding the needs of the family. c~r would like 

to go to church, but no-one takes the slightest notice 

of us, and they can't cope with Ian's distractible 

behaviour.") 

The finding of a greater use of counselling 

services by parents and also siblings of disabled 

children agrees with reports from other researchers 

(Trevino, 1979). The fact that these families were 

having regular contact with a number of professionals 

may have helped them become aware of how to access 

help for themselves and for their family. Thus, the 

pre - existing involvement with professional services 

may be the reason for the much greater level of use of 



75 

counselling services as compared to the control group 

(Roe, 1985). It would be useful to further investigate 

whether this is so, or whether as suggested by San 

Martino and Newman (1974) they are a 'population at 

risk'. 

Families of disabled children also showed a 

perception of isolation in responses to the 'problem 

page', with families rating Family Isolation, Personal 

Isolation and Stress, and Family commitments as much 

more difficult for them than for control families. 

There was again a wide range of responses from the 

target families, with some showing little difference 

from the control families, and others finding 

everything a very difficult problem. It is possible 

that some families hold a concentric viewpoint of 

their family (Kew, 1975), with support only being 

given to the disabled child. In this situation the 

other members of the family may feel isolated, with 

little intra-familial communication or support. The 

finding that families with less support outside the 

family perceive themselves as having more problems 

emphasizes the need for both intra-family and 

extra-family support for these families under stress. 
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7.3 Discussion of Findings of Sibling Investigation. 

The siblings of disabled children participating 

in the study had a significantly lower self esteem 

score than the control children. This agrees with the 

findings of Harvey and Greenway (1984). A difficulty 

of a self-esteem measure such as the Coopersmith 

Self - esteem Inventory is that no self- report scale can 

measure 'observable' self - esteem. Rather the 

individual's subjective perception is measured. If the 

child's perception of how she or he is coping in a 

number of areas is what is measured by a scale such as 

the C.S.E.I., this would also be affected by the 

child's perception about the family, and difficulties 

within it. It is not surprising therefore that 

childre n who perceive themselves as isolated within 

their family score significantly lower on self-esteem 

than children who perceive their family as cohesive or 

with mixed coalitions. 

one of the most significant findings of the study 

is the large number of children (41%) who perceived 

themselves as isolated within the family; more than 

ten times the number of children in the control group 

(3.9%) perceiving their family in this way. Cooper, 

Holman and Braithwaite (1983), from whom the Family 

Perception Scale was adapted, found in their study 
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only 2% of the 467 Canberra school children perceived 

themselves as isolated. There is a need for further 

investigation of the results found in the current 

study. It would be useful to examine whether the 

results can be replicated, and if so to investigate 

whether the siblings are actually isolated within 

their family, or whether they are feeling isolated 

within a family with normal interactions. There was no 

difference between the amount of time spent playing 

with siblings, for example, yet it is very difficult 

to ascertain whether the time spent was qualitatively 

the same. Similarly, the children with disabled 

siblings perceived that they had fewer people to talk 

to about the way they feel, but whether that is 

actually the case was not measured in this study. 

Further r e search may develop ways to alleviate this 

isolation, whether it is actual or perceived. 

In investigating the be haviour of the siblings 

there were significant differences found in parent 

ratings of the CCAP scale between target and control 

children but the only significant difference with the 

teacher ratings was on the Peer Relations subscale. 

Many more parents of target siblings also indicated 

that they were concerned about the behaviour of their 

child. The finding that parent and teacher ratings 

correlated in a number of subscales for the control 



78 

children. but only in the Productivity subscale for 

the target children leaves a number of questions. 

Whether parent perception of child behaviour is 

distorted by the presence of a disabled child, or 

whether siblings of disabled children behave less 

consistently at school and home are questions that 

could be addressed. The low scoring on the Peer 

Relations sub-scale both at home and school gives 

further demonstration of the general finding of 

isolation. 

Despite many descriptions of the altruistic 

behaviour of the siblings of disabled children 

(Crocker. 1981; Seligman.1983), this study found no 

significant difference in either Intention to Behave 

Altruistically or in observed behaviour by parents or 

teachers. This study did not investigate altruistic or 

compassionate behaviour towards other disabled people. 

It may be that other researchers found more tolerant 

and caring behaviour only in this narrow vi e w of 

altruism. 

7.4 Perception and stress 

Recent research into family stress has shown that 

the de f inition that a family makes of a c risis will 
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influence that family's vulnerability to stress 

<Mccubbin and Patterson. 1982). Jt has also been shown 

that families in which there are other major problems 

(financial. social, behaviour difficulties with 

sibling, etc.), experience a 'pile-up' of stresses 

producing severe intra-family tensions. The importance 

of the family's perception of how bad the disability 

is, how it will affect the family, and ability to feel 

mastery over the problem (Mccubbin, Nevin, Cauble, 

Larsen. Comeau and Patterson, 1982) appears to be a 

major variable in the acceptance by the family of a 

disabled child. This sense of mastery appears to have 

an impact on the whole family. The siblings in this 

study whose families reported that they were coping, 

showed by behaviour and self-report that they 

themselves were also coping. The general findings 

showed some children with few behavioural difficulties 

and moderate to high self-esteem coming from a home 

seen as cohesive, without any major problems perceived 

by the parents. and good support networks. Other 

siblings had low self-esteem, were seen as having 

behaviour problems by their parents, and sometimes 

teachers. and perceived themselves as isolated within 

their families. Their parents felt overwhelmed by 

problems. and had moderate to poor support networks. 

The results of this study support many other 
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research findings that siblings reflect parental 

reactions (Grossman. 1972; Seligman. 19B3). Gath 

(1974) stated that children in her study appeared more 

disturbed if they came from a family which was having 

problems accepting the disabled child. However. it may 

be more useful in further investigations to examine 

family interactions with the disabled child, 

communication within the family and similar dynamic 

variables. rather than attempt to measure '1cceptance' 

of a disabled child. 

7.5 Limitations of the Study 

A major limitation of this study is the broad base 

from which it arose. So many variables were considered 

and measured. that the range of findings became 

overwhelming. On the other hand, only by examining 

this whole range of variables could particular areas 

of difficulty be discovered. This study must thus be 

considered an investigative study which has only 

started to uncover some of the individual and 

ecological factors involved in siblings coping with 

the presence of a disabled brother or sister. 

The relatively small number of children and 

families interviewed, although providing a wealth of 
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descriptive data, was too small a sample to allow much 

statistical investigation of within/group combinations 

of variables. It would have been most useful, for 

example, to examine how families with less support 

perceive their children's behaviour, or whether 

differences in perception of children's behaviour 

between parents and teachers occurs in families with 

many stresses. or with children who perceive 

themselves as isolated. Analysis of this kind may give 

further answers to why some children and families have 

difficulties coping. 

The use of special schools to provide the original 

sample meant that only children whose siblings were in 

a school for disabled children were included. so 

ignoring the positive or negative effects of 

integration. Also. all families had their disabled 

children living for the most part at home, which gave 

no data on children whose disabled sibling lived in 

some form of institutional care. 

Any study of this kind must depend on the 

instruments it uses. The fact that the questionnaires 

were devised specifically for this research, as was 

the Intention to Behave Altruistically Scale, means 

that no real measure of validity or reliability was 

possible for these. The CAAP Scale. which is less 
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known than other behavioural scales and has only 

limited normative data, may not have been the most 

appropriate measure of children's behaviour. Howe~·er, 

as all measures were examining the target group in 

comparisoh to the control group, other factors such as 

ease of administration, and range of questions were 

seen as equally significant. 

one aspect of the study which may have confounded 

data. was the fact that the researcher was herself the 

parent of two disabled children, although not with a 

non - disabled sibling. A number of devices were used to 

control for researcher bias. including coding of taped 

interviews by an independent rater. The use of 

structured questionn~ires, asking parents to complete 

the 'problem page' by themselves, and a combination of 

standardized and questionnaire data for the siblings 

was also instigated to control for this situation. 

Many parents actually dicussed the fact that the 

researcher 'knew what it was like', so making it 

easier to talk, or observed that they were willing to 

talk so openly only because of the researcher's 

involvement with disabled children. ("I've been 

interviewed, assessed, discussed and analysed to 

death. I'm determined never to talk to another person 

unless they understand where I'm coming from".) 



CHAPTER VIII 

CONCLUSIONS AND IMPLICATIONS 

8.1 Support for the Family 

This study has shown that many of the families 

with a disabled child are isolated within the 

community, and often have perceptions of personal 

isolation within the family. These families need help 

in building both internal and external support 

networks. The general pattern that has emerged 

suggests that if parents perceive themselves as coping 

with the stress of a disabled child. then the siblings 

are also likely to cope. Working with the whole f3mily 

rather than with individuals may thus be more 

beneficial as well as more efficient. Developing 

internal communication skills between family members, 

helping families to express feelings. and providing a 

forum for families to discuss problems may all 

contribute to lessening intra- family isolation. 

If the family perceives the disabled child as the 

central pivot of the family, as in Kew's concentric 

approach (Kew, 1975) it may be appropriate to work 

with the family in reframing their perception of the 

family. This reframing could help them to look at the 

problem positively and achieve mastery over it . 
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Professionals and others working with disabled 

children should also be aware of the difficulties 

associated with focusing all attention on the special 

needs of the child. and making the disabled child the 

central point of the family. 

Those families who do not have strong support 

networks outside the family, and who have little 

extra - family involvement are also at risk. Turnbull. 

Summers and Brotherson (1983) suggest that barriers to 

the utilization of support systems must first be 

identified. Then ways to remove those barriers can be 

examined with the family. The support of other 

families with disabled members may be a very powerful 

influence in lessening feelings of isolation. 

8.2 Support for the Sibling 

To lessen the isol a tion so clearly found in this 

study. it is suggested that siblings of disabled 

children need some form of structured experience to 

provide information. an opportunity to work through 

the emotional reactions to having a disabl e d sibling, 

and to learn effective coping strategies. 

A major need for the siblings of disabled children 

is for information about t h e ir disabled brother or 
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sister. and ways to disseminate this information to 

friends. Although in the interview most of the 

children in this study did know the cause of their 

sibling's disability, many felt they would like to 

have more information about the consequences of this 

disability. The need for information and particularly 

how to share that information with others could be met 

by such programmes as the Chapel Hill Training Project 

(Cansler and Martin, 1981) where sibling groups met 

for information exchange and policy planning 

concerning their disabled sibling, or the groups 

described by Schreiber (1975) and Chinitz (1981) for 

siblings of mentally retarded and physically disabled 

children. 

The lowered self-esteem. feelings of isolation. 

and behavioural difficulties demonstrated by some of 

the siblings in this study could be alleviated by 

sibling groups. In these the children have the 

opportunity both to understand and work through their 

emotional reactions to the situation. and also to 

learn more appropriate ways of coping with practical 

day-to-day living, and in developing strategies of 

building up support networks, 
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8.3 Sibling Training 

For some years programmes have been developed for 

parents of disabled children to be involved in 

training their children, and contributing to their 

progress. Most researchers working in this area report 

that parents working as co-therapists develop better 

relationships with their child whilst providing 

valuable training (Strom, Wursten and Rees. 1983; 

Harris, 1983). Most recent research has concentrated 

on the teaching of behavioural techniques to parents 

and other members of the family (O'Dell. 1974). 

The training of siblings to work with a disabled 

child in the family has shown similar success. with 

general reports of better relationships between the 

children and improved functioning in the disabled 

sibling (Schreibman. O'Neill and Koegel, 1983). The 

programme of the Chapel Hill Project (Cansler and 

Martin. 1981) used a variety of family members. 

including siblings, to act as volunteer trainers with 

developmentally delayed children, and showed very 

positive results. Being involved with the disabled 

child in a positive way may give the children a new 

basis for interacting with their sibling and give them 

an important role within the family (Harris. 1983). By 

providing structured training for the siblings, they 
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are given a way to show mastery over the situation, 

and a way to learn useful and appropriate 

interactions. For children feeling isolated within 

their family, the chance to become a 'helper' rather 

than someone who always feels in the way, may provide 

a major boost to self - esteem . 

It is important. however, that siblings working 

with their disabled brother or sister do not assume 

too much responsibility by being involved with their 

training. A number of authors cite excessive feelings 

of reponsibility as a cause of sibling dysfunction 

(Seligman. 1983; Wasserman, 1983). 

8.4 Implications for Future Re search 

This study could only start to identify areas of 

particular concern. Many targets for future research 

have been identified . These include more observational 

and interactional research methods to examine family 

dynamics in families with a disabled child. The 

interactions between sibling and parents, and siblings 

and disabled child may provide more understanding of 

how changed perceptions of isolation can occur. A more 

detailed study c ould be instigated looking at the use 

of support by the families of disabled children, their 
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personal and social networks, and barriers to the use 

of that support by both siblings and parents. This 

would give invaluable information concerning specific 

ways to help siblings and their families overcome 

social isolation. 

Further studies of the siblings involved in the 

present study could be implemented to examine the 

effects of sibling groups, or other ways of helping to 

change perceptions about their family. This would 

provide an effective measure of the value of these 

groups. The adaptation of siblings to the presence in 

their family of a disabled child needs to be assessed 

also in a developmental framework. Further 

longitudinal studies. examining dynamic and 

environmental factors may provide answers to many of 

the questions this study has only started to explore. 

8.5 Conclusion 

This investigative study has examined many factors 

affecting the families and siblings of a disabled 

child. Some areas of obvious difficulty have been 

demonstrated. Many other areas have been suggested 

where further research may provide useful information. 

Th e s tudy suggests that by viewing t he sibling within 
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his or her ecological framework of the family, by 

examining dynamic variables and interactions, and by 

exploring the use of coping strategies and support 

within and outside the family, solutions to the 

difficulties faced by siblings of disabled children 

may be found. 
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TABLE 1 

Controlled Variables in Target and Control Families 

Mean Sig. 
Target Control 

Age of Mother 25 - 35 25 - 35 N.S. 
Age of Father 30 - 35 30 - 35 N.S. 
No. of Parents 1.89 1. 82 N.S. 
(No of 1-parents) (3) (5) 

No. of Children 3.00 2.55 p<.05 

Table 1. Comparison between target and control 
families on the matched variables of age of parents, 
number o-f parents living with the family, and number 
of children in the family. 

TABLE 2 

Type and severity of Disability of Children in the 
Target Families 

Type of Disability Severity ~ 0 of families 

Spina Bifida Moderate 3% 

Spina Bifida severe 7% 

Cerebral Palsy Moderate 7% 

cerebral Palsy severe 17% 

Cerebral Palsy/ sev / Profound 17% 
Other disabilities 

Retardation Moderate 7% 

Retardation sev / Profound 17% 

Muscular Dystrophy Sev/Profound 7% 

Multi - disabled sev / Profounct 10% 

sensory disabilities severe 7 % 

Table 2. Percentage of children with different types 
and severity of disabilities in the targe t families. 
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TABLE 3 

Socio-Economic Status as Indexed by Head of 
Household's occupation 

Occupation socio/Ee. Target Control 
Level 

Professional, 1 & 2 41% 55% 
Managerial 

Clerical and 3 21% 17% 
Sales 

Skilled 5 17% 7% 
workers 

Semi-skilled 6 & 7 21% 14% 
and Unskilled 

unemployed 9 0% 7% 

Table 3. Percentage of target and control families 
who fall into different levels of socio-economic 
status as indexed by the head of household's 
occupation.( Classification of Occupations, 
Zubrzycki, revised 1961) 

TABLE 4 

Occupation of Mothers of Target and Control Families 

occupation Target Control 

Full-time work 14% 38% 
outside home 
Full - time home 38% 31% 
ctuti es 
Part-time work 27% 27ol" 
outside home 
Paid work at home 21% 7% 
(ironing, child care) 

Table 4. Percentage of mothers of target ancl control 
children engaged in different occupations. 
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TABLE 5 

Comparison of Type and Frequency of Family outings 

Outing within last within last rarely/ Sig. 
3 months 

Relative's Target 31% 
house control 65% 

Friend's 
house 

Sporting 
Events 

Club or 

T. 
c . 

T. 
C. 

T. 
Restaurant c. 

Show or 
Film 

Picnic, 
Barbeque 

Shopping 

Church 

weekend 
Away 

Longer 
Holiday 

T. 
C. 

T. 
C. 

T. 
C. 

T. 
C. 

T. 
C. 

T. 
c. 

66% 
96% 

45% 
58% 

28% 
75% 

7% 
62% 

49% 
79% 

58% 
86% 

42% 
41% 

24% 
76% 

3% 
38% 

year 

10% 
0% 

10% 
0% 

7% 
0% 

3% 
10% 

3% 
7% 

20% 
10% 

3% 
0% 

7% 
3% 

31% 
7% 

31% 
48% 

never 

59% 
,34% 

24% 
3% 

4% 
41% 

69% 
14% 

90% 
31% 

38% 
10% 

38% 
14% 

51% 
55% 

45% 
17% 

66% 
14% 

N.S. 

p< .001 

N.S. 

p<.001 

p<.001 

P<. 05 

p<.05 

N.S. 

p<.001 

p<.001 

Table 5. comparison between type and frequency of 
family outings for at least one parent and all 
children of target and control families. Percentage of 
families involved in outings. and comparison using 
2-tailed. pooled variance t-tests. 
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TABLE 6 

Comparison Between Target and Control Groups in 
Frequency of Parents' Outings 

Target Parents Control Parents 

Regular Outings 24% 34% 
both parents 

occasional Outings 21% 24% 
both parents 

Regular outings 7% 31% 
parents separately 

Occasional outings 21% 3% 
parents separately 

Parents rarely 17% 7% 
go out 

Parents almost 10% 0% 
never go out 

Table 6. · Comparisons (in percentages) of the frequency 
of parents with a disabled child and control parents 
going out either separately or together. 
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TABLE 7 

Comparison of Frequency of Visits With Friends 
Between Target and Control Siblings 

2x week lx 2x lx month 
/more week month /less 

Visiting T. 45% 14% 17% 21+% 
Friends C. 48% 31% 21% 0% 

Friends T. 34% 17% 14% 34% 
over C. 52% 31% 17% 0% 

sig. 
level 

N.S. 

·, .05 

Table 7. ~requency of visits to friends' houses. and 
frequency of friends coming over for target and 
control siblings. compared using a 2-tailed t-test 
with pooled variances. 
Note. T.=Target children, C.=Control children. 
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TABLE 8 

Percentage of Target and Control Families Rating 
Problems as Somewhat or Very Difficult 

% Perceiving problem 
as somewhat or 
very difficult 

Target control Sig. 

Fami 1:5,:'. Isolation 
our family misses our on outings 48% 3% p < . OCll 
We never go out anywhere 27% Q:?,:: p< .001 
Babysitting is hare! to arrange 41% o~ 0 p< .001 

Financial Pressures 
Expenses are ver~' hi s.Jh 48% 28% N.S. 
We never have enou9h money 48% 21% p < .02 
Financial pressures are a problem Li-8% 17% p< .05 

Personal Isolation ancl Stress 
I have no time to myself 48% 14% p< . 001 
I have lost touch with my friends 31% 3% P< .001 
I feel very alone 31% 3% P< .001 
I feel tired and under stress 59% 10% p< .01 
I have little support from family 52% 0% p< .001 

Famil ~ Commitments 
Children take up most of my time 69% 7% p<. .001 
Children have missed out on a lot 41% 0% p<.001 
Other people won't help with kids 38% 0% p<.001 
I don't spend as much time as 
I' ct like with the children 48% 10% p< .001 

General Famil;i Stress 
There is tension in our fami 1 y 59% 7% p , . 001 
The relationship between parents 
has become worse 35% 7% p< .02 
The children are having 
difficulties at school 38% 3% P< .001 
The fami 1 y fights a great deal 35% 10% p<.(ll 

Table B. Comparison between number of target and 
control families who rated the problems as somewhat 
difficult or very difficult for the family. using a 
2-tailed. pooled variance t-test. 
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TABLE 9 

Comparison Between Target and Control Families' Use of 
Support Systems 

Type of Regularly Occasionally Rarel:-.,· Sig. 
support or Never 

Fami 1 y' Target 31% 34% 34% N.S. 
Control 3Li.% 24% 41% 

Friends Target 14% 48% 38% N.S. 
control 20% 52% 28% 

Comm.& Target 69% 1 QJ-6 21% p< .001 
Govt. control 3% 3% 93% 

Table 9. Percentages of target families and control 
families using support from family, friends and 
community and government , and comparison of mean use 
(2-tailed. pooled variance t-test). 

TABLE 10 

Comparison of Use of Counselling Support by Target and 
Control Families. 

Client Regularly Few Times once Never Sig. 

Sibling Target 14% 31% 17% 38% p < .001 
Control 0% 0% 10% 90% 

Family Target 3% 10% 0% 85% p <. 05 
Control 3% 0% 0% 97% 

Parent Target 52% 31% 10% 7% P ' . 001 
control 3% 14% 7% 76% 

Table 10. Percentage of target and control families. 
parents and siblings using counselling support. and 
comparison of mean use with a pooled variance, 
2-tailed t-test. 
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TABLE 11 

Controlled variables in Target and Control Siblings 

Target Sibs. Control Sibs. Si [l!li fi cance 

Mean Age 10.0 10.1 N.S. 

Sex-No. Girls 10 10 
No. Boys 19 19 N.S. 

School --Govt. 22 23 
Att. Private 7 6 N.S. 

Mean Position 1.75 1.65 
in Family N.S. 

Table 11. Comparison between target and control 
siblings on the matched variables of age, sex. school 
attended and position in family. 

TABLE 12 

Comparison of Mean Teacher Rating of Academic 
Achievement Between Target and control Children 

Maths. Language Sig. 

Target Siblings 3.3 3.1 
Range 1-5 1 - 5 

N.S. 
Control Siblings 3.2 3.2 
Range 2-4 2-4 

Table 12. Comparison between target and control 
children in mean academic achievement in maths and 
language, as rated by the teacher on a scale from 1-5 
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TABLE 13 

comparison Between Target and Control Children on the 
Coopersmith Self-Esteem Inventory. 

Tan]et Sibs. Control Sibs. Sig. 
scale Mean S.D. Mean S.D. 

General Self 31. 4 8. 7 36.5 7.8 p o·::i 

Social/Peers 10.5 3.5 12. 7 3.2 p, .01 

Home/Parents 10 . 0 4.6 11.4 3.2 N.S. 

School/Academic 9.8 3.3 10.4 3.3 N.S. 

Total 62.8 15.7 71.0 12.7 p< .03 
Se 1 f ··· Esteem 

Table 13. Comparison between target and control 
children on subtests and total scores on the 
Coopersmith Self- Esteem Inventory (Coopersmith. 1984). 
using a 2-tailed pooled variance T-test. 

TABLE 14 
Comparison Between Target and Control Children on 

Measures of Altruism. 

Target Chn. Control Chn. Sig. 
Mean S.D. Mean S.D. 

IBAS scale 6.27 2.4 6.03 2.2 N.S. 

Behavioural 
Score (Parent) 12.8 2.7 12.4 2.2 N.S. 

Behavioural 
Score (Teacher) 12.3 2.4 12.0 2.3 N.S. 

Table 14. Comparison between mean scores of target and 
control children on the Intention to Behave 
Altruistically Scale. and between target and control 
children on behavioural measures of altruism as rated 
by parents and teachers ( using pooled variance. 
two - tailed t - tests>. 
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TABLE 15 

Percentage of Target and Control Children with 
Behaviour of Concern to the Parents 

Behaviours 

Emotional.tense, 
Psychosomatic ills 

Attention- seeking 
Demanding 

Withdrawn 
ven,, shy 

Problems at school 

Peer and social 
difficulties 

Rebellious, 
Discipline problems 

Many problem 
behaviours 

No major problems 
perceived. 

Target Sibs Control Sibs 

17% 7% 

17% 3% 

10% 3 % 

14% 0% 

17% 0% 

0% 3% 

14% 0% 

10% 83% (Sig. p<.001) 

Table 15. Percentage of target and control siblings 
perceived by parents as having behaviour of concern to 
them. 
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TABLE 16 

Parent and Teacher Ratings of Target and Control 
Children on the Child and Adolescent Adjustment 

Profile 

Target Children Control Children Sig. 

Parent R9._tin~ M f!an 

Peer Relations 12.2 
(Best. Adj:16) 

Dependency 9.0 
(Best Adj:1) 

Hostility 9.2 
(Best Adj:1) 

Productivity 11.0 
(Best Adj:16) 

Withdrawal 7.1 
(Best Adj:l) 

Teacher Rating s 

Peer Relations 12.8 
(Best Adj:16) 

Dependency 6.1 
(Best Adj.l) 

Hostility 5.8 
(Best Adj:1) 

Productivity 12.9 
(Best Adj:16) 

Withdrawal 5.9 
(Best Adj: 1) 

S.D. 

3. 1 

2.6 

2.3 

3.2 

2.6 

2.8 

2. 1 

2.5 

2.9 

1. 9 

Mean S.D. 

14. 1 1. 9 P .008 

6.6 2.4 p < .001 

6.1 2.0 p , . 001 

12.0 3.2 N.S. 

5.7 1. 8 p<..02 

14.3 1. 6 p < .02 

5.4 1.4 N.S. 

4.9 1.2 N.S. 

13.3 3.1 N.S. 

5.4 2.0 N.S. 

Table 16. Comparisons between ratings of target and 
control children on the Child and Adolescent 
Adjustment Profile, rated b~, both parents and 
teachers, using a 2-tailed t-test with pooled 
variances. Note. Best adjustment scores possible shown 
in brackets. 
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TABLE 17 

Correlation Between Parent and Teacher scores on the 
CAAP Scale 

Subscale 

Peer Relations 
Depend enc:,.: 
Hostility 
Productivity 
Withdrawal 

Correlation Sig. 
(Target Sibs) 

+.295 N.S. 
. 136 

+.08 
+.132 
- . 036 

N.S . 
N.S. 
N.S. 

N.S. 

Correlation Sig. 
(Control Sibs) 
+. 404 P< . 05 
+. 2i~9 N. S. 
+. 234 
+. 494 
... 008 

N.S. 
P'. 01 

N.S. 

Table 17. Pearson r correlations between parent and 
teacher scoring of children's behaviour as measured by 
the Child and Adolescent Adjustment Profile 
(Ellsworth, 1981). 

TABLE 18 

comparison Between Time Spent With Siblings For Target 
and Control Children 

Amount of Time Spent 
Lots Some A Little None 

Target Children 
with disabled sib. 41% 38% 14% 7% 
with other sib(s). 38% 22% 22% 17% 

Control Children 
with closest sib. 24% 55% 21% 0% 
with other sib(s> 20% 48% 33% 0% 

Table 18. Comparison between time spent with siblings 
for target and control children 
Note. Percentaoes for the 'wit tl other si bs' Ii ne 
include only those childr· en with more than one sitiling 
< 18 target ctii ldren, 15 control clYi ldren). 
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TABLE 19 

Comparison Between Target and Control Children in 
Perception of Time Spent by Parents with Them and 

Tl"leir Siblings. 

Parent Time Yes Not sur~e No Sig. 

Enough Time With You? 
Target 62% 3% 34% p, . 01 
Control 69% l!i% 17% 

Too Much Time with Sibs? 
(Disabled or closest sib) 
Target 72?-r- 7% 21% p< .001 
Control 3% 2!-1-% 72% 

<Other sibs) 
Target 6% 11% 83% 

Table 19. Comparison in percentages between target and 
control children in their perception of the time spent 
with them by parents. andin the time spent with both 
disabled and non-disabled siblings. Mean amount of 
perception of parent time and sibling time for target 
and control siblings was compared using a 2-tailed 
t-test with pooled variances. 
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TABLE 20 

Who Can They Talk To Easily About the Way They Feel? 

confidant Target Sibs control Sibs Sig. 

Mother 13.8% 17.2% 
Father 0.0% 10.3% 
Sibling 6.9% 10.3% 
Relative 0.0% 3.4% 
Friend 13.8% 24. 1% 
Counsellor 3. l-1-% 3.4% 
/\lore than one 6.9% 17.2% 
No-one 55.2% 13.8% < . 001 

Table 20. Comparison in percentages between target and 
control siblings in people they can talk to easily 
about the way they feel. A 2 - tailed t - test was 
performed between target and control children who 
specified no-one to talk to. 

TABLE 21 

Self - esteem of Target Children Perceiving Themselves 
as Isolated 

Perception of Fami 1 y N. Mean S/E S.D. Sig. 
score 

Isolated Self 12 53.8 15.1 
Cohesive or p < . 01 
Divided Coalition 17 69.8 13.2 

Table 21 . comparison between means on the Coopersmith 
Self- esteem Inventory between target children who 
perce i ve themselves as isolated in the family, and 
those who perceive their families as cohesive or with 
divided coalitions. using a 2 - tailed, t test with 
pooled variances. 
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TABLE 22 

comparison Between Target Families With and Without 
Support from Families and Friends in Perception of 

Family Problems 

Problems Perceived 
Families with: No Major Moderate Many Difficult 

Good Support/ 
family or friends 35% 20% 

Little Support/ 
family or friends 17% 28% 

Table 22. Percentage of all target families who 
perceive themselves as with and without support from 
family and/or friends, compared in their rating of 
family problems. 
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FIGURE 2 

Comparison Between Target and control 
Children in Their Perception of Family 

Relationships 
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Figure 2. Comparison between target and control 
children. in percentages of childre n giving different 
perceptions of family cohesion. <from a mea sure 
devised by Cooper, Holman and Braithwaite, 1983). 

Note. M=Mother, D=Father , S =Sibling interviewed, 
C=other childre n in family. 
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APPENDIX A 

LETTERS 

1. Letter to Target and Control Parents 

Dear (Name) 

I have been interested in. and concerned 
about. the families of disabled children. both because 
I am myself the mother of two disabled children. and 
through my work as a teacher and counsellor. 

At present I am working as a school 
counsellor and completing my Master's Degree in 
Education (Counselling). at the C.C.A.E. As part of my 
degree I am investigating wht it is like for a child 
to have a brother or sister who is disabled. I hope 
that when my study is completed I will have more 
understanding about the siblings of disabled children: 
how they manage with a disabled brother or sister and 
how life may be different for them. 

I will also be looking at some children who 
do not have an identified disabled member of their 
family. This will give me a comparison of differences 
in family life, patterns of going out. and different 
ways of coping. 

I would be grateful if you would allow me 
to include your family in the study. This would 
involve my visiting you at home. and talking to you 
for about half an hour, and also visiting your child 
at school. All individual results will remain 
completely confidential and I would be very happy to 
let you know the results of the study when it is 
completed. 

I will contact you by phone within the next 
few weeks to see if you are willing to participate. 
but for any further information please feel free to 
ring me on 861430. 

Yours sincerely, 

<Diana Roe) 
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2. Letter to Principals 

Dear (Name) 

I have been interested in. and concerned 
about, the families of disabled chilµren, both because 
I am myself the mother of two disabled children, and 
through my work as a teacher and counsellor. 

At present I am working as a school 
counsellor and completing my Master's Degree in 
Education (Counselling), at the C.C.A.E. As part of my 
degree I am investigating wht it is like for a child 
to have a brother or sister who is disabled. I hope 
that when my study is completed I will have more 
understanding about the siblings of disabled children: 
how they manage with a disabled brother or sister and 
how life may be different for them. 

I will also be looking at some children who 
do not have an identified disabled member of their 
family. This will give me a comparison of differences 
in family life, patterns of going out, and different 
ways of coping. 

There are a few children who attend your 
school who are participating in the study. I would be 
most grateful if I could visit them at school and have 
a talk to• their teachers; this would probably involve 
no more than five or ten minutes with the teacher. and 
about twenty minutes with the child. All individual 
results will naturally be completely confidential and 
I would be happy to let you know the results of the 
study when it is completed . 

I will contact you by phone within the next 
two weeks. to see if you would be willing for me to 
visit your school as part of the study. For any 
information please feel free to ring me on 861430. 

Yours sincerely. 

<Diana Roe) 
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3 . Permission Forms 

Permission Form (School> 

I give permission for Diana Roe to collect 
information at ........... .. .... School of stude nts 
participating in her study of siblings of disabled 
c hildre n. I also give her permission to speak to 
teachers and to have access to school records. 

All information co llected will not b e used 
individually and will remain confidential. 

Principal 

Permission Form (Parent) 

I give permission to Diana Roe to visit my child 
................ . at school and to ask her or him any 
questions relating to her study on the siblings of 
disabled children. I also give her permission to talk 
to my chi ld's teacher and to make use of school 
records for this purpose. 

I expect all material collected to remain 
confidential. 

Parent 

Report on Findings 

I would like to receive a copy of the report on 
findings of the study of siblings of disabled 
children. 

Name ... 

Address .. . . . . ... . 
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APPENDIX B 

PARENT QUESTIONNAIRE 

I would like to ask you some questions about your 
family - who is in the family, how old they are, what 
your family do when they go out or have visitors etc . 
to give me a general idea of what your family is like. 

Familv - Mother under 25 25-35 / 35 45 / 45+ 

Father under 25 25-35 / 35 - 45 / 45+ 

Children M/F . ..... M/ F ..... M/ F ..... M / F .... . 

<Target families only) 
Disability Severe Moderate Mild 

Severe Moderate Mild 
Other ... 

Occupation - Mother. 
Father. 

Physial 
Intellectual 

Do your children have other children come over to 
play, either organised by invitation, or just dropping 
in? 

Has your child (the identified sibling) had a friend 
over to play: 

In the last two days/ in the last week/ 
in the last month/ more than a month ago. 

In general, how often would your child have a friend 
over in a month? ............... . 

Do your children visit their friend's houses? 

Has your child (I.S.) visited his or her friend's 
house: 

In the last two days/ in the last week/ 
in the last month/ more than a month ago 

In general how often would (s)he go to a friend's 
house in a week/ month? .. . ... . 

What places does your child go to alone.<without other 
members of the family?) 
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Has your child gone away in a family group <including 
all the children and at least one parentl to: 

in last month last 3 months last year 

relative's house 
friend's house 
sporting events 
club, restaurant 
a show, film 
for a picnic, BBQ 
shopping 
church 
away for a weekend 
for longer holiday 

Do parents go out regularly/ occasionally/ rarely/ 
never. 

Together/ separately 

Does your family/ child/ parent(s) go regularly to 
church - at least once a month? Yes /No 

How important do you feel religion is in your life? 
very important/ a little important/ not important at 
all . 

Do you feel that other commitments get in the way of 
your spending time with your child? YIN 

If yes, which? Work commitments 
Other children 
Personal activities 
Household activities 
Study 
Other ................ . 

Are you concerned about any behaviour of your 
child? ....................................... . 
.. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 

Has your child/ family/ parent seen a psychologist, 
counsellor, social worker, etc. within the last five 
years? 

child: once / a few times I regularly for a month+ 
fami I y: once / a few times I regularly for a month+ 
parent: once I a few times I regularly for a month+ 



119 

I would also like to know a little about the support 
your family needs or r e ceives from friends. rela t ives . 
co~nunit~ e tc. - this can b e fina nci a l. e motional or 
practi c al help. 

Ha ve your a sked relatives for h e lp or support? Y I N 

If yes, did they provide i t? Y/ N 

Have r e latives offered the ir support ? Y ?N 

Did you a ccept that offer? 

would you ask relatives for support again. 

Have your asked f riends for help or support? YIN 

If yes, did they provide it? Y/N 

Have friends offered their support? Y?N 

Did you accept that offe r? 

would you ask friends for support again? 
Have you asked for support in the last two years from 
community agencies or government bodies? YIN 
Was support offered or easily available from community 
or government bodies? 
Did you make use of that support? 

If you needed support again for your family, would you 
be more likely to ask for support from family, 
friends. or community or government agencies? 

(for target families only) 
Did your child take part in any special programmes for 
siblings? 
Preschool / toy library / holdiday programmes / other. 

Would you like to see more facilities or help for 
brothers and sisters of disabled children? 

What sort of facilities would you think would be the 
most useful? 

Would your child use such a facility? 
Yes definitely I probably/ occasionally/ rarely 
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Listed below are some statements of problems faced by 
many families. Some of these may be a problem for you 
too. I' ct 1 i ke you to ti ck the statement that best 
describes how hard each problem is for you and your 
family. Some of these may not be applicable to you, or 
may not be a problem at all. In that case. Just tic~ 
under "never felt this to be a pro bl em.'' 

a very somewhat a bit never felt 
difficult of a of a this to be 

Our family misses 
out on outings 

problem problem problem a problem 

The children take a 
great deal of time 

There is tension 
in our family. 

I have little support 
from my family. 

I don't spend as much 
time as I'd like with 
the children. 

Relationship with the 
children's father has 
become worse. 

I have no time to 
myself. 

we never go out 
anywhere. 

Babysitting is hard 
to arrange. 

Expenses are very 
high. 

I have lost touch 
with my friends. 

My children are 
having difficulties 
at school. 

I feel very alone. 

The children have 
missed out on a lot. 



a very 
difficult 

proti1 em 

Financial pressures 
are very high. 

I feel tired and 
under stress. 

The family fights a 
great deal 

Other people won't 
help with my children 

We never have 
enough money. 
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somewhat a bit 
of a of a 

problem problem 

never felt 
this to be 

a problem 
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APPENDIX C 

SIBLING QUESTIONNAIRE 

<target children only) 

Do you know the cause of your brother or sister's 
handicap? 

Yes / not sure / no 

Would you like to know more about this? 
Yes/ not sure/ no 

Do you know how to explain your brother or sister's 
handicap to your friends? 

Yes/ not sure/ no 

Would you like to know more about this? 
Yes I not sure/ no 

(all children) 

Do your help your brother or sister (#1) make things 
or play games? 

a lot/ some/ a little/ no 

Do you help your other brothers or sisters make things 
or play ~ames? 

a lot/ some/ a little/ no/ N.A. 

When you play with your brother or sister (#1) what do 
you play? 

When did you last play with her/him? 
Today I yesterday/ in the last week / in the last 

month/ almost never 

When did you last play with other brothers and 
sisters? 

Do you think your parents have to spend too much time 
with your brother or sister (#1)? 

Yes I not sure/ no 

Do you think your parents spend too much time wlth 
your other brothers and sisters? 

Yes / not sure/ no/ N.A. 

Do you think your parents spend enough time with you? 
Yes I not sure / no 
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Do you have someone who you can talk to easily about 
the way you feel? 

Yes I no 
Mother/ father/ sibling / relative I friend / 
Counsellor / other 
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APPENDIX D 

Intention to Behave Altruistically Scale 
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Picture 2. Mum has 
asked you to go to 
the supermarket to 
get some bread and 
some milk. If you 
get back quickly 
you'll have time to 
play with your 
friend who's 
waiting for you. A 
lady in front of 
you is carrying a 
whole bag of 
groceries and 
suddenly the bottom 
falls out and they 
f a ll all over the 
floor. What do you 
think would happen 
then? 
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Picture 1. You ' re 
walking to school 
and :>tou ' re quite 
late. You can h e ar 
the first bell 
going. In front of 
you a little boy of 
about 5 years o ld 
falls ove r and li e s 
there crying. There 
are a lot of othe r 
people walking 
along the road too. 
What do you think 
would happen then? 
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Picture 4. You are 
walking home from 
school. A kid from 
your class is 
riding her bike 
down the street in 
front of you. 
Suddenly a magpie 
swoops her and she 
yells "Help". There 
is no-one else 
nearby. What do you 
think would happen 
then? 
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Picture 3. You are 
at the shops with 
your friends. One 
of them tells you 
t hat she has stol en 
a packet of sweets 
and off ers you one. 
one of the other 
kids gets angry and 
says it is wrong to 
steal. What do you 
th ink would happen 
then? 

l I ) 



Picture 6. There is/ 
a boy in your class• 
who comes from 
another country and 
he talks 
differently from 
you and looks very 
different. One day 
you are in the 
playground and some 
of your friends 
start teasing him 
and calling him 
names . What do you 
think would happen 
then? 
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Pictur·e 5. It is 
Sunday morning and 
Mum asks \'OU to 
clean your room. 
Then Dad comes in 
from outsic1e and 
asks if you could 
help him do 
something. There is 
a knock on the door 
and your friend 
asks if you can 
come out on your 
bike. What do you 
think would happen 
then-? 

I 

t 
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APPENDIX D 

INTENTION TO BEHAVE ALTRUISTICALLY SCALE 

Administration and scoring 

Administration - The TBAS can be administered either 
in a group situation or individually. When 
administering it in a group each vignette should be 
react aloud, and chi l,Jren asked to write their answers. 
If giving the IBAS individually. the vignettes are to 
read aloud, and the child's answers written down by 
the researcher. 

The IBAS is suitable for children 
aged from 7 to 13. It can be introduced by telling the 
children that they are being asked to think about what 
could happen in different situations. It is important 
to stress that they imagine themselves to be in each 
of the vignettes. 

scoring - The IBAS is scored on a scale of 0-3, with o 
being the least altruism shown, and 3 the most. 
Pictures 1,2,4 and 6 are scored (Pictures 3 and 5 are 
problem solving fillers.). 

General guidelines for scoring: 

O - for answers showing no altruism at all, for 
cruelty ("I'd laugh"; "I'd tease him too"), for 
ignoring the situation ("It's not my business"), or 
for answers with no personal involvement ("All the 
kids would keep walking"; "She'd get angry''; "Someone 
else would help"). 

1 - for answers showing some understanding of the need 
to get help ("I'd tell the teacher.";"I'd call the 
shopkeeper") 

2 - for answers showing the willingness to get 
personally involved in the problem, <"I'd help her 
pick them up''; I'd ask if he was all right, and if not 
help him into school.") 

3 - for answers showing an awareness of personal loss 
or risk involved in the helping. ("I'd help him, and I 
could play with my friend another time." "I'm scared 
of magpies. but I'd get a stick and help chase it 
off.") 
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APPENDIX E 

CHILDREN'S PERCEPTION OF FAMILY 
RELATIONSHIPS 

(adapte d from Cooper , Holman and 
Braithwaite, 1 983 ) 

Each c hild was drawn n version of this 
measure with the appropriate number of 
siblings, and with one or two parents. This 
is a sample of one drawn for a child with 
two siblings and two parents. 
M= Mother 
D= Father 
The children adde d the initials of 
themselves and their siblings. 
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