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This research project was designed to demonstrate the 

usefulness of a supportive intervention program for 17 nine 

to 14 year old siblings of autistic children. Current 

clinical practice has begun most recently to include the 

siblings of handicapped children in treatment services as a 

preventive measure to help maximize families' coping 

abilities and to increase the chances that they will be 

strengthened by their unique circumstances. Although 

research evidence suggests that most siblings are not at 

risk for serious psychopathology, it seems reasonable to 

assume that few remain unaffected by living with a 

handicapped brother or sister. Siblings report that they 

have increased responsibilities, many unanswered questions, 

and parents who typically are caught up in the stresses of 

caring for a handicapped child and have limited time to 

attend to their needs. 

It was hypothesized that an intervention program 

providing information about the handicapping condition, 

autism, and offering support through participation in a 



discussion group with other siblings of autistic children 

would effect improved coping in the participants. Three 

time-limited interventions (information plus support, 

information plus activity, and activity control) were 

compared under controlled conditions. Sibling coping was 

measured by a) a battery of self-report and parent ratings 

of behavior and attitudes, b) clinical observations, and c) 

sibling and parent anecdotal accounts. 

Descriptive behavioral and attitudinal data on the 

total sibling sample indicated more deviant individual 

profiles than would be expected in the normal population. 

Consistent with previous research and clinical practice with 

this subject population, children who were identified with 

problems were those generally thought to be at greatest risk 

such as older female and younger male siblings who have 

assumed extensive caretaking responsibilities for the 

autistic child. Specific group changes following 

intervention were confounded by individual subject reactions 

to the various procedures. Qualitative aspects of the 

siblings' participation were discussed in terms of 

implications for future clinical intervention and research 

with this sibling population. 
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CHAPTER I 

INTRODUCTION 

Recent advances in the education and habilitation of 

handicapped children have begun to involve the families of 

these children in treatment. The interventions have 

provided family members with information on the handicapping 

disorder and support by allowing them to express and share 

feelings with others experiencing similar circumstances. 

Frequently these family interventions have focused on 

working with parents with the goal of enhancing their 

personal and parental functioning in order to provide a more 

stable environment for the development and education of the 

handicapped child (Harris, 1983; Schopler, 1978). Such 

services often are considered so fundamental that attempts 

have been made to provide them as early as possible in the 

handicapped child's life (Lobato, 1983). 

Despite this recognition of needs and potential 

benefits to the family, comparatively little has been done 

to develop complementary programs for the nonhandicapped 

siblings within these families. A growing understanding of 

the roles and functions of siblings in the clinical 

treatment of families (Ciccarelli, 1977) has indicated that 

more systematic attention needs to be given to the nature of 



the interactions between handicapped and nonhandicapped 

youngsters. Given that all siblings influence each other 

significantly as they share a common background and 

environment as well as their parents' time, interest, and 

love, it follows that healthy siblings will be affected, 

either positively or negatively, by their brothers1 or 

sisters' disabilities (McKeever, 1983). 

Mates, Willetts, and Goolsby (1983), in their 

discussion of group treatment for normal siblings of 

developmentally handicapped children, outlined three reasons 

for including siblings when planning services for their 

handicapped brothers and sisters. First, they suggested 

that the chronicity of the handicapping condition greatly 

influences family relationships by affecting daily living 

and the emotional and physical health of individual members. 

As such, how each member copes with and adjusts to these 

stresses determines whether the family is strengthened or 

stressed by their unique circumstances. Second, siblings 

contribute to the training of their handicapped brothers and 

sisters directly by taking an active part in the home 

management of the child and/or indirectly by supporting 

their parents. Finally, though research evidence has 

suggested that most siblings are not at risk for serious 

psychopathology because of living in a family with a 

handicapped child (Caldwell & Guze, 1960; Mates, 1982\1983; 

Simeonsson & McHale, 1981) , it seems reasonable to assume 
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that few remain unaffected. Siblings frequently report that 

they have increased responsibilities, many unanswered 

questions, and parents who have limited time to spend with 

them and to attend to their needs (Mates et al., 1983; 

Powell & Ogle, 1985). 

Functioning of Siblings of Handicapped Children 

Empirical studies involving siblings of handicapped 

children have focused on determining whether or not the 

presence of the handicapped child in the family has any 

unique psychological effects on the normally developing 

siblings. As will be reviewed shortly, results from these 

studies must be interpreted with caution due to certain 

inconsistencies and methodological problems (Lobato, 1983; 

Simeonsson & McHale, 1981; Wasserman, 1983). However, the 

thrust of this research has been to provide support for the 

assumption that siblings of handicapped children are more 

vulnerable to or may exhibit higher rates of psychological 

and/or emotional problems due to experiencing more stress 

than children in nonhandicapped sibling pairs. 

Toward this goal, Grossman (1972) interviewed 

college-aged siblings of retarded children and compared them 

to siblings of normal children. She concluded that 45 

percent of those with retarded brothers or sisters had 

benefited from this experience, describing them as more 

compassionate, understanding, and tolerant than their peers 

and suggesting that they demonstrated enhanced self-



4 

concepts. On the other hand, she judged that 45 percent had 

been harmed as they reported feelings of guilt, resentment 

and neglect as a result of living with the retarded child. 

Cleveland and Miller (1977) also interviewed adult siblings 

of retarded children and found the majority to report that 

they and other family members had coped successfully with 

the situation. Though these siblings noted inconveniences 

such as having to be flexible with family as well as 

personal plans in order to meet the retarded child's needs, 

they suggested that they were outweighed by the overall 

family adjustment. Lobato (1983) pointed out that these 

findings may be related to the age of the sibling 

interviewees. She suggested that it would be likely that 

adult and teenage siblings would be biased in their 

reporting of adverse aspects of past events by selective 

recall and the ameliorating effects of time and maturation. 

Also, as noted by the investigators themselves, the 

voluntary nature of sample selection may have caused them to 

underrepresent people who had negative and painful recall of 

their experiences with the retarded siblings as they may 

have avoided participation. 

When studying younger school-aged siblings of 

handicapped children, both Lonsdale (1978) and Lloyd-Bostock 

(1976) cited negative as well as positive sibling outcomes. 

Parents in Lloyd-Bostock's study described largely positive 

effects on nonhandicapped siblings and indicated an 
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acceptance of the handicapped child for himself. They 

suggested that sibling difficulties, if demonstrated, were 

only temporary. Parents also identified sibling feelings of 

shame, withdrawal, jealousy, neglect, and burdensome 

responsibility. However, it was unclear whether these 

problems were any more common among these siblings of 

handicapped children than among children in nonhandicapped 

sibling pairs as there were no normal comparison subjects. 

Using maternal reports to examine the psychological 

functioning of their school-aged siblings, Breslau, 

Weitzman, and Messenger (1981) indicated that, as a group, 

these children did not differ in overall behavior from a 

normal control group of 1034 siblings of nonhandicapped 

children. However, they showed fewer problems on the 

"isolation" subscale and increased problems on subscales 

measuring "mental problems," "fighting," and 

"delinquency." 

Gath (1972) used both parent and teacher behavior 

ratings to assess sibling adjustment. She found no 

significant differences in children with Down's Syndrome 

brothers and sisters as compared to children with normal 

siblings. However in a second study using a larger sample 

of children, Gath (1973) concluded that the siblings of the 

retarded children were twice as likely as the controls to be 

rated as behaviorally deviant by both mothers and teachers. 

Though Gath's studies were among the few studies designed 
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with appropriate control comparisons, as many as 40 percent 

of her siblings were drawn from the same families, seriously 

confounding the generalizability of her findings. 

Therefore in answering the question of whether or not 

siblings are negatively affected by the presence of a 

handicapped child in the family, current research seems to 

suggest a continuum of positive and negative outcomes for 

the siblings. Their position on this continuum is related 

to a number of mediating variables (Powell & Ogle, 1985). 

Certain characteristics of the sibling, the handicapped 

child, and the family in general have been described to 

mediate the effects of the handicapped brother or sister on 

that sibling's adjustment, leaving only certain siblings 

more vulnerable to increased emotional and/or behavioral 

problems as a factor of being in this unique family 

environment. These mediating variables, which will be 

discussed in more detail in a later section, include such 

characteristics as age, sex, and birth order of the 

handicapped and nonhandicapped children and parental 

attitudes toward both the handicapped and nonhandicapped 

children and toward the handicapping condition. 

Functioning of Siblings of Autistic Children 

Specific knowledge about the adjustment of the siblings 

of autistic children as a subgroup of the population of 

handicapped children is more limited. Much of the work 

associating the nature of an autistic child's handicap with 
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his/her siblings's ability to cope has been based on 

anecdotal and interview reports (DeMyer, 1979; Sullivan, 

1979). McAdoo and DeMyer (1977) indicated that an autistic 

child's behavior with severe social withdrawal, unusual 

object use, and lack of communication is likely to produce 

uncertainty and confusion in family members regarding how to 

respond to the child. These researchers suggested that such 

a situation would constitute severe and continuing stress. 

However despite this assumption of added stress, sibling 

effects similar to those of children with other handicapping 

conditions have been reported (Berger, 1980/1981; Mates, 

1982/1983; McHale, Sloan, and Simeonsson, 1984). 

Several studies which have focused on the adjustment of 

the parents of autistic children have incidently examined 

the influence of these handicapped children on their 

nonhandicapped siblings (Bristol, 1979; DeMyer, 1979; 

Marcus, 1977). DeMyer reported that 54 percent of the 

mothers interviewed in her study indicated that at least one 

of their nonhandicapped children had taken on the "strong 

right arm" role by becoming particularly helpful in caring 

for the autistic child and in understanding his/her needs. 

Thirty percent of these same mothers reported some neglect 

of their nonhandicapped children. However, despite this 

situation, when these siblings were rated in comparison to a 

control group of normal children as to the degree of 

emotional disturbance noted in parents' behavioral 
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descriptions, no significant difference was found in the two 

groups. DeMyer concluded that although nonhandicapped 

siblings in these families are inevitably affected by 

increased parental tension, there appears to be no greater 

possibility of psychological disturbance than in families 

with no handicapped children. 

While researchers in this area have observed and have 

listened to the concerns of the siblings of autistic 

children (Bodenheimer, 1979; Fromberg, 1984; Laureys, 1982), 

this group rarely has been studied directly. Mates 

(1982/1983), in his study of the behavioral adjustment and 

academic achievement of the siblings of autistic children 

involved in the TEACCH program at the University of North 

Carolina, reported no significant differences among male and 

female siblings nor among siblings from two-child and 

multiple-child families. He hypothesized that the typical 

patterns of sibling maladjustment (i.e., poor behavioral 

adjustment in female siblings and siblings from two-child 

families) were not observed in his subjects due to the 

families' affiliation with the TEACCH program. He believed 

that these supportive services had contributed to better 

overall family functioning which in turn had reduced the 

pressure on the siblings to care for their autistic brothers 

and sisters allowing them to develop more positive 

self-concepts. The sibling sample in Mates' study actually 

scored higher than the normative sample on the Piers-Harris 



Children's Self-Concept Scale. This evidence corroborated 

Berger's (1980/1981) finding that the siblings of autistic 

children felt more positively about themselves than the 

standardization sample of that measure despite the social 

stresses they had experienced. 

McHale et al. (1984) examined the sibling relationships 

of autistic, mentally retarded and nonhandicapped children 

by comparing responses obtained in structured child 

interviews and reported by mothers on a behavioral rating 

scale developed by Schafer and Edgerton (1979). The 

siblings of the handicapped children, both autistic and 

retarded, differed from the nonhandicapped siblings only in 

that they reported less family cohesion and less involvement 

of their handicapped brothers or sisters in family 

activities. Their mothers, however, rated the sibling 

relationships with the handicapped children more positively 

in all categories of the rating scale (i.e., acceptance, 

hostility, support, and embarrassment) than did the mothers 

rating the relationships of the nonhandicapped siblings. 

Powell and Ogle's (1985) description of viewing the 

nonhandicapped child's psychological adjustment on a 

continuum of positive and negative outcomes influenced by 

the interaction of the various family and individual 

characteristics which effect the sibling relationship 

appears to be applicable as well when reviewing the sparse 

research conducted with this specific subpopulation of 
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siblings. However, the above pattern of results with 

siblings of autistic children seems to be more positive than 

the findings noted in the general population of siblings of 

handicapped children, that is, most often siblings of 

mentally retarded children, despite the more devastating 

nature of the disorder. Such results may support Mates* 

hypothesis that improved family functioning is a 

contributing factor to more positive sibling coping in the 

families of diagnosed children. These identified families, 

who are coping with the wide range of behaviors that usually 

are associated with the pervasive disorder of autism, may 

receive more support than the families of less involved 

mentally retarded children. However, these positive 

findings also may be reflective of the limited number of 

research studies which have been conducted with this 

specific subpopulation of siblings to date. 

Methodological Concerns 

As already noted there are few well-designed studies 

actually supporting the notion that, as a group, siblings of 

handicapped children are adversely affected by the presence 

of a handicapped child in the family. It rather seems from 

these results that only certain siblings may be at risk for 

or more vulnerable to increased adjustment problems. Past 

research has identified a variety of mediating factors that 

may contribute to the nonhandicapped sibling's adjustment. 

Serious methodological inadequacies in these findings, 
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however, have limited our understanding of the significance 

of this sibling vulnerability or threatened psychological 

impairment. Problems in generalizability of results have 

been attributed to a) confounded subject characteristics, b) 

subject samples that are not comparable to each other, and 

c) use of a myriad of non-standard assessment techniques for 

psychological adjustment (i.e., dependent variables). These 

factors which have hindered the replication of studies will 

be discussed further in the following paragraphs. 

Emphasis in many of these studies has been placed on 

exploring static, demographic characteristics of the 

handicapped children, the siblings, and their families. 

Factors such as sex and age of the handicapped child 

(Farber, 1959), severity of the handicapping condition 

(Farber, 1959, 1960; Farber & Jenne, 1963), sibling sex and 

birth order (Grossman, 1972; Tew & Laurence, 1973), family 

size (Gath, 1974), socioeconomic status (Grossman, 1972), 

and parental reaction to the handicap (Caldwell & Guze, 

1960; Graliker, Fishier, & Koch, 1962) have been isolated to 

observe which children are more vulnerable to coping 

problems. It appears that the effects of sibling 

relationships with handicapped children cannot be attributed 

to single factors but instead need to be considered from a 

more dynamic, interactional approach. 

The findings that age, sex, and birth order of siblings 

and family size have some influence on how they cope with 
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the presence of a handicapped child have been consistent 

across most studies (Lobato, 1983; Rodger, 1985). It 

appears that the additional caretaking needs of the 

handicapped child may make the siblings who assume these 

responsibilities more vulnerable to adjustment problems. 

Clearly, families with limited finances in need of 

supervision for the handicapped child have little choice but 

to impose on the normal siblings to share the child care 

duties. When there are more children in the family, there 

is more potential help available (Adams, 1967, Grossman, 

1972). Females are more likely than males to bear much of 

the responsibility for care and management of their 

handicapped brothers or sisters (Farber, 1959; Fowle, 1968). 

There is some evidence to suggest that even younger siblings 

of handicapped children who take on heavy care-taking 

responsibilities can experience "role tension" as described 

by Farber and Ryckman (1965). They indicated that 

regardless of the birth order of a severely handicapped 

child in the family, he is thought of as the youngest child 

and it is expected that the siblings will care for this 

child and subordinate their needs to him. 

Breslau (1982) suggested that relative birth order had 

opposite effects on the psychological functioning of male 

and female siblings of handicapped children. In her study 

examining birth order and age-spacing effects of siblings of 

children with congenital disabilities, Breslau found that 
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younger male siblings within two years of the handicapped 

child's age showed higher levels of psychological impairment 

than older male siblings. Among female siblings, the 

younger girls demonstrated fewer problems in coping than the 

older girls and age-spacing (i.e., within two years of the 

handicapped child's age) was not significantly related to 

their psychological functioning. Furthermore, Breslau's 

results suggested that later psychological impairment for 

siblings may be sex-contingent, as among those who 

demonstrated problems, the males were described to show 

increased interpersonal aggression while the females were 

reported to experience greater feelings of depression and 

anxiety. 

Trevino (1979) has developed a profile for evaluating 

nonhandicapped siblings at risk based on several variables 

which appear most consistently in the research literature. 

She contends that siblings with the worst prospects fit into 

one or a combination of the following categories: 1) the 

only other child, 2) close in age to and/or younger than the 

handicapped child, 3) the oldest female child, 4) a younger 

child of the same sex, and 5) a child with parents who have 

been unable to accept the handicap. Simeonsson and McHale 

(1981) have further suggested that a shift in emphasis from 

the study of static factors, such as age, sex, and birth 

order, to the investigation of processes that examine the 

quality and quantity of interactions between siblings and 
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parents in individual families before noting how they are 

affected by these traditional status variables (i.e., a 

multivariate approach) may make results more generalizable. 

This design shift also will allow researchers to focus on 

the bidirectional nature and the more positive aspects of 

the sibling and/or family relationships. 

Research reviews in this area (Lobato, 1983; Simeonsson 

& McHale, 1981) suggest that the interactional effects of 

these variables need to be examined for comparable samples 

of siblings before conclusions can be drawn. Very few 

studies have used control groups of siblings of 

nonhandicapped children (Lobato, 1983), making it difficult 

to separate whether coping problems may be due to the 

presence of a handicapped child in the family or to other 

factors often associated with poor adjustment such as low 

SES and possibly birth order (Hannah & Midlarsky, 1985). 

Since diverse handicapping conditions may have differential 

effects on siblings, research is needed that explores the 

same issues across handicapping conditions and also includes 

a group of similar siblings who have normal brothers and 

sisters. Such a sampling procedure would allow researchers 

to determine the effects due to the presence of a 

handicapped child in the family and whether or not these 

effects vary with different handicapping conditions. 

Similarly, use of longitudinal approaches that would allow 

researchers to follow a group of siblings overtime would 
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help to clarify age-related changes that may result from 

living with a handicapped brother or sister, and if these 

effects are present, to determine which ones are most common 

at particular ages (Hannah & Midlarsky, 1985). 

Previous studies in this area have also been criticized 

for their exclusive use of indirect measures of outcome, 

usually conducted with the mothers, in the form of 

interviews and paper-and-pencil ratings of the sibling. It 

has been suggested that parental perspectives on the 

nonhandicapped child's adjustment may be biased strongly by 

their own perceptions and adjustment to having a handicapped 

child and may reveal a less accurate picture of how well the 

siblings have adjusted (Lobato, 1983; Simeonsson & McHale, 

1981). In some cases, teacher ratings of sibling behaviors 

have been used in place of parent judgments to provide a 

more professional, unbiased perspective. However, it has 

been demonstrated that teacher knowledge of the familial 

relationship of children and their retarded siblings have 

negatively biased teachers' academic and social expectations 

for the nonhandicapped children (Blackard & Barsh, 1982; 

Richey, Ysseldyke, Potter, Regan, & Grenner; 1981). 

Sibling Education and Intervention 

Despite these shortcomings in the assessment of the 

risk factors associated with the effects of sibling 

relationships in families of handicapped children, many 

nonhandicapped siblings express a number of special concerns 
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involving the handicapped child, their parents, themselves, 

their friends, and the community. These concerns lead to 

special needs which may vary among siblings and families 

(Powell & Ogle, 1985). Sibling needs with regard to 

respect, understanding, information, counseling, and 

training have been addressed in several types of 

interventions which have been attempted with this 

population. Studies evaluating the outcome of sibling 

behavior modification groups (Miller & Cantwell, 1976; 

Weinrott, 1974) and of sibling discussion groups (Kaplan, 

1969; Kaplan & Fox, 1968; Schreiber & Feeley, 1965) have 

noted desired changes in both knowledge of handicapping 

conditions and attitudes toward handicapped brothers and 

sisters. For the most part, these programs have been 

designed for the siblings of mentally retarded children. To 

date, there is a lack of research describing specific 

intervention programs for the siblings of autistic children. 

The first of these interventions, the behavior training 

type of program, has attempted to provide the nonhandicapped 

siblings with training in behavioral analysis and change. 

It has been hypothesized that when these siblings use 

behavior coping strategies with their handicapped brothers 

or sisters to improve skills and behavior, there will be an 

increase in positive interactions between themselves and the 

handicapped child. These programs have placed the 

nonhandicapped siblings in the therapist's role assuming 
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that if behavioral coping problems in the siblings are the 

result of negative interactions between the children, more 

positive interactions might help to prevent problems or even 

to improve sibling functioning (Miller & Cantwell, 1976). 

However, although these behavioral training procedures 

have been successful with the siblings of mentally retarded 

children, they may not have the same positive effects and 

may even be detrimental for the siblings of autistic 

children. The success of these methods seems to be more 

dependent on the response of the handicapped child than on 

the actions of the nonhandicapped sibling. Despite their 

usefulness in increasing the repertoire of appropriate self-

help and social behaviors and decreasing the frequency of 

inappropriate actions, several specific limitations of 

behavioral approaches to the treatment of autism have been 

outlined by Ross and Pelham (1981). 

First, due to the pervasiveness in the disturbance of 

functioning characteristic of this disorder, it is rare that 

behavioral treatment can do more than develop behaviors that 

will enable an autistic child to be cared for at home or in 

a community placement rather than in an institutional 

setting. In most cases, expectations for normal behavioral 

functioning have not been realized. Second, the effects of 

behavioral methods with autistic children tend to be 

situationally specific, that is, the behaviors learned in 

treatment are not easily generalized to new settings with 
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people other than the teacher. These limitations suggest 

that attempts to improve the sibling interaction by placing 

the nonhandicapped child in the role of "behavior therapist" 

may create additional frustration for these siblings. 

Lobato (1983) warned that despite the importance of 

informing the siblings and actively involving them in the 

autistic child's treatment, it is critical that this 

involvement not become burdensome or aversive. 

The second type of program that has evolved for 

siblings of handicapped children, primarily for the teenage 

siblings of the mentally retarded, is based on the 

discussion group format. This intervention technique has 

provided an opportunity for these children to share and 

express their feelings in regard to their unique family 

situations in a setting which often allows them to be the 

focus of some attention (Grossman, 1972; Kaplan, 1969; 

Kaplan & Fox, 1968; Schreiber & Feeley, 1965). The group 

format will be the major focus of the present study. 

Wasserman (1983) has suggested that given the scarcity of 

consistent and conclusive research findings with this 

population of siblings of handicapped children, perhaps the 

best way to investigate their needs and problems is to probe 

the siblings themselves. She has proposed that though the 

data obtained from the existing group studies is anecdotal 

in nature, four major categories of issues have been raised 

by the children who have participated and need to be 
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addressed including 1) the need for information about the 

handicap, 2) the need to understand and to deal with their 

own emotional reactions toward their handicapped siblings, 

3) the need to develop an identity separate from the 

handicapped child, and 4) the need to develop effective 

coping strategies in dealing with their handicapped brothers 

and sisters. 

The clinical work of Murphy, Pueschel, Duffy, and Brady 

(1976) has suggested that the information needs of the 

siblings of handicapped children may vary with respect to 

their ages and is related to the developmental concerns 

associated with different age groups. In their discussion 

groups for siblings of Down's Syndrome children, the 

youngest siblings, aged six to nine years were most 

concerned about describing the handicapped children's 

capabilities and limitations and listening to the medical 

and biological explanations for the disorder. Although the 

10 to 12 year old children similarly were concerned about 

why their brothers and sisters behaved as they did, they 

also were interested in future development and life 

expectancy issues. These latency-aged siblings were 

described by Murphy et al. as the most articulate of their 

participants. The adolescents, though somewhat reticent to 

speak in this group setting, were reported to be the most 

emotionally saddened by their brothers' and sisters' 

handicaps. Their concerns focused on what it would be like 
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not to take part in some of the hallmark activities of 

adolescence and adulthood, that is, driving, dating, and 

raising a family. Some older adolescents worried about the 

genetic effects of the handicapping condition on their own 

children. 

In speculating about some of the special problems that 

would be associated with group intervention for siblings of 

autistic children, several issues surface. First, due to 

the rarity of the autistic disorder, siblings and families 

in general may begin the procedure with less information and 

more misinformation about the handicapping condition than 

would siblings of mentally retarded children. This 

situation may extend the information process as children 

took the time to assimilate new ideas and to work through 

any cognitive dissonance as some old beliefs were 

contradicted. Also, because of the various inconsistencies 

in behavior patterns from autistic child to autistic child, 

each denoting their own combinations of behavioral oddities, 

the group may experience some confusion in discussing their 

siblings. Such issues specific to the disorder of autism 

may support the idea that these siblings be included in 

their own group intervention, apart from siblings of 

children with other handicapping conditions. As more 

intervention groups begin to be conducted with this sibling 

population, the notion of how to develop the most useful and 

efficient intervention for a given group of siblings will 
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need to be addressed. 

However despite these projected problems, group 

intervention appears to be the preferred approach when 

working with most siblings of handicapped children. These 

groups have operated on the premise that the siblings need 

an opportunity to express their feelings and thoughts with 

other children who have similar experiences. Feigon (1981), 

in describing his sibling groups for the adolescents of 

brothers and sisters with varying handicaps, noted that such 

groups have two major functions. The first is informational 

as they offer a forum for specific sibling-requested 

information regarding handicapping conditions, genetic 

concerns, and behavior management. A second function is to 

provide a therapeutic and supportive experience in which 

siblings can address individual needs. This focus allows 

them to "promote a greater understanding of themselves in 

relation to their handicapped brothers and sisters (Feigon, 

1981, p.2)." 

Design of the Present Study 

Given that the siblings of autistic children, as other 

siblings of children with a variety of handicapping 

conditions, demonstrate a need to obtain information about 

the handicapping condition and to gain some comfort and 

support in learning that others share their specific 

experiences and problems, the discussion group format 

appeared to provide a viable forum for intervention. Though 
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group intervention techniques have been attempted with 

siblings of handicapped children in the clinical setting, 

little has been done to systematically evaluate their 

outcome in research. 

The present study proposed to evaluate the differential 

effectiveness of three time-limited interventions, 

information plus support, information plus activity, and 

activity only, in improving the coping ability of siblings 

of autistic children. The three intervention programs 

provided siblings with information about the developmental 

disorder of autism, supportive role play and problem solving 

exercises, and/or supervised recreational activity through 

participation in groups with other siblings of autistic 

children. The activity intervention was offered as an 

attention control procedure to be used as a comparison for 

the issue-oriented techniques of information and support. 

Sibling coping was measured by a battery of self-report and 

parent ratings of behavior and attitudes completed prior to, 

immediately after, and three months following the 

intervention period, by clinical observations, and by 

sibling and parent anecdotal accounts. 

In summary, several research hypotheses were addressed 

in the present study. 

1. First in analyzing the descriptive, preintervention 

data, these siblings of autistic children were expected 

to demonstrate self-perceptions and behavior which was 
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typical of their age-appropriate peers in the 

standardization samples. 

Given that some siblings would demonstrate less adequate 

self-perceptions and behavior, it was hypothesized that 

the greatest problems in coping would be experienced by 

those who already have been identified in the research 

literature to be at most risk, that is, older female and 

younger male siblings. 

When self-report and parent ratings were compared, it 

was expected that parents of the siblings would indicate 

less adequate coping skills than those reported by the 

children themselves. 

Finally, when the merits of the various intervention 

modes were investigated, it was hypothesized that 

siblings participating in the most intensive 

intervention, that is, information regarding the 

handicapping condition of autism and support through 

role play and problem solving activities, would 

demonstrate the most positive outcomes. 



CHAPTER II 

METHOD 

Subi ects 

North Carolina families of autistic children with 

siblings between the ages of nine and 14 years were selected 

from participants of the TEACCH (Treatment and Education of 

Autistic and Communication-handicapped CHildren) program at 

the University of North Carolina at Chapel Hill. This 

state-funded program offers diagnostic and treatment 

services to North Carolina residents whose children exhibit 

communication and/or relational problems associated with 

autism. Of the 64 eligible families contacted by letter and 

follow-up phone calls after chart review, 3 0 expressed an 

interest in having their nonautistic children participate in 

a group intervention for siblings. No more than one sibling 

from each family was selected for participation in order to 

avoid the problem of repeatedly sampling children from the 

same families. In May when the sessions were to begin, 17 

of these 3 0 families committed themselves to the 

intervention which was to span over four consecutive weeks 

including pre-, post and 3-month follow-up assessment. 

Demographic information on these 17 subjects and their 

families is displayed in Tables 1 and 2. 

24 
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Table 1 

Demographic Information for Siblings and Autistic Children 

Autistic Child's 

Subj ect Agea Sexb Grade 
Birth 
order Age Sex IQC Severity^ 

Birth 
order 

1 14-1 G 8 1 6-9 G 80 37.0 (1) 2 
2 10-3 B 4 5 17-5 B 16 40.0 (1) 1 

13-3 B 18 43.0 (1) 3 
3 14-5 G 8 3 15-10 G 51 33.0 (2) 2 
4 12-11 G 7 2 10-11 B 21 32.5 (2) 3 
5 13-11 B 8 6 15-8 B 23 32.0 (2) 5 
6 12-11 B 6 1 6-5 G 83 33.5 (2) 2 
7 10-2 B 4 1 8-0 G 37.5 (1) 2 
8 10-1 G 4 2 7-1 G 45 40.0 (1) 3 
9 14-2 G 8 5 8-8 G 39.0 (1) 6 
10 13-11 G 8 3 15-11 G 35 30.0 (2) 2 
11 11-7 B 5 2 15-3 B 30 30.0 (2) 1 
12 8-11 G 3 2 11-10 B 76 30.0 (2) 1 
13 14-0 G 7 1 7-11 B 45 32.5 (2) 2 
14 10-0 B 4 3 12-10 B 58 36.0 (1) 1 
15 9-8 G 4 2 14-8 B 58 36.5 (1) 1 
16 12-0 G 5 1 7-0 B 100 34.5 (2) 2 
17 9-10 B 4 1 5-6 B 62 30.5 (2) 3 

Note. aAge in years and months. = Girl, B = Boy. cIQs 
were determined by administration of standardized 
intelligence tests that were best suited to the child's age 
and skill levels at time of diagnosis. ^Severity is noted 
by ratings on the Children's Autism Rating Scale (CARS) with 
index of severity in parentheses, 0 = not autistic, 1 = 
mildly to moderately autistic, 2 = severely autistic. This 
scale was developed by Schopler and Reichler (1971; 1980) to 
evaluate the common features of the disorder including a) 
impaired social development in relating to people, events, 
and objects; b) disturbance of language and cognitive 
skills; and c) early onset of the disorder, that is, before 
30 months of age. 
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Family Demographic Characteristics 
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Subj ect 
Number of 
children SESa Raceb 

Parents1 

marital 
status0 

1 2 22 C M 
2 8 58 B M 
3 4 44 C S 
4 3 22 C M 
5 6 58 0 M 
6 2 47 B M 
7 2 25 C M 
8 3 44 C S 
9 6 22 B M 

10 5 40 I M 
11 3 58 B S 
12 2 51 C M 
13 3 36 C R 
14 3 58 B M 
15 2 33 B S 
16 2 22 C M 
17 5 22 C M 

Note. aSES denoted by Hollingshead and Redlick's (Miller, 
1977) two-factor formula based on parents' occupations and 
highest educational grade level achieved. bI = American 
Indian, B = Black, C = Caucasian, 0 = Oriental. CM = 
Married, S = Single, R = Remarried. 

Group Evolvement 

Group I (Information plus Support) met at a medical 

center in a large, urban area of North Carolina. This group 

consisted of four regularly attending members, three females 

(Subjects 1, 3, and 4) and one male (Subject 2). Among 

these four members, only one group meeting was missed. 

Subjects 5 and 6 came only to one session each; but since 

they participated in the assessment sessions, they were 
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included in a post hoc control group, Group IV. The mean 

age of the subjects participating in Group I was 12 years, 

11 months, ranging from 10 years, 3 months to 14 years, 5 

months. Their mean grade level was 7.8. The female co-

therapist for this group was a teacher of a self-contained 

class for adolescents with autism in a junior high setting. 

Group II (Information plus Activity) sessions were held 

at a diagnostic center in a second metropolitan area of 

North Carolina. This was the smallest of the groups with 

only three regularly participating members, Subjects 8, 9, 

and 11. Each child attended all four of the group sessions. 

Subject 10, who did not participate in any part of the study 

beyond the pretesting, was not included in any further 

analysis.1 Subject 7 attended the first session and 

participated in all post intervention evaluation enabling 

him to be included as a post hoc control subject. The mean 

age of the siblings of Group II was 11 years, 11 months 

ranging from 10 years, 1 months to 14 years, 2 months. 

Their average grade level was 6.7. This group was co-

directed by a therapist at the Piedmont TEACCH Clinic who 

participates in diagnostic and program implementation work 

with autistic children and their families. 

^his 13 year old girl, originally tested as a member of 
Group II, did not participate in post test evaluation 
despite efforts to schedule her both as part of the testing 
group and individually. Therefore, though her pretest 
scores were used in the description of the sibling sample, 
she was dropped from any further analysis of the study. 
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Group III (Activity only) had the largest number of 

reliable participants. Five children, Subjects 12, 13, 14, 

15, and 16, attended all four sessions. Their parents 

reported that these children seemed especially eager to 

return each week. Subject 17 came only to the first 

session, but he was included in the post hoc control group 

as he completed all post intervention evaluation measures. 

The children of this group lived in the vicinity of two 

major North Carolina cities. In order to form this group, 

three siblings were driven each week by the author from a 

pickup point in the first city to the meeting place, 

approximately 35 miles away. The mean age of Group III 

participants, comprising the youngest siblings, was 10 

years, 10 months with ages ranging from 8 years, 11 months 

to 14 years, 0 months. Their average grade level was 5.8. 

The co-leader for Group III was the female teacher of a 

self-contained class of latency-aged autistic children. 

A post hoc control group, Group IV, was developed by 

combining four subjects who had participated minimally in 

the intervention (i.e., had attended one session each within 

their respective groups) to serve as a comparison for the 

intervention subjects. Since these youngsters attended 

different sessions within the intervention period, some 

after the first introductory meeting, it was hard for them 

to integrate into the social structure of their groups and 

to understand the basic format of their respective 
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interventions despite some attempt to review the procedures 

for them when they did attend. For this reason it became 

conceivable to think of them as control subjects. The mean 

age of these four youngsters was 11 years, 5 months, ranging 

from 9 years, 10 months to 13 years, 11 months. Their 

average grade level was 6.5. 

Table 3 shows the participation schedule of each 

sibling. 

The selectivity of the sample and the geographic 

limitations placed on subject selection greatly affected the 

distribution of the children within the groups across 

demographic categories. Table 4 shows the group means and 

frequencies for these categories. Average age for the 

sibling groups varied with as much as two years difference 

between the oldest and youngest groups, Groups I and III 

respectively. The size of Group III families was smallest, 

with only two children on the average as compared to four 

for the other groups. The distribution of siblings by sex 

also differed among the groups with the greatest frequency 

of boys in Group IV, the subjects who had participated 

minimally in the group sessions. This all male, post hoc 

control group tended to have the youngest autistic brothers 

and sisters with an average age of 8 years, 11 months. The 

oldest autistic children were concentrated in the families 

of Group I siblings (M - 12 years, 10 months). 
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Table 3 

Sibling Participation in Intervention Procedures 

Sessions 
Pre- _ 

Subject assessment 1 
Post Follow-up 

assessment assessment 

Group I 

1 + + + + + + + 
2 + + + + + + 
3 + + + + + + + 
4 + + + + + + + 
5 + + + + 
6 + + + + 

Group II 

7 + + + + 
8 + + + + + + 
9 + + + + + + + 
10 + 
11 + + + + + + + 

Group III 

12 + + + + + + + 
13 + + + + + + + 
14 + + + + + + + 
15 + + + + + + + 
16 + + + + + + + 
17 + + + + 

Note. + signifies participation in the denoted intervention 
procedures. Subjects detailed in bold print were combined 
to form Group IV, the post hoc control group. 
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Table 4 

Group Means Across Sibling Demographic Categories 

Autistic child's 

Group n Agea 

Sex 

Gradea # sibs Age 

Sex 

Group n Agea Girls Boys Gradea # sibs Age Girls Boys 

I 4 12-11 3 1 6-8 3.3 12-10 2 3 
II 3 11-11 2 1 5-7 3.0 10-4 2 1 

III 5 10-11 4 1 4-6 1.4 10-10 0 5 
IV 4 11-8 0 4 5-5 2.8 8-11 2 2 

Note. aAge and grade are presented in years and months. 

Measures of Sibling Coping 

The primary methods of evaluating both the descriptive 

aspects of the study and the impact of the intervention 

procedures were the self-report and parent measures of 

sibling coping given prior to, directly following, and three 

months after the end of the intervention period. To measure 

the siblings' own perceptions of their ability to cope, the 

children were asked to complete the Self-Perception Profile 

for Children (Harter, 1979; 1983; 1985), the Youth 

Self-Report of the Child Behavior Checklist (Achenbach & 

Edelbrock, 1981; 1983), the Sibling Attitude Questionnaire, 

and the Knowledge of Autism Test. The parents' version of 

the Child Behavior Checklist (Achenbach, 1978; Achenbach & 

Edelbrock, 1979, 1983) was used as the indirect, parent 

report measure. Additionally, parents were asked to 
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complete the Sibling Attitude Questionnaire as an indirect 

measure of their children's attitudes toward their autistic 

brothers and sisters and the Knowledge of Autism Test to 

assess their understanding of autism. These scores were 

compared with the siblings' own scores on these measures. 

Self-Perception Profile for Children (SPPC). This 36-

item self-report measure consists of five separate subscales 

which assess perceived competencies in scholastic, social, 

athletic, physical appearance, and behavioral domains and a 

sixth subscale which measures the child's general feelings 

of self-esteem, independent of any particular skill domain. 

The purpose of this type of scale structure is to allow for 

the discrete evaluation of a child's perceived competencies 

across different skill domains, as well as, the comparison 

of each of the perceived skill scores with his gestalt-like 

construct of self-worth. It differs from single measures 

that sum over feelings about specific attributes and 

abilities. Harter (1979) contends that her scale provides a 

richer, more differentiated profile of the child's self-

perceptions. 

To avoid the problems associated with the tendency for 

children to give socially desirable responses, Harter 

developed a new question format different from the typical 

two-choice format (e.g., true-false, like me-unlike me) of 

existing measures of self-concept. Her "structure 

alternative format" presents the child with the type of 
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question shown here. 

Really Sort of Really Sort of 
true true true true 
for me for me for me for me 

BUT 
| | | | Some kids Other kids | | | | 

often forget remember things 
what they easily. 

learn 

The child first must decide what kind of kid he is most like 

(i.e., the one on the left or the one on the right) and then 

whether the description sort of or really fits him. This 

question format legitimizes either choice, avoids false 

responses, and provides for a broader range of responses. 

The general procedure for scoring the questionnaire is 

to rate each item on a scale of 1 to 4 where 1 indicates the 

lowest perceived competence and 4 reflects the highest 

perceived competence. Item scores are transferred to a Data 

Coding Sheet and grouped according to the subscale to which 

they belong. Mean scores are reported for each subscale and 

a profile of six separate scores is constructed for each 

subj ect. 

The SPPC has been standardized for children in the 

third through eighth grades. The most impressive 

psychometric properties of the measure are its factorial 

validity with each subscale clearly defining a separate 

factor and an extremely stable factor pattern existing 

across all grade levels. Individual item means for the 

standardization groups fall slightly above the midpoints of 
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2.50 (i.e., ranging from 2.40 to 3.34) suggesting no ceiling 

or floor effects and standard deviations fluctuate around 

1.00 revealing adequate item variability. Internal 

consistency subscale reliabilities, based on Cronbach's 

Alpha, ranged from .71 to .86 for the six subscales (Harter, 

1985). 

Youth Self-Report (YSR). This version of Achenbach's 

child behavior scale was designed as a self-report measure 

for preadolescents and adolescents aged 11 to 18 with mental 

ages of about 10 years and reading skills at the fifth grade 

level. The 113-item scale consists of many of the social 

competence and problem behavior items included in the 

parents' version stated in the first person (see description 

of CBCL). Scoring profiles including standard T-scores and 

percentile conversions are used to denote the pattern of the 

child's perceptions of his behavioral functioning. T-scores 

on this measure can range from 55 to 100 on the Problem 

Behavior scales and from 10 to 55 on the Social Competence 

scales. High scores (above T = 70) on the Problem Behavior 

scales and low scores (below T = 30) on the Social 

Competence scales are considered deviant. A cutoff score 

marking the limits of the "normal range" of the Total 

Problem Scores was set by the authors at the 90th percentile 

of the non-clinical standardization sample. Only profiles 

of children whose Total Problem Scores are within the 

clinically deviant range, ie., the upper 10 percent of the 
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standardization group, can be further described. 

Test-retest reliability studies with clinic populations have 

yielded a .69 correlation for YSR Total Problem Scores over 

a six-month interval (Achenbach & Edelbrock, 1983). 

Sibling Attitude Questionnaire (SAcn . This 34-item 

multiple choice questionnaire (see Appendix A) is an 

adaptation of the Sibling Questionnaire developed by Lord, 

Garfin, and Robb (1980) designed by the present author. It 

was used as an outcome measure to determine changes in 

siblings' attitudes toward their handicapped brothers and 

sisters following the intervention. 

The scoring of this questionnaire rates siblings' 

responses on a four point scale with 1 indicating the lowest 

negative attitude and 4 reflecting the highest positive 

attitude toward the handicapped child. Total raw scores are 

calculated for each sibling by summing across items. Total 

item mean scores also are determined for each subject by 

dividing the raw score by the number of items answered. 

This item score is thought to be the most accurate measure 

of sibling attitude as it accounts for items that have been 

left blank and sums only over the questions to which the 

subjects respond. Internal consistency reliability based on 

Cronbach's Alpha yielded a coefficient of .83. 

Children's Social Desirability Scale fCSDK in 

addition, siblings who participated in the study completed 

the Children's Social Desirability Scale (Crandall, 
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Crandall, & Katkovsky, 1965; see Appendix B) to determine 

which children were more likely to have responded in a 

socially desirable fashion than to have answered the 

statements in a manner reflecting their true feelings. This 

46-item, true-false questionnaire rates children according 

to grade level on their need to perceive themselves as 

conforming with societal standards. 

Knowledge of Autism Test (KAT^. The KAT (see Appendix 

C), a 34-item true-false measure of knowledge of autism 

developed specifically for this study, was used to obtain an 

index of the siblings' and parents' understanding of autism. 

The questions were designed to tap the knowledge gained 

during the information periods of the intervention programs 

to determine if siblings' understanding of this disorder 

changed at all as a result of these procedures. Scores on 

this measure are derived by summing correct responses for 

each subject at each testing interval and calculating the 

percentage correct. 

The alpha coefficient, computed by the KR-20 model as 

the test data are in dichotomous form, was calculated to be 

.50. Several test items, items 3, 7, 11, 14, 26, 28, and 32 

were consistently answered correctly by the siblings and 

failed to discriminate among them at pretesting. These 

items should be reworded for future administration of the 

test. 

Child Behavior Checklist (CBCL^. The 118-item CBCL, 
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chosen to measure parents' evaluations of their 

nonhandicapped child's behavior problems and adaptive 

competence, was developed by Achenbach (1978). It consists 

of a list of problem behaviors to be rated by parents on a 

three-point scale (0 = not true, 1 = sometimes true, 2 = 

very true) and descriptive questions providing information 

regarding participation in activities, social relationships, 

and school success. 

Item scores are summed and plotted on profile sheets 

which relate individual scores to norms for age and sex and 

provide standard T—scores and percentile conversions for 

broad-band (i.e., Internalizing and Externalizing syndromes) 

and narrow—band factors as well as three competence scales 

(Achenbach & Edelbrock, 1983). Problem factor scores range 

from 55 to 100 with deviance indicated by 70 or above and 

social competence scaled scores range from 10 to 55 with 

deviance indicated by 30 or below. Factor scores yield a 

Total Problem Score and a Social Competence Score with 

cutoffs for the "normal range" based on the non-clinical 

standardization sample and set at the 90th percentile of the 

Total Problem Scores and the 10th percentile of the Total 

Social Competence Scores. As on the YSR Scale, only 

profiles of children whose Total Problem Scores are within 

the clinically deviant range can be discussed further. 

Additional Measures 

Clinical Rating Outline. Following each group session, 
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the participant siblings were clinically rated by the co-

therapists for their respective groups on subjective 

behavioral outlines devised by the author for this purpose 

(see Appendix D). The outline format allowed therapists to 

comment on the siblings' general responses to the 

procedures, their interactions with the therapists and other 

sibling group members, and the specific sibling issues noted 

within the session. These clinical ratings were used in the 

formulation of the Qualitative Results. 

Anecdotal Questionnaires. To determine general 

anecdotal feelings of both siblings and parents regarding 

their participation in the study, questionnaires were 

devised (see Appendices E & F). The first six questions of 

these measures asked children and parents to rate on a 

seven-point Likert scale behavioral and attitudinal changes 

in the siblings which may have been the result of their 

participation in the intervention. This first page of the 

questionnaires was completed at post test and follow-up 

evaluations. The Likert ratings or these questions were 

averaged separately for siblings and parents to comprise 

mean anecdotal scores. The remaining questions, only 

completed by the siblings and their parents at post testing, 

surveyed their opinions on the logistical aspects of the 

groups for possible future structuring of the intervention 

procedures. 

Child Care Questionnaire. As many of the siblings in 
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their discussion during group sessions described a wide 

range of caretaking responsibilities regarding their 

autistic brothers and sisters, a questionnaire (see Appendix 

G) designed to query families on this issue was developed as 

a post hoc measure and completed by parents at follow-up. 

Items polled parents regarding the weekly frequency with 

which siblings were asked to assume caretaking duties for 

their handicapped and/or other nonhandicapped children. 

Parents were also asked to respond to questions inquiring 

about their use of other means of child care. Comparisons 

between the participant siblings' caretaking 

responsibilities and other siblings with nonhandicapped 

brothers and sisters are made in the Results section. 

Procedure 

Pretreatment assessment. Following subject 

recruitment, the 17 sibling participants and their parents 

were scheduled for pretreatment assessment. Children were 

grouped in geographic areas and were asked to attend group 

testing sessions. If families were unable to be present at 

these sessions, testing was scheduled in their homes on an 

individual basis. Groups varied slightly as to their 

availability for testing with individual sessions having to 

be scheduled for two children from Group I, two children 

from Group II, and three children from Group III. 

All pretreatment assessment sessions began with the 

signing of consent forms by children and parents after they 
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had listened to a brief explanation of the purposes and 

procedures of the study (see Appendices H & I). Parents 

then were asked to go to another room to complete family 

information sheets (see Appendix J), the CBCL, and the SAQ 

stating their expectations of their nonhandicapped 

children's feelings about their autistic brothers or 

sisters. The siblings remained with the author to complete 

the SPPC, YSR, SAQ, CSD Scale, and KAT. Table 5 displays 

the testing schedule for all evaluation sessions. Children 

who demonstrated difficulty in reading and/or comprehending 

the first two items when read by them aloud (i.e., two items 

per child in groups) worked with the author as she read the 

questions to them and reworded items which they asked to 

have clarified. Breaks were taken in the testing as needed 

to assure more accurate responding by the subjects. These 

initial assessment sessions ranged in time from one and a 

quarter to three hours. Following pretesting, the three 

intervention groups consisted of six, five, and six sibling 

subjects respectively. 

General structure of groups. Each of the three 

intervention groups met for four weekly 90-minute sessions. 

Though the projected study had described six 60-minute 

sessions, when interested families were polled for 

scheduling, they indicated that they preferred to commit 

their time for four longer group meetings taking the project 

into mid June. As school was to be ending at that time and 
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Table 5 

Assessment Measures 

Measures 

Testing interval Child Parent 

Pre-intervention SPPCa Family Information Sheet 
assessment YSR" CBCLe 

SAQC SAQ 
CSD Scale 

KATd 

Post intervention SPPC CBCL 
assessment YSR Anecdotal Questions 

SAQ 
KAT 

Anecdotal Questions 

Follow-up SPPC CBCL 
intervention YSR KAT 
assessment SAQ Anecdotal Questions 

KAT Child Care Questionnaire 
Anecdotal Questions 

Note: aSelf-Perception Profile for Children (Harter, 1979; 
1983; 1985). "Youth Self-Report (Achenbach & Edelbrock, 
1981; 1983). cSibling Attitude Questionnaire and dKnowledge 
of Autism Test were devised by the author for this study. 
eChild Behavior Checklist (Achenbach, 1978; Achenbach & 
Edelbrock, 1979, 1983) was used as the indirect, parent 
report measure. Additionally, parents were asked to take 
the Sibling Attitude Questionnaire and the Knowledge of 
Autism Test as indirect measures of their children's 
attitudes toward their autistic brothers and sisters and 
their understanding of autism to be used in comparison with 
the siblings' scores. 
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several of the families were planning to leave on vacation 

and also as several of the participants were planning to 

travel distances as far as 40 miles to attend sessions, the 

scheduled activities were rearranged in longer sessions to 

span over fewer weeks. Groups I, II, and III were randomly 

assigned to information plus support, information plus 

activity, and activity only interventions. A post hoc 

control group, Group IV, was comprised of four subjects who 

had attended only one intervention session each but also had 

participated in all evaluation procedures. Group IV served 

as a minimal intervention comparison to the other groups. 

Group sessions were conducted by two therapists. The 

author acted as leader in all sessions and she was supported 

in each group by a developmental professional (i.e., either 

teacher or therapist) employed by the TEACCH program with 

specific experience in working with autistic children. 

Their combined experience with these children was approx-

imately 21 years, ranging from 4 to 11 years individually. 

Introductory exercises. Prior to beginning the 

scheduled activities with each group, sibling participants 

from all three groups were led in introductory exercises to 

present the members to each other and to have them describe 

their autistic brothers and sisters to the group. During 

this introductory period, the purpose of getting together in 

groups with other siblings who had handicapped brothers and 

sisters was explained briefly. The children were told that 
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they were in a special position to help us learn more about 

what it is like to live in a family with a handicapped 

child. 

Following this brief explanation of the study, the 

siblings were asked to write down on index cards two 

positive and one negative characteristic of themselves 

(i.e., defined for them as "strengths or things you like 

about yourself" and "weaknesses or things you dislike about 

yourself"). After all group members, including the 

cotherapists, had completed this assignment, the cards were 

collected, shuffled, and redistributed randomly. Then 

members were requested to determine whose card they had 

drawn and to interview that person so they would be able to 

introduce him to the group. The children were reminded to 

be sure to question the interviewee about the strengths and 

weaknesses noted on the card. Following some productive 

chaos, the interviews were completed and the siblings and 

cotherapists introduced each other to their respective 

groups. 

Then each sibling was encouraged to think of some 

strengths and weaknesses of their autistic brothers and 

sisters as they would be asked to describe them to the group 

in a similar manner. Several of the children across all 

three groups had some difficulty thinking of positive 

characteristics. However with help from the other children 

and the cotherapists, siblings were able to note a wide 
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range of behavioral characteristics and they proudly 

displayed the pictures of the autistic brothers and sisters 

they had been asked to bring. 

With the introductions made, the groups began in the 

specific intervention activities planned for the first 

session. 

Information on autism. Siblings of Groups I and II 

started with a didactic experience during which they 

participated in a discussion on autism. Two 15-minute 

periods, or a total of 30 minutes per session, were provided 

each week (see Table 6). An outline of the lesson plan for 

individual sessions is presented in Appendix K. Information 

which covered a broad range of topic areas was compiled from 

several well-respected sources on autism (DeMyer, 1979; 

Rutter & Schopler, 1978; Schopler & Mesibov, 1982). 

Discussion ideas were introduced by the author and the 

siblings were encouraged to provide examples of their own 

brothers' and sisters' behaviors to illustrate the specific 

points. Though the siblings generally had to be prompted to 

take part in this way, their behavioral examples, when 

given, were very appropriate to the discussion. 

Cotherapists also became involved in this didactic period to 

varying degrees. At the beginning of each session following 

the first, a brief review of the previous weeks' material 

was included to reinforce learning of the information and to 

allow absentees an opportunity to be integrated into the 



Table 6 

Structure of Group Sessions 

45 

15 30 

Minutes 

45 60 75 90 

Group I 

Didactic Role play Break Didactic Role play 
I I I I 

Group II 

Didactic 
.1. 

Activity Break Didactic 
I I. 

Activity 

Group III 

Activity Break Activity 

Note: Didactic instruction on autism was provided for two, 
15-minute time periods per session in Groups I and II. Role 
play exercises or recreational activity, in these two groups 
respectively, was scheduled during two, 25-minute time 
periods. Recreational activities for Group III spanned the 
session, divided into two, 40-minute time periods. All 
groups broke for 10 minutes in the middle of each session 
when the siblings were given an opportunity to interact 
informally and have a light snack. 

group activity. 

Role plav exercises. The remaining portion of the 

sessions for Group I siblings involved them in supportive 

intervention exercises in the form of role play (Chesler & 

Fox, 1966; Sarason & Sarason, 1974). As displayed in Table 

6, each session incorporated approximately 50 minutes of 
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role play, which were divided into two 25-minute periods and 

alternated with the two shorter periods of didactic 

discussion. 

During the first session, subjects were introduced to 

the role play technique through a series of exercises 

described by Thompson (1978) in his guide, Using Role 

Plavinq in the Classroom. The siblings were asked to take 

part in a progressive series of warm-up activities designed 

to demonstrate some of the objectives of the role play 

technique. They were encouraged to be spontaneous and to 

express themselves using any gestures and/or verbalization 

that would show how they would act and feel in the described 

situations. Only one sibling was designated principal actor 

(i.e., the sibling role) and "director" of each role play, 

but that child was able to enlist the help of other group 

members as he wished. Though the siblings seemed shy at 

first and had to be called on to take a turn at presenting a 

situation during the first round, by the second session they 

were volunteering and keeping track of whose turn it was to 

go next. 

The actual role play situations designed to elicit both 

negative and positive behaviors and feelings are presented 

in Appendix L. Each scenario was described on an index card 

and the one to be performed was chosen by the cotherapists 

from a set of nine prepared situations. If there was no 

volunteer, the cotherapists asked one of the siblings to 
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present the situation. Everyone was given an opportunity to 

participate once before a next round of role plays was 

begun. A cotherapist read the situation to the principal 

actor, embellishing it to some degree to help place the 

child in the role. The child was then asked to plan a 

presentation that would display his reactions and feelings 

to the situation. Siblings were encouraged to ask for the 

help of the cotherapists if they were not sure of how to 

stage a specific situation. 

The "role" of the audience was emphasized as well. 

Sibling observers were encouraged to think about their own 

reactions to the staged situations with regard to whether 

this had ever happened to them, what was their response, and 

what might they do if it happened to them again. Following 

each role play, they were asked to share these thoughts in 

discussion of the dramatized situation and to think of 

alternative ways of dealing with the proposed circumstances. 

Recreational activity. During the activity portion of 

the sessions for Groups II and III (see Table 6), the 

siblings chose a group recreational activity from a list of 

possible games which ranged from sedate card games requiring 

some concentration to more active team competitions. Though 

the siblings generally could agree, occasionally the 

cotherapists had to negotiate compromises in their choices. 

Appendix M presents a description of the games. 

Breaks for social conversation and snacks. Ten-minute 
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breaks were scheduled to provide a change in activity for 

group members. Snacks and light conversation were 

structured into this time. Though the siblings across all 

groups seemed to feel a bit uncomfortable and related in a 

rather stiff manner at first, this social time gave the 

participants an opportunity to interact more informally than 

they had in the sessions. 

Post treatment and follow-up assessment. The battery 

of outcome measures, including the SPPC, YSR, SAQ, KAT, and 

CBCL, was repeated directly following the completion of the 

intervention procedures at post test evaluation and again 

three months after this testing at follow-up (see Table 5). 

Anecdotal questionnaires were also included in these 

evaluations to determine the general feelings of the 

siblings and parents regarding their participation in the 

study. Omitted from these evaluations were the CSD Scale 

and the SAQ for parents which were used as one-time 

validation and comparison measures for the sibling SAQ. 

At the follow-up evaluation, two additional measures, 

the KAT and a Child Care Questionnaire, were given to the 

parents to complete. Parents' and children's KAT scores 

were compared to determine the extent to which these TEACCH 

participants had shared their increased understanding of the 

autistic disorder with their nonhandicapped children. The 

Child Care Questionnaire queried parents about their 

children's reponsiblilities in caring for their autistic 
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brothers and sisters as well as other children and about 

their present options regarding other means of child care. 

Debriefing and additional sessions for control 

subjects. Following the final follow-up evaluations, 

families were seen individually by the author and provided 

with a general description of the study design, individual 

feedback on the sibling's performance in the group, and some 

preliminary results. Though the statistical findings did 

not support the claim that any one intervention was superior 

over the others, children who had been included in Groups II 

and III were offered the opportunity to attend additional 

sessions to experience the parts of the procedure they had 

not received in the initial intervention phase. Only 

subjects from Group III accepted this offer, and two 

additional two-hour sessions of information and role play 

were held with these siblings. Two of the five regularly 

attending participants returned for both of the sessions, 

and two other siblings attended one session each. 



CHAPTER III 

RESULTS 

Quantitative statistical methods are usually required 

for an adequate analysis of the behavioral development of 

subjects in inferential studies. To the extent that such 

techniques can be considered relevant and valid to describe 

the data collected here, statistical methods of analysis 

will be used. However, a complete reliance on quantitative 

methods may serve to limit the scope and richness of 

findings which can emerge from the qualitative analysis of 

the developmental course of individual subjects (Chess & 

Thomas, 1984). Therefore, an integrated combination of both 

quantitative and qualitative methods of analysis will be 

attempted. Quantitative results, through the description 

and manipulation of scores on the various dependent measures 

used, will help to quantify specific subject reactions to 

the interventions and to assess the initial hypotheses with 

as much mathematical precision as this small sample size 

will allow. Qualitative or descriptive data will be 

presented to help clarify and modify apriori hypotheses and 

to formulate new hypotheses that will allow for the 

exploration of the theoretical and practical implications of 

this research. 

50 
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Description of Sibling Sample 

In viewing the total sample of 17 siblings of autistic 

children at pretest, the standardized dependent measures of 

coping, the SPPC and the Achenbach behavioral measures, 

suggested that as a group these children with autistic 

brothers and sisters were not unlike their age-appropriate 

peers within the normative sample. However, individual 

scores on these and the other self-report and parent 

measures noted a number of individually deviant patterns. 

The profiles, both by measure and by child, are detailed in 

this section to provide a more complete description of the 

sibling sample prior to intervention. 

Self-Perception Profile for Children. Table 7 provides 

an overall view of sibling self-perceptions as measured on 

the Harter scale for Global Self-Worth as well as the 

specific behavioral competencies. Global Self-Worth was 

generally within average range for the standardization 

group. Also within the normative range, but slightly more 

negative were feelings expressed by these siblings about 

their Social and Athletic Competence and Physical 

Appearance. Harter (1985) indicated that these scores 

tended to cluster, suggesting a moderate relationship among 

them. She hypothesized that, for children of this age, 

physical attractiveness and athletic prowess were important 

factors in determining popularity and acceptance with peers. 

As scores on these subscales clustered in a negative 
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Table 7 

sibling z-Scores on the SPPC at Pretest 

Self-Perception Profile for Children 

Subj ect scx sc2 AC PA BC SW 

1 1.93 1.37 -2.11* -2.35* 1.89 1.70 
2 -0.12 0.47 -1.28 -0.38 1.26 0.14 
3 -1.01 -0.22 -0.99 -1.38 -0.24 -0.13 
4 0.87 0.65 -0.06 -2.21* -0.21 0.58 
5 1.01 0.71 -0.59 -0.56 0.20 0.02 
6 0.90 1.49 1.39 0.76 1.80 1.31 
7 -1.93 -1.48 -1.07 -0.40 -1.26 0.35 
8 1.16 -0.97 -0.19 1.02 0.18 0.36 
9 -0.76 -0.54 -0.72 -0.90 -1.44 -1.16 
10 0.94 -0.22 -0.99 -0.90 1.29 0.14 
11 0.32 0.17 0.03 -1.14 0.64 0.52 
12 0.33 -1.18 1.88 -1.18 0.69 -0.77 
13 -1.59 -2.56* -1.73 0.25 0.06 -0.23 
14 0.09 -0.40 -0.61 0.89 -2.35* -0.28 
15 -0.59 0.35 -1.14 -2.00* -1.20 -2.61* 
16 -1.14 -1.69 -0.34 -1.95 -2.50* -2.14* 
17 1.00 0.26 -0.17 -0.16 2.70** 0.35 

Note. SCi = Scholastic Competence, SC2 = Social Competence, 
AC = Athletic Competence, PA = Physical Appearance, BC = 
Behavioral Competence, SW = Global Self-Worth. 
* denotes a significant difference (i.e., two standard 
deviations below the mean) from norms in a negative 
direction. ** denotes a significant difference (i.e., two 
standard deviations above the mean) from norms in a positive 
direction. 

direction, some minor discomfort with regard to social 

acceptance was noted for the group as a whole. Though the 

mean perception of Behavioral Competence was rated most 

highly positive, a higher degree of variance was noted in 

the individual scores, suggesting more individual 

differences among these self-perceptions. 
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On the six scales of the SPPC, individual siblings 

indicated with few exceptions that their judgments of their 

own competence in the five specific domains as well as of 

their overall self-concepts were comparable to the normative 

samples. Table 7 also demonstrates that only nine out of 

102, or approximately 9 percent, of the scaled scores 

denoted low self-perceptions.2 Two siblings indicated low 

Global Self-Worth. 

Despite this small total percentage of clinically 

deviant scores for the total sample, all were reported by 

six of the siblings (see Table 7). Therefore, six of the 17 

children reported at least one low self-competence score in 

the areas measured by the Harter profile. Subjects 1, 15, 

and 16 each scored low on two of the six scales, with the 

later two noting significantly low Global Self-Worth 

ratings. Specific domain insecurities were noted by these 

subjects in Athletic Competence, Physical Appearance, and 

Behavioral Competence. The other three children, with low 

self-perceptions, Subjects 4, 13, and 14, indicated 

insecurities in the areas of Physical Appearance, Social 

Competence, and Behavioral Competence. None of the subjects 

2AS the standardization groups were arranged by grade 
levels, individual mean domain scores were converted to z-
scores for purposes of comparison across grades. Low, or 
negative scores, represented least adequate self-judgments 
while high, or positive scores, indicated most adequate 
self-judgments. Scores of -2.00 and lower denoted 
significantly low perceptions (i.e., 2 SDs below the mean) 
in comparison to the respective standardization groups. 



54 

noted problems in perceptions of their Scholastic 

Competence. 

Subject 17, a 10 year old boy, indicated the only 

significantly high score and it was reported in Behavioral 

Competence. This domain was noted in the test manual to 

have a specific gender effect for boys. It was suggested 

that boys tend to see themselves as less well behaved than 

girls of the same age. Subject 17's high score suggested 

that he felt significantly more positive regarding his 

behavior than most boys his age. 

Youth Self-Report. On this measure of the siblings' 

own perceptions of their behavior, Total Problem Behavior 

T-scores ranged from 37 to 78.3 Five of the 17 youngsters 

reported patterns of problems that fell within the 

clinically deviant range at pretest (Table 8). 

The deviant profile patterns of these five children 

reporting behavior problems varied. Three noted 

Internalizing behavioral tendencies describing themselves as 

fearful, overinhibited, and overcontrolled. This pattern 

was indicated in their profiles by a 10 point or greater 

difference between Internalizing and Externalizing scores. 

Internalizing scores combined Depression and Somatic 

3T-scores on this scale can range from 55 to 100. The Total 
Problem score has a deviant cutoff denoting the upper 10 
percent of the non-clinical standardization sample. Only 
profiles of children whose Total Problem scores are within 
this clinically deviant range can be further described. 
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Complaint categories for girls and Depression and 

tendencies to feel isolated socially and sometimes out of 

touch with their environments. Another older female 

sibling, Subject 16, indicated Internalizing behaviors in 

the form of feelings of unpopularity, but she also noted 

some delinquent ideas. Subjects 7 and 14, younger male 

subjects, indicated greater than average somatic concerns 

and demonstrated general tendencies of anxiety and 

fearfulness. Subject 14, however, additionally reported 

some aggressive and acting out behaviors. 

Sibling Attitude Questionnaire. Subject reliability 

on the Sibling Attitude Questionnaire was verified by the 

subject's scores on the Children's Social Desirability Scale 

(CSD). Individual raw scores on the CSD were converted to 

z-scores for comparisons across grades. Table 9 shows the 

range of z-scores on this measure to extend from 1.91 

(demonstrating a strong need to respond in a socially 

desirable manner) to -1.73 (indicating a contrasting 

independent style). Fifteen of the scores were between 1.00 

and -1.00 in the average range suggesting that the scores of 

these subjects on the Sibling Attitude Questionnaire 

4Although Internalizing and Externalizing categories seemed 
to reflect contrasting types of behavior problems, they were 
not mutually exclusive. As noted by the test developers, 
they demonstrate a general dimension and it is suggested 
that individuals who score very high in one problem area 
tend to be above average in other problem areas as well 
(Achenbach & Edelbrock, 1983). 
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Table 9 

CSD and SAO Scores for Siblings and Parents at Pretest 

Children1s 
Social Desirability 

Scale (CSD)a 

Sibling Attitude 
Questionnaire (SAQ)b 

Sibling Parent 

Subj ect z-score Total Item Total Item 

1 -0.06 99 2.9 88 2.6 

2 -0.16 77 2.3* 106 3.1 

3 0.05 103.5 3.0 78 2.3* 
4 0.17 115 3.4 97 2.9 

5 -0.80 90 2.6* 87 2.6 

6 0.66 92 2.8 82 2.8 
7 0.85 109 3.3 87 2.6 

8 -1.73 104 3.2 93 2.7 

9 0.05 95 2.9 105 3.1 

10 0.52 106 3.1 90 2.6 

11 0.25 111 3.3 87 2.6 

12 0.17 97 2.9 91 2.7 
13 1.91 105 3.1 94 2.8 

14 -0.16 92 2.7 85 2.5* 
15 -0.08 81 2.4* 92 2.7 
16 -0.54 106 3.1 105 3.1 
17 -0.43 2.9 93 2.7 

Note. aAs the standardization groups for the CSD Scale were 
arranged by grade levels, individual scores were converted 
to ^-scores for purposes of comparison across grades. 
bTotal SAQ scores for siblings ranged from 77 to 115 with 
M = 98.91, SD = 10.60. Parents' Total scores ranged from 78 
to 106 with M = 91.76, SD = 7.93. Item scores were 
calculated by dividing individuals' Total scores by the 
number of statements answered providing a more accurate 
rating of their mean attitude as some subjects did not 
respond to all questions. Siblings' Item scores ranged from 
2.3 to 3.4 with M = 2.94, SD = 0.31. Parents' Item scores 
ranged from 2.3 to 3.1 with M = 2.70, SD = 0.22. 
* denotes significance by one or more standard deviations 
below the mean. 
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(Table 9 also) could be viewed as reliable measures of their 

feelings toward their autistic brothers and sisters. This 

implied that the sibling attitude ratings of the two 

children with outlying scores, Subjects 8 and 13, were 

suspect for social desirability effects since their scores 

on the CSD indicated that they tended to be affected by 

other people's perceptions, one in a conservative and the 

other in an independent direction, at least more than most 

children their ages. However, as Table 9 shows their 

attitude scores were well within range of the group mean, 

neither inflated nor deflated as might have been expected, 

all subjects' scores on this attitude measure were judged to 

be reliable. 

The scores on the Sibling Attitude Questionnaire ranged 

from 77 to 115 with a mean of 98.91 and a standard deviation 

of 10.60.5 Item scores ranged from 2.3 to 3.4 (M = 2.94, 

SD = 0.31). Using this measure, only two children, Subjects 

2 and 15, reported negative, or less socially desirable, 

attitudes towards their autistic brothers which were 

significantly lower than the group. With respect to the 

scoring system, Item scores below 2.5 signified areas of 

possible conflict for the siblings in that they noted 

5The 34 items on this measure were scored from 1 to 4, the 
lowest possible score when the questionnaire was scored in 
the least socially desirable direction was 34 and the 
highest possible score, or most socially desirable response, 
was 136. 
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instances in which the autistic child's disorder was 

associated with some negative feelings in themselves. A 

third child, Subject 5, reported an Item score that fell 

below one standard deviation from the group mean, but the 

direction of his overall attitude still tended to be within 

the positive range. 

An item analysis determined that the sibling sample as 

a whole responded negatively to five questions, items 5, 6, 

8, 27, and 30 (see Appendix A). Their concerns appeared to 

be centered on issues relating to a) reactions of others 

toward the autistic sibling in public, b) inability of the 

autistic siblings to do things for themselves that seemed to 

be within their capacity, and c) future dependency of the 

autistic sibling on the family. 

Knowledge of Autism Test. There were 34 questions on 

this self-report measure assessing the siblings' 

understanding of autism. The mean number of questions 

answered correctly was 23.9 with a standard deviation of 

3.39. Scores by individual subjects are listed in Table 10. 

Significantly low scores were obtained by Subjects 11 and 12 

(respectively one and two standard deviations below the 

mean). 

An item analysis on this measure indicated particular 

difficulty (i.e., less than 50 percent accuracy) on 5 

questions, items 8, 22, 23, 24 and 33 (see Appendix C). 

Specific problems focused on issues relating to a) the 
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Table 10 

Child and Parent Scores on the KAT 

Subj ect 

KAT raw 

Sibling 

scores 

Parent 

1 26 30 
2 23 27 
3 29 26 
4 24 32 
5 28 28 
6 22 26 
7 27 30 
8 25 — 

9 24 24* 
10 25 — 

11 16* 27 
12 18* 29 
13 21 27 
14 25 21* 
15 24 24* 
16 27 28 
17 22 32 

Note. The mean raw score for siblings was 23.9 questions 
correct, SD = 3.39 as compared to the mean raw score for 
parents which was 27.4 questions correct, SD = 3.13. 
* denotes scores that are more than one standard deviation 
below the mean for the sample indicating significantly less 
knowledge of autism in comparison to the total sample. 

autistic child's general inability to imitate, b) his/her 

general inability to sustain friendships, c) the 4 to 1 

gender prevalence of the autistic disorder in boys, d) the 

general tendency for the autistic child to be uncomfortable 

with unfamiliar places and activities, and e) the useful 

effects of medication on hyperactivity, attention problems, 

and self-injurious behaviors sometimes associated with 
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autism. 

Child Behavior Checklist. As on the YSR, sibling group 

behavior reported by parents was also within the standards 

of the normalizing children (see Table 11). Though the 

group Social Competence scores6 were within the average 

range, the individual scores noted a number of deviantly low 

scores in the parents' ratings of social functioning and 

seemed to vary more than expected for children within the 

specific age groups. 

Individual parents' descriptions of the behaviors of 

their children on Achenbach's CBCL indicated six siblings, 

to be within the clinically deviant range for Total Problem 

Behaviors and nine to score significantly low in Social 

Competence. Three of these siblings, Subjects 11, 12, and 

16 were reported to demonstrate both behavior and social 

problems. Individual T-scores are reported in Table 8. 

These figures indicated that 12 of the 17 children in this 

sibling sample were described by their parents as having 

behavior problems and/or limited social abilities, a much 

higher percentage than the 16 to 17 percent found in the 

non-clinical standardization sample of children for this 

measure (Achenbach & Edelbrock, 1983). However as 

6T-scores on the Social Competence scales of the CBCL can 
range from 10 to 55. Low scores (below T = 3 0) are 
considered deviant. Cutoff scores marking the limits of the 
"normal range" are set by the authors at the 10th percentile 
of the Total Social Competence scores in the non-clinical 
standardization sample. 
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previously reported, several of the parents who completed 

this scale on the siblings said that they had difficulty 

rating the items for their nonhandicapped child because this 

child's behavior was not "strange enough" to fit the 

questions. They indicated that they continued to be 

confused by the task, at times finding that they were 

actually rating the behavior of their handicapped child 

instead of that of the sibling participating in the study. 

Also, some parents reported that they were not familiar with 

all the social activities in which the children were 

engaged. The rating confusion left these Social Competence 

scores suspect for error. 

Of the six children described with problem behaviors, 

two were said to demonstrate Internalizing behavioral 

tendencies, three were reported to have both Internalizing 

and Externalizing problem behaviors, and one was described 

to be an acting out, or Externalizing child. Only Subjects 

1, 10, and 16 had themselves reported behavior difficulties 

suggesting some disparity between child and parent ratings 

for individual cases (Table 8 also). 

The nine children reported to demonstrate social 

competence problems were described by their parents by some 

lack of participation in activities, by inadequate relations 

with others, and/or by poor school performance. None of the 

Internalizers were also reported to have social problems. 

The free-response format of this section of the 
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questionnaire raised additional concerns regarding validity 

as parents were required to detail actual social 

performance. It seemed that many of them were not able to 

be specific in describing their children's behavior and 

therefore, either guessed or responded with no answers at 

all. 

Sibling Attitude Questionnaire completed bv parents. 

The parents also were asked to rate their non-handicapped 

children's attitudes regarding their autistic brothers and 

sisters. This proved to be another difficult task for some 

as they complained about not being sure of how their 

children felt about having autistic siblings. A mean of 

91.76 and a standard deviation of 7.93 were indicated. 

Table 9 shows that parent Total scores ranged from 78 to 

106. Item scores ranged from 2.3 to 3.1 with a mean of 2.70 

and standard deviation of 0.22. Only the mother of 

Sibling 3 reported that she would expect her daughter to 

view her sister's autistic disorder in a negative way. 

Knowledge of Autism Test for parents. As the sibling 

participants' scores on this measure tended to be high, it 

was suggested that these members of TEACCH families may have 

acquired an unusual amount of knowledge about the disorder 

of autism through their families' participation in that 

program. To explore this hypothesis and to serve as an 

additional comparison measure, parents were asked to take 

the KAT at follow-up testing (Table 10). As follow-up data 
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was collected on 15 subjects, only 15 parent scores on this 

measure were reported. The raw mean score for parents on 

this measure was 27.4 with a standard deviation of 3.13. 

Comparisons Within Measures for Child and Parent Scores 

Achenbach measures. Table 8 shows comparisons of 

T-scores reported on the YSR and CBCL. These comparisons 

were made to determine differences in the way the 

nonhandicapped siblings and their parents viewed their 

behavior. Pearson Product Moment Correlations between the 

scores on these two measures were calculated and are 

reported in Table 11. They indicate that parent and child 

scores on the Total Problem Behavior, Internalizing, and 

Externalizing scales of the Achenbach were not significantly 

correlated and suggest a random relationship between the 

pairs. A series of t-tests for correlated samples indicate 

no significant differences between these groups on the 

Achenbach scales rating the siblings1 problem behaviors 

(Table 11 also) despite some large differences noted among 

the individual sibling/parent pairs. 

Table 8 also shows a comparison of self-report and 

parents' ratings of Social Competence on the Achenbach 

measures. As can be noted from the differences in T-scores, 

there is much individual disagreement between child and 

parent in viewing the social functioning of these 

nonhandicapped children. Though there was no correlation 

between the pairs, a t-test for correlated samples yielded a 
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Table 11 

Statistical Comparisons Within Measures for Siblings and 
Parents 

Pearson t-tests 
Product Moment for 

n correlations correlated samples 

Achenbach Measures (YSR and CBCL) 

Total Problem 17 r = 0.11 t = 0.16 
Internalizing 17 r = 0.11 t = 0.51 
Externalizing 17 r = 0.03 t = 1.64 

Social Competence 17 r = 0.44 t =-3.09* 

Sibling Attitude Questionnaire (sibling and parent) 

Item score 17 r =-0.17 t = 2.13 

Knowledge of Autism Test (sibling and parent) 

Raw score 15 r =-0.05 t =-2.91* 

Note. * denotes significance at the p < .01 level. 

t value of -3.09, p <.01 and indicated the parents' scores 

to be significantly lower than the siblings' own reports of 

their Social Competence (Table 11). Because of the concerns 

already cited regarding the validity of these parents' 

Social Competence scores, this difference must be viewed 

with some caution. 

Sibling Attitude Questionnaire. A t-test for related 

samples indicated a non-significant difference between 

sibling and parent Item scores on the SAQ (t = 2.13, 
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E > *01, Table 11). Despite these results, the trend of the 

scores suggested that when asked to describe the attitudes 

of the nonhandicapped siblings toward the autistic children, 

many of these parents estimated less socially acceptable 

feelings than were actually reported by the siblings 

themselves. Ten of the 17 sibling/parent pairs reported 

disagreement in this direction. Only three of the parents 

reported attitude scores that were higher than those 

reported by their children. 

Knowledge of autism. Individual comparisons of child 

and parent knowledge of the autistic disorder on the KAT are 

detailed in Table 10. A t-test calculation for correlated 

samples found the parents' scores to be significantly higher 

than their children's scores (Table 11) indicating that 

parents had a significantly better understanding of autism 

than their children. The non-significant correlation 

between the scores suggested that any relationship between 

the sibling/parent pairs was random. 

Coping Abilities of Siblings Across Dependent Measures 

In this sibling sample of 17 children, three were 

described as demonstrating coping difficulties on the 

standardized, dependent measures of the study7 by both child 

and parent report (Table 12). Though these siblings showed 

some differences in their coping patterns, demographically 

they displayed several of the mediating sibling 

characteristics thought in the literature to place a child 
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with a handicapped brother or sister at risk for 

psychological problems (see Tables 1, 2, and 13). Two of 

the three, Siblings 1 and 16, were older (i.e., older than 

the autistic child) sisters whose families were relatively 

small, with their autistic brother or sister as the only 

other children. Although Sibling 1 had recently accepted 

greater caretaking responsibility for her 6 year old sister, 

the time spent in this child care role was less when 

compared to Sibling 16. This twelve year old cared for her 

younger autistic brother daily until her mother returns home 

from work. During the summer, her responsibility for his 

care increased to 40 hours a week. Sibling 10, the third 

adolescent female had three normal siblings as well as an 

older autistic sister. However, she was closest in age to 

this handicapped sixteen year old and frequently assumed 

caretaking responsibility for all the children. Despite the 

continued efforts of the author to urge participation, 

Sibling 10 failed to take part in any of the intervention 

procedures beyond pretesting. Interpretation of these 

clinically deviant findings were presented to her and her 

70nly the scores on the standardized self- and parent report 
measures, the SPPC, YSR, and CBCL, were used to rate overall 
sibling coping abilities. Social Competence Total scores on 
the Achenbach measures were not included in this diagnosis 
of overall coping abilities as 1) there is no deviant cutoff 
score on the YSR, and 2) CBCL scores on this scale were 
described with poor validity due to the difficult format of 
the questionnaire and the parents' confusion regarding which 
of their children they were rating. 
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Table 13 

Number of Siblings Identified with Problems in Coping at 
Pretest 

Measures3 

GIRLS BOYS TOTAL 

older younger*3 older younger 

Child 
Report 

2 1 1 1 5 

Parent 
Report 

2 1 3 

Reported 
By Both 

3 3 

TOTAL 5 3 1 2 11 

8 3 

Note: aOnly scores on the standardized SPPC, YSR, and CBCL 
were used to rate overall sibling coping abilities. b01der/ 
younger than the autistic child. 

mother at the completion of the project. 

With regard to coping styles, Siblings 1 and 10 were 

described by themselves and their parents as Internalizers, 

noting signs of withdrawal and depression. They were 

reported to be excellent students, as they earned high 

grades in their gifted classes at school and they 

participated in various social activities with a wide circle 

of friends. Low self-perceptions were also reported by 

Sibling 1 in Physical Appearance and Athletic Competence. 

Child and parent behavioral descriptions of Sibling 16 
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were less compatible. Both she and her mother suggested 

that she was impulsive, somewhat aggressive and destructive, 

and had poor social skills, providing an Externalizing 

behavioral profile. However, this adolescent also described 

herself as having internalized feelings of social isolation 

and low self-esteem that were not reported by her mother. 

This sibling experienced more school and social problems 

than the others as she had been retained once, continued to 

earn poor grades, and seemed to be isolated by her peers. 

Of the remaining eight children with problems, six, 

reported problems in their own behavior or problems in 

dealing with their autistic brothers and sisters and three 

were described by their parents as having problems in either 

or both of these areas (Tables 12 & 13). These five female 

and three male siblings presented varied profiles with a 

reported range of behaviors and self-perceptions. 

Six sibling participants reported or were reported by 

parents to have no or insignificant coping problems8 (Tables 

12 & 13). Three, Subjects 5, 6, and 17, were among the 

children who participated in only one session. Although 

their scores on the standardized dependent measures were 

8Four of these six siblings were reported by their parents 
to have clinically deviant Social Competence scores on the 
CBCL. Due to the questionable validity of this scale for 
these parents, significantly low scores were not used to 
describe overall subject deviance if they were the only 
deviant scores obtained by the child on the standardized 
measures. 
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standard for their ages, male Siblings 2 and 5 reported 

negative attitudes toward the autistic siblings on the SAQ. 

Group Comparisons At Pretest 

Due to the small size of the groups, descriptive non-

parametric statistics rather than inferential statistics are 

most appropriate. The Kruskal-Wallis Test for Ranked Sums 

and the Median One-way Analysis, were calculated on group 

scores for all dependent measures to determine whether the 

four groups demonstrated differences at pretest. No 

statistically significant differences were obtained between 

the group means. 

Statistical Comparisons of Pre and Post Test Measures 

Comparisons bv groups, when the Kruskal-Wallis Test 

for Ranked Scores was applied to the change in scores on the 

dependent measures following the intervention with all 

groups, no significant differences were indicated. Several 

combination analyses in which groups were compared according 

to intervention procedures (i.e., information vs. no 

information, no activity vs. activity) were attempted with 

no differences noted between the groups. 

Individual change score analysis. The significance of 

change in each individual sibling was also assessed on the 

standardized dependent measures (i.e., SPPC, YSR, and CBCL) 

using a form of the t-test.9 This form of the t-test, 

described by Lord and Novick (1968) in their book 

Statistical Theories of Mental Test Scores, provides a 
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mathematical approach which uses the population variation in 

scores and the reliability of each test or questionnaire. 

When this statistical procedure was used on the scores, 

several of the siblings and parents indicated significant 

improvement in self-perceptions and/or behavior following 

the group intervention procedures. Tables 14 through 18 

show the individual changes in scores on the dependent 

maesures. In Group I, Sibling 3 reported improved 

perceptions of her athletic abilities. The mother of 

Sibling 8 in Group II observed fewer behavior problems in 

her daughter, particularly those denoting withdrawing 

patterns. Group III children noted the greatest number of 

positive changes. Siblings 13, 15 and 16 reported 

significantly improved global self-concepts. Additionally, 

the later two felt more positively about other areas of 

their behavior including Athletic Competence and Physical 

Appearance for Sibling 15 and Scholastic Competence and 

Physical Appearance for Sibling 16. 

The subjects who had participated minimally, Group IV 

9This calculation compared the change in scores on each 
measure from pretest to post test or post to follow-up 
testing to a version of the standard error of the difference 
(SEP) based on the standard error of measurement (SEM). The 
SEM corrects the standard deviation (SD) for the lack of 
perfect reliability in the test scores. Computationally, 
the SEP is the square root of the sum of the variance errors 

of measurement for the two test scores (\/ SEM2 + SEM ) 
where SEM is defined as the product of the SP times the 

square root of 1.0 minus the reliability ( SP\/ 1 - r x x ). 
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Table 16 

Comparison of Pre. Post, and Follow-up Scores on the SAQ 

Subj ect Pre Post Follow 

Group I 
1 2.9 2.9 2.9 
2 2.3 2.6 2.7 
3 3.0 3.1 3.2 
4 3.4 3.4 3.4 
M 2.90 3.00 3.05 

Group II 
8 3.2 3.4 
9 2.9 2.9 2.8 

11 3.3 2.7 2.8 
M 3.13 3.00 2.80 

Group III 
12 2.9 2.9 3.0 
13 3.1 2.8 3.0 
14 2.7 2.7 3.0 
15 2.4 2.5 2.6 
16 3.1 3.3 3.4 
M 2.84 2.84 3.06 

Group IV 
5 2.6 2.9 2.8 
6 2.8 2.7 2.7 
7 3.3 3.0 2.9 
17 2.9 2.9 2.8 
M 2.90 2.88 2.80 

Note. Item scores were calculated by dividing individuals' 
Total scores by the number of statements answered providing 
a more accurate rating of their mean attitude as some 
subjects did not respond to all questions. 
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Table 17 

Comparison of Pre, Post and Follow-up Raw Scores on the KAT 

Subj ect Pre Post Follow 

Group I 
1 26 30 32 
2 23 25 22 
3 29 26 25 
4 24 29 29 
H 2 5 . 5 2 7 . 5 2 7 

Group II 
8 25 27 — 

9 24 27 27 
11 16 24 21 

M 2 1 . 7 2 6 . 0 2 4 

Groups I & I (Information) 
M 2 3 . 9 2 6 . 9 2 6 

Group III 
12 18 23 24 
13 21 24 24 
14 25 27 24 
15 24 24 25 
16 27 29 26 

M 2 3 . 0 2 5 . 4 2 4 . 6 

Group IV 
5 28 23 25 
6 22 28 28 
7 27 22 25 

17 22 27 26 
M 2 4 . 8 2 5 . 0 2 6 

Groups III & IV (No information) 

M 2 3 . 8 2 5 . 2 2 5 . 2 

Note. Scores denote number of questions answered correctly. 
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siblings, noted some positive changes as well. Social 

improvement was reported by Sibling 6 on the SPPC and by the 

parents of Sibling 7 on the CBCL. Sibling 17's mother 

indicated fewer behavior problems for her son with a 

significant decrease in internalizing behaviors. 

Several of the siblings who participated in the 

intervention procedures also reported significantly 

decreased self-perceptions on the SPPC. These occurred in 

Global Self-Worth for Sibling 1, in Athletic Competence for 

Sibling 9, and in Social Competence for Sibling 11. 

Evaluation of Outcome Effects at F O 1 1 O W - U P Testing 

Though the statistical analysis of follow-up scores 

using the Kruskal-Wallis test again yielded no significant 

differences between the groups, the change score analysis 

continued to show a variety of effects on the self-

perceptions and behaviors of individual siblings (see Tables 

14, 15, and 18). These results indicated that the 

significant improvement noted in the perceptions of two of 

the Group III siblings at post testing was maintained at 

follow-up. Siblings 15 and 16 continued to report 

improvement in general self-concept and in their perceptions 

of Physical Appearance, Athletic Competence, and Scholastic 

Competence respectively. At follow-up testing, Sibling 16 

also suggested that she demonstrated fewer isolated and 

withdrawn behaviors. Her mother, however, observed 

additional problems in this sibling's expression of feelings 
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such as loneliness and worthlessness as well as the 

immature, aggressive acting-out behaviors noted at pretest. 

This child/parent pair did express some agreement on the 

sibling's improved social competence. The mother of Sibling 

15 noted fewer expressions of self-doubt and isolation in 

her daughter's behavioral repertoire. 

Additionally, Siblings 4, 13, and 14 noted 

significantly improved self-perceptions on the SPPC in the 

domains of Physical Appearance, Scholastic Competence, and 

Behavioral Competence. Sibling 9 reported and Sibling 2 was 

reported by his parents to demonstrate fewer internalizing 

behaviors on the Achenbach measures. 

Several behavioral changes were noted among the Group 

IV control siblings as well. Sibling 7 demonstrated a 

dramatic decline in self-reported behavior problems of both 

an internalizing and externalizing nature. He suggested 

significantly more positive feelings about himself and his 

capabilities. Also, Sibling 17's mother continued to report 

improved behavioral functioning in this youngster who 

demonstrated no significant behavior problems at pretest. 

Sibling 1 continued to report significantly low self-

perceptions and at follow-up testing her social competencies 

were viewed as particularly inadequate. Though she was 

reported by herself and by her mother to be clinically 

depressed throughout her participation, at the end of the 

study, her mother noted additional social problems 
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describing her relational behaviors as moody, sulking, and 

suspicious. 

Anecdotal Changes 

Anecdotal questionnaires were completed by all 

participating children and parents at the post test sessions 

and again at follow-up sessions. Both objective Likert 

scale responses as well as subjective answers to open-ended 

questions were requested from all participants, including 

those who dropped out of the study. 

Likert ratings. On the 7-point Likert rating scales, 

the children's ratings of change indicated no statistically 

significant differences either among the different groups or 

between post and follow-up testing scores. Group means are 

reported in Table 19. The greatest indication of change 

following intervention was noted by the siblings of Groups 

II and III. Siblings in these groups indicated improvement 

in behaviors toward the autistic children, their parents, 

and their friends as well as in self-perceptions. Mean 

scores at follow-up testing for all four groups indicated at 

least the same degree of change or, as in Groups I, II, and 

IV, additional improvement. 

The parents observed even fewer subjective changes in 

their children. Several reported only slight degrees of 

improvement in the behavior of the siblings toward their 

autistic brothers and sisters. Few changes as a result of 

participation in the intervention were suggested in other 



82 

Table 19 

Likert Scale Ratings at Post and Follow-up Testing 

Subj ect 

Sibling 

Post Follow 

Parent 

Post Follow 

Group I 
1 4.00 4.75 4.25 3.75 
2 6.00 6.75 6.25 6.25 
3 5.25 5.00 5.25 5.50 
4 4.25 4.75 4.00 4.25 
M 4.88 5.31 4.94 4.94 

Group II 
8 4.50 4.75 — _ — — 

9 6.00 5.00 5.25 4.75 
11 7.00 7.00 4.50 4.75 
M 5.83 6.00 4.83 4.75 

Group III 
12 6.25 5.75 4.00 4.25 
13 4.50 5.50 5.50 4.50 
14 6.50 5.00 4.00 4.00 
15 4.75 5.25 4.00 6.00 
16 6.00 6.50 4.00 5.50 
M 5.60 5.60 4.30 4.85 

Group IV 
5 4.75 4.75 6.50 5.63 
6 4.00 4.00 4.00 4.00 
7 4.75 6.25 4.00 4.00 

17 5.00 4.50 4.25 4.25 
M 4.63 4.88 4.69 4.47 

Note. Likert rating on this scale ranged from 1 to 7 with 
1 = most negative change, 4 = no change, and 7 = most 
positive change in sibling behavior and/or attitudes 
following the intervention procedures. The scores on the 
first six questions were averaged to calculate the Total 
mean score represented above. 
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areas of the siblings' lives. No significant differences 

were noted between post and follow-up testing scores. 

Anecdotal comments: Siblincrs. The siblings' responses 

to the individual procedures of the groups were varied with 

children noting some enjoyment of each of the various 

activities across the groups. A 14 year old adolescent from 

Group I, the older sister of a mildly impaired autistic 

girl, suggested that she was especially pleased with the 

information format as it allowed each child to have input 

into the discussion and gave other siblings the opportunity 

to learn about the range of behaviors exhibited by their 

brothers and sisters. This sibling also indicated that the 

role play was less enjoyable for her as it was embarrassing 

to have to act "without props" in front of her peers. 

Another, more outgoing, female sibling from this group 

reported that the role play was the most fun for her and 

that she wished there had been time to do more of it during 

the intervention period. The games and the snack were 

described as the best parts of the group meetings for a 

Group II latency-aged boy. A female from this group agreed, 

stating that the snack time offered them a chance to talk. 

Several youngsters from Group III suggested that though they 

enjoyed the recreational activities of their sessions, they 

also would have liked the chance to talk more about their 

brothers' and sisters' "problems". 

Following the intervention period, children reported 
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that they had a better understanding of their autistic 

siblings' behaviors and were better able to cope with the 

problems that arose because of their disorders. The 

siblings suggested that they had increased respect for their 

handicapped brothers and sisters, and that now they were 

especially sensitive toward their feelings. One youngster 

said that she was more aware of her autistic brother's 

capabilities. She indicated that she thought that "he could 

do more" than she used to think he was able to do. 

Several of the children indicated that they felt better 

about themselves. They said that they were more willing to 

help out with their autistic brothers and sisters as they 

were more confident in their ability to manage these 

children and knew that they could be helpful to their 

parents. One child suggested that he was proud that his 

parents felt better about his behavior toward his autistic 

sibling. A young nine year old said that she now realized 

that though handicapped children are special and require 

more attention from their parents, "they don't actually get 

more love" than their nonhandicapped siblings. She 

suggested that she was more willing to do things that she 

could do for herself and not be so demanding of her parents' 

time and attention. 

The siblings' response to their participation in the 

group sessions was very positive. All but one minimally 

involved youngster indicated that they would return for more 
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sessions. At the final meetings, several siblings asked to 

share phone numbers and addresses so they could keep in 

touch with other children in the group. They indicated that 

it was good to know that other families were much like their 

own. 

Anecdotal comments: Parents. Parents of the 

regularly-attending children seemed pleased with their 

children's involvement in the intervention groups. These 

parents were generally willing to arrange their own 

schedules to be sure that their children could participate 

in the group sessions. One parent indicated that she could 

never forget about the group meetings since her son reminded 

her about them all week long. Another mother phoned the 

author at one o'clock in the morning when a schedule 

conflict came up to ask if she could provide transportation 

to group for her son the next day. 

Several of the parents, especially two Group III 

mothers, seemed pleased to find support for themselves as 

they met in the parking lot while waiting for their children 

and discussed issues relating to their autistic sons. These 

two mothers were particularly supportive of one another as 

both were facing difficult school placement decisions and 

proved to be useful resources for each other regarding how 

to successfully work within the public school system. 

Following the intervention period, parent anecdotal 

accounts of the group sessions were very complimentary. 
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They suggested that both the participant siblings and they, 

themselves, were pleased with the children's participation. 

Though they seemed to be more realistic than their children 

to the probable effects of the respective interventions as 

noted in their Likert ratings of sibling changes, they 

indicated much satisfaction and suggested that they would 

encourage their children to return for additional sessions 

if they were scheduled. 

Parents reported that they felt that the sibling group 

experience offered their children a sense of belonging; they 

suggested that it was good for them to see that other 

children have similar family circumstances. They said that 

their children seemed to show increased tolerance for their 

autistic brother's or sister's behaviors and that they 

tended to help out more with their care. One parent 

indicated that she thought her daughter was no longer 

ashamed of her autistic brother. Finally, another mother 

noted that her nonhandicapped youngster was better able to 

realize that her parents did love her as much as her 

autistic brother. She suggested that her daughter was more 

accepting of the difference in the amount of attention given 

to them. Several parents reported that they thought sibling 

intervention could be helpful to their nonhandicapped 

children periodically throughout their lives. 

Child Care Data 

Issues of caretaking were studied at follow-up testing 
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as many of the participant families had indicated during the 

intervention period that they experienced problems in 

finding adequate help in caring for their autistic children. 

It appeared from talking with these families that the 

nonhandicapped siblings assumed more responsibility for this 

care at younger ages and for longer periods of time than 

average latency-aged to early adolescent youngsters would be 

expected to do. Parents, in general, provided several 

explanations for this situation. They indicated that it was 

difficult to find responsible caretakers who could be 

trusted to know how to manage their autistic children. They 

also reported that their nonhandicapped children had already 

demonstrated that they could handle the autistic youngsters 

better than most other people who were not familiar with 

their behavioral patterns. Finally, several of the parents 

suggested that they relied on the siblings for child care 

duties because of the financial and scheduling convenience. 

Parents were asked to respond to questionnaires (see 

Appendix K) at follow-up testing to determine the extent of 

the caretaking responsibility that was being delegated to 

the nonhandicapped siblings. Information gathered within 

the categories displayed in Table 20 was compared to 

existing data for normal children collected in a survey 

study by Melrich, Roizen, Rubin, and Buckley (1982). 

Subjects in the Melrich et al. study were 477 sixth grade 

children from Oakland, California who were described with 



88 

Table 20 

Child Care Data Collected From Parents at Follow-un 

Number of siblings who care for autistic child 

YES 13 (87 percent) 
NO 2 (13 percent) 

Average days per week Average hours per week 

<1 2 (13) 
1 4 (27) 

2 - 3 2 (13) 
4 - 5 1 ( 7 ) 
almost daily 4 (27) 

1 - 2 7 (47) 
3 - 5 1 ( 7) 
5 - 10 2 (13) 

10 - 20 3 (20) 

Parents who report difficulty in finding help with child 
care 

YES 10 (67) 
NO 5 (33) 

Use of other sources of child care 

Never 

Relatives 4 
Other (i.e., io 
friends, hired adults 
or teenagers, etc.) 
Respite care li 

(27) 
(67) 

(73) 

Occasionally Frequently 

8 
4 

(53) 
(27) 

4 (27) 

3 (20) 
1 ( 7) 
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similar demographic characteristics to the siblings included 

in the present study. The exception noted was that the 

siblings of autistic children generally came from larger, 

two-parent families. Although the siblings in the present 

study demonstrated a wider age range than the sixth graders 

in the normal comparison sample, only one of the older 

female siblings did not begin to care for her autistic 

sister until after her sixth grade year. 

The parents who participated with their nonhandicapped 

youngsters in this project indicated that 87 percent of 

their children accepted child care responsibilities for 

their autistic brothers or sisters. While slightly more 

than half of these children provided this care on the 

average of once a week for approximately two hours or less, 

27 percent of the sibling sample was responsible for their 

brothers or sisters on a daily basis, most often caring for 

them after school each day until their parents returned home 

from work. Sixty-seven percent of the families polled 

reported that they had difficulty in finding caretaking help 

for the autistic children. They occasionally relied on 

relatives to provide this care, and, less often, sought help 

from friends, hired sitters, and respite care workers. 

Seventy-three percent of the parents indicated that they had 

never used respite care for their autistic children. 

Comparative results, presented in Table 21, indicated 

that a greater proportion of the study siblings (87 percent) 
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Table 21 

Weekly Child Care Responsibilities for Siblings of Autistic 
Children Compared to Average Sixth Graders (Percentages! 

Almost 4-5 2-3 Less 
Ever daily times times Once often Never 

Siblings of Autistic Children 

Boys 86 14 0 29 29 14 14 
Girls 88 38 14 0 25 13 13 
Total 87 27 7 13 27 13 13 

Average Sixth Graders 

Boys 65 8 5 15 15 22 35 
Girls 67 13 8 17 17 13 33 
Total 66 10 7 16 16 17 33 

Note. Comparative data for average sixth grade siblings was 
collected and reported by Medrich, Roisen, Rubin, and 
Buckley (1982) in their book, The Serious Business of 
Growing Up: A Study of Children's Lives Outside School. 

provided child care for their autistic brothers and sisters 

than did the siblings in the normative study (66 percent). 

No differences with regard to the sex of the siblings were 

reported in either sample. Boy and girls had equal 

opportunity to care for their siblings whether they were 

autistic or not. The average amount of time each week spent 

in child care was generally comparable for both sibling 

samples, except for the children who were putting in the 

most time, almost daily. Siblings of autistic children 
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clearly assumed more caretaking responsibility than their 

peers with normal brothers and sisters (i.e., 27 percent as 

compared to 10 percent) and girls within the study sample 

tended to placed in this role more often than boys (38 

percent vs. 14 percent). The delineation across sex was 

not as disparate for the sixth grade children (13 percent 

vs. 8 percent). 



CHAPTER IV 

DISCUSSION 

The goals of this sibling study were two-fold. The 

first was to provide a body of descriptive information about 

the population of siblings of autistic children and their 

families. To date, the majority of the sibling studies have 

been conducted with siblings of mentally retarded children. 

Though it appears that mediating factors other than the type 

of handicapping condition may affect the coping ability of 

the nonhandicapped sibling (Grossman, 1972; Lobato, 1983), 

it is believed that systematic study of the differential 

impact of various other handicapping disorders will help to 

determine the full range of possible sibling effects. Also, 

a focus on relevant within-group differences will begin to 

discriminate those siblings who respond well to the evident 

stress from those who do not. The descriptive data 

presented here attempts to evaluate the effects of several 

of these mediating characteristics with this sibling sample 

and to discuss more clearly which of these characteristics 

in combination may place the siblings at great or at minimal 

risk for coping problems. 

Second, this study was designed as a pilot investi-

gation to explore the interventions presently being used in 

92 
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the clinical setting with siblings of handicapped children 

and to determine their applicability to the more specific 

population of siblings of autistic children. Siblings 

within the age range of nine to 14 years were recruited as 

these young adolescents have been described as subjects who 

have been most amenable to such preventive intervention 

(Murphy et al., 1976). Though fulfillment of this primary 

goal was limited by the small number of subjects who 

continued in any given intervention condition, child and 

parent response to the project was enthusiastic and 

suggested an expressed need for such supportive services for 

siblings in these families. Specific conclusions of the 

study are presented within this dual format. 

Description of the Sibling Sample 

These latency-aged to early adolescent children offered 

a rich profile of behaviors and attitudes to add to the 

existing base of descriptive information. As a group, the 

siblings of autistic children included in the present sample 

were not unlike their same-age peers within the normal 

population on the standardized, dependent measures used to 

assess coping. However, individual scores on these 

behavioral and attitudinal measures of coping demonstrated 

clinically deviant profiles for a number of the children 

within the sample group. Though caution must be used when 

analyzing such a small sample, detailed analyses of these 

patterns of sibling functioning and some discussion of the 
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apparent discrepancies in results are offered here. 

Group functioning. The siblings' mean perceptions of 

Global Self-Worth and specific domain competencies in the 

areas of Scholastic, Social, Athletic, Physical Appearance, 

and Behavioral were well within normal ranges for the 

standardization groups. These encouraging results suggested 

that, as a group, siblings of autistic children tend to 

express age-appropriate feelings about themselves. They 

provided support for the growing body of research evidence 

that suggests that siblings of handicapped children are 

often well-adjusted (Breslau et al., 1981? Langer, Gersten, 

McCarthy, Eisenberg, Green, Herson, & Jameson, 1976; Mates, 

1982/1983). 

Although the mean self-perceptions of the siblings 

included in the present study were comparable to those of 

normalized samples of same-age peers, they did not, as a 

group, demonstrate the enhanced global self-concepts 

reported by Mates (1982/1983) and Berger (1980/1981). 

Additionally, these siblings suggested slightly negative 

perceptions of their social acceptance and popularity as 

perceived by lower mean scores on the Social, Athletic, and 

Physical Appearance domains.10 Behavioral Competence 

10As already mentioned in the Results section, Harter (1985) 
indicated clustering of these scaled scores and hypothesized 
that, for children of this age, physical attractiveness and 
athletic prowess were important factors in determining 
popularity and acceptance with peers. 
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ratings were the most variable of the domain scores 

suggesting that the group demonstrated wide individual 

differences among their perceptions of their behavioral 

functioning. Since siblings in this project were recruited 

from the same clinical population of TEACCH participants 

used by Mates, factors other than supportive service 

variables appear to account for the siblings' self-

perceptions. Differences in findings may have been due to 

use of a new measure of self-concept. 

Mates (1982/1983) and Berger (1980/1981) used the 

Piers-Harris Children's Self-Concept Scale in their studies. 

The Piers-Harris offers a global measure of self-concept. 

Harter (1983), author of the SPPC used in this study, has 

contended that children across the age span of third to 

tenth grades make clear distinctions between competence in 

areas of cognitive, social, physical, and behavioral skills 

as well as what she has labeled general self-worth. She has 

demonstrated that this structure is characterized by 

extremely high loadings on these designated factors, with no 

systematic cross-loadings. It is her belief that children 

do not feel equally competent in every skill domain, thereby 

seriously questioning the global score index measures of 

self-regard, like the Piers-Harris, which sum over 

heterogeneous items. Such measures may in fact be masking 

distinctions made by children among the different domains in 

their lives. 
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Siblings' behavior, as measured on the Achenbach 

scales, the YSR and the CBCL, also reflected normal 

adjustment as scores on all scales across children's and 

parents' perspectives were generally within average ranges 

for their ages. Despite the normal behavior patterns noted, 

the ranges for both children's and parents' group ratings of 

social competence suggested a wider variability in scores 

than would be expected of the norm. This pattern therefore 

may have reflect increased individual subject deviance in 

social functioning within the present sibling sample. 

Though the parents', as a group, tended to observe more 

problems in their children's social and school behaviors 

than were reported by the children themselves, the validity 

of these parent ratings of social competence has been 

questioned. 

In their study comparing the sibling relationships of 

mentally retarded, autistic, and nonhandicapped children, 

McHale et al. (1984) addressed a similar pattern of results 

as that which was demonstrated in these group findings. 

They noted that their groups of siblings of handicapped 

children showed minimal differences in behavior and 

attitudes toward their brothers and sisters as compared to 

the group of children with nonhandicapped siblings. 

However, they suggested that a closer look at the range of 

individual responses within the three sibling groups 

indicated that children with handicapped brothers and 
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sisters, unlike those with nonhandicapped siblings, showed 

greater variability in their responses with some siblings 

giving fairly negative reports while others gave very 

positive reports. When averaged together, the group of 

children with handicapped siblings looked very similar to 

the comparison group whose members all reported ratings 

within much more narrow bounds. 

Wide variability in scores between subjects on several 

of the standardized dependent measures occurred in the 

present study as well. This variability suggested inade-

quate coping abilities for some siblings and exceptionally 

good adjustment for others. Significantly low self-

perceptions and/or large numbers of reported behavior 

problems may have been experienced by siblings as a result 

of living with a handicapped brother or sister. Those 

siblings with above average scores on these measures of 

coping may have been extremely well—adjusted despite their 

family circumstances. However, it also seems possible that 

those siblings, or their parents depending on the measure, 

with exceptionally "good" scores may have experienced some 

denial. Although denial could prove to be a useful coping 

strategy in families of handicapped children, such a 

response may lead to psychological problems if the siblings' 

functioning cannot realistically be evaluated in relation to 

their autistic brother's or sister's. 

individual patterns of coping behavior. When 
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individual sibling scores were examined, the profiles of the 

study sample of children yielded some deviant patterns of 

functioning. Domain and global self-worth scores on the 

SPPC reflected significantly low self-perceptions for six 

of the 17 siblings. Low perceptions were indicated across 

all individual domains and Global Self-Worth, with the 

exception of the cognitive domain suggesting that academic 

competence was not a cause of concern for these siblings. 

Individual sibling results on the Achenbach measures of 

behavior also demonstrated a greater number of clinically 

deviant scores for this sample of children than would be 

expected in the normal population of children their ages. 

On self-report, five of the 17 siblings expressed behavior 

problems. As 10 percent is the expected level of deviance 

in the normal population on these behavioral measures, more 

of the sibling subjects described themselves as experiencing 

problem behaviors than other children their ages. The 

problems reported suggested withdrawing patterns of behavior 

including depression, somatic complaints, and generalized 

anxiety. 

Parents of the sibling participants reported six of the 

children to have behavioral problems. Concerns were more 

varied than the children's with specific problems noted in 

depression, somatic complaints, identity confusion, 

aggressive activity, and insensitivity to others. Half of 

these youngsters or three of the six had themselves reported 



99 

behavior problems. Therefore, a total of eight of the 

siblings demonstrated behavioral coping problems by their 

own and/or by parent report, significantly higher than the 

10 percent expected in the normal population. McAdoo and 

DeMyer's (1979) assertion that confusion generated within 

the family because of the autistic child's behavior causes 

increased stress may offer some explanation for this rather 

high rate of individual behavior problems. 

The high percentage of Social Competence problems, also 

indicated individual difficulties in social functioning. 

Parents' ratings suggested that nine of their children 

demonstrated a lack of participation in activities, 

inadequate relations with others, and/or poor school 

performance. As already noted the format of this section of 

the questionnaire may have been responsible for some 

distortion in these reports. However, these results may 

also have suggested that parents, who do not have sufficient 

awareness of the social functioning of their children, are 

not able to respond accurately to this part of the 

questionnaire. Despite the fact that there is no deviant 

cutoff score for the child version of this behavioral rating 

scale, the sibling's T-score ratings were significantly 

higher than their parents' estimates of their social 

competence. 

Other measures of coping. Several other measures of 

coping which were specifically designed for this study 
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yielded additional descriptive information about these 

siblings of autistic children. These measures were not 

normed due to the difficulty of finding adequate numbers of 

siblings with autistic brothers and sisters to be used both 

as participants in the study and as members of a 

standardization group. 

Attitudes of the siblings toward their autistic 

brothers and sisters were measured on the SAQ. Scores on 

this attitude rating scale suggested that the siblings' 

attitudes were generally positive as they seemed able to be 

realistic about their family situations. Despite a lack of 

statistical significance, these scores were slightly higher 

when compared to parents' ratings of the siblings' feelings. 

Parents' descriptions suggested that they expected that 

living with an autistic brother or sister was more difficult 

for their nonhandicapped children than was actually conveyed 

by the children themselves. As the CSD Scale suggested that 

the siblings in this sample were able to accurately report 

their feelings without being swayed by social pressures, it 

seemed likely that their parents judgments were slightly 

biased in the negative direction. 

According to the scores on the KAT, many of the 

siblings in the sample were aware of many of the major 

aspects of their brother's or sister's autistic disorder and 

were able to convey this on the test. However, several 

problems were noted, even following the intervention 
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procedures, concerning the autistic children's relational 

difficulties and their rigid adherence to familiar routines. 

Siblings did not report the characteristic problems in 

relating to people, viewing their own brothers and sisters 

as friendly and easily accepted by others. They also 

described them as atypically flexible in their behavior and 

willing to experience new things. Cardang, Folkens, Hines, 

and Steward (1979) used Piaget's decalage phenomenon in 

their sibling study to describe the less accurate 

conceptualizations of illness reported by siblings of 

diabetic youngsters when compared to those of siblings of 

healthy children. They suggested that general stress 

regarding the disorder acts as an intrusion factor to 

produce lower levels of general cognitive understanding. 

This explanation also may be applied to the informational 

blocks of the siblings of autistic children in the present 

study. 

Additionally, poor internal consistency of this measure 

suggested that specific difficulties in the siblings' 

understanding of the disorder of autism, in part, may have 

been due to variability in the degree of difficulty of items 

of the test. If future research with this test is to be 

conducted, revision of individual items to make them more 

discriminating will be necessary to improve the overall 

usefulness of the measure. 

Parents of the participant siblings scored 
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significantly higher than their children on this autism test 

suggesting that they had a significantly greater 

understanding of the disorder. As information regarding the 

handicapping condition has been described as useful to 

siblings in adapting to a handicap brother or sister (Murphy 

et al., 1976; Grossman, 1972; Schreiber & Feeley, 1965), it 

was suggested that these parents have additional knowledge 

to share with their nonhandicapped children in the process 

of enhancing their coping ability. Helping parents 

determine how to present the information and how to deal 

with the nonhandicapped siblings' emotional response would 

be an appropriate goal for professionals. Research 

comparing these informational results with the knowledge of 

families of autistic children who have not been involved in 

the TEACCH program would provide a means of assessing 

whether the level of understanding for the disorder is 

increased as a function of ongoing supportive family 

services. Such information would be helpful to clinicians 

working with these families. 

Comparisons of sibling and parent ratings. In summary, 

the present findings regarding the comparison of self-report 

and parent measures suggested that parent ratings of 

behavior and attitudes are not unlike those of the 

nonhandicapped siblings. The nonsignificant discrepancies 

noted on the SAQ with parents rating their normal children's 

attitudes toward the autistic child as more negative than 
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reported by the siblings themselves did not support the 

hypothesis that parents perceptions of these children 

indicate less adequate coping. They seemed instead to 

suggest that parents view the siblings perceptions of living 

with the autistic child as more difficult than is reported 

by the siblings themselves. However, the confusion the 

parents indicated regarding which child they were rating on 

the Social Competence scale of the Achenbach behavior 

measure and on the SAQ suggests that repeated and explicit 

instructions are necessary when using paper-and-pencil 

ratings with these families. A recommendation for the use 

of more objective, observational ratings of behavior between 

family members in future research is explored in a later 

section. 

fiirmmarv profiles. Summary results across standardized, 

dependent measures (i.e., self-perceptions and sibling and 

parent behavior profiles) indicated that 11 children of the 

sibling sample reported or were reported by their parents to 

demonstrate coping problems. Attempts to impose some order 

on individual subject findings has been difficult at best. 

However, use of Trevino's (1979) profile for identifying 

siblings potentially "at risk" or more vulnerable to the 

possible adverse effects of growing up with a handicapped 

brother or sister has made it possible to formulate several 

summary statements. Again, Trevino's profile of family 

characteristics signaling the worst prospects for normal 



104 

siblings includes siblings who are: 1) the only other 

child, 2) close in age to and/or younger than the 

handicapped child, 3) the oldest female child, 4) a younger 

child of the same sex, and 5) a child with parents who have 

been unable to accept the handicap. Since no information 

was gathered evaluating parents' acceptance of the 

handicapping disorder and the handicapped child, only four 

of the five summary characteristics may be applied to the 

present results. 

Eleven siblings were also identified by two or more of 

the above characteristics. Of the seven females and four 

males at greatest risk for coping problems according to 

Trevino's profile, nine were described to demonstrate 

clinically deviant self-perceptions and/or behavior 

problems. This finding suggested that nine of the 11 

sibling participants who were predicted to be most 

vulnerable to adverse effects of living with a handicapped 

child actually demonstrated coping problems with low self-

perceptions and reported behavior difficulties on the 

dependent measures of the study. Demographic data for this 

group of siblings varied considerably with no specific 

patterns identified. 

When compared to a normative sample of sixth graders, 

the data collected regarding child care for the siblings in 

the present study suggested that, as a group, they have 

accepted greater responsibility for care at earlier ages 
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than average middle class American children. Six of the 

nine true positive siblings (i.e., those at greatest risk 

for and also demonstrating coping problems) were also 

reported to have regular caretaking responsibilities for 

their autistic brothers and sisters. These siblings, five 

females and one male, spent between five and 20 hours a week 

in child care. This usually included caring for the 

autistic child after school until parents returned home from 

work. The other three children, who were most vulnerable to 

and also demonstrated problems, assumed caretaking duties 

less frequently but were the most likely in their families 

to be placed "in charge" in their parents' absence. Two 

male siblings, who were identified by Trevino's profile, but 

who did not demonstrate deviant scores on the study measures 

of coping, shared child care responsibilities for the 

autistic child within their large families with a number of 

other siblings, that is, 7 and 5 children, respectively. 

These findings suggested that siblings of autistic 

children, particularly females, who assume significant child 

care responsibilities for their handicapped brothers and 

sisters are most vulnerable to coping problems. Siblings 

will need to be monitored individually for problems in their 

ability to cope throughout the different stages of their 

development. However, it appears that early adolescence, a 

time when many children in our culture begin to assume 

increased child care responsibilities, may be a particularly 
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vulnerable period for these siblings of autistic children. 

Relation to previous child care findings. As detailed 

in the Introduction, previous research has supported the 

finding that the oldest female in the family tends to be the 

child who is most adversely affected by the presence of a 

handicapped brother or sister (Farber, 1959). It has been 

explained that this sibling tends to be the one who is 

likely to assume responsibilities that are delegated to the 

mother in most families (Cleveland & Miller, 1977; Farber, 

1959, 1960; Fowle, 1968). The child's additional caretaking 

duties may include direct care of the handicapped child, 

household chores, or other tasks that will free her mother's 

time in order to provide the extra time and attention 

necessary in raising a handicapped child. 

There is some evidence to suggest that even younger 

siblings of handicapped children who take on heavy 

caretaking responsibilities can experience "role tension" as 

described by Farber (1959). Farber indicated that 

regardless of the birth order of a severely handicapped 

children, they are thought of as the youngest in the family, 

and it is expected that the siblings will care for these 

children and subordinate their needs to them. 

Cross-cultural surveys have indicated that child 

caregiving is an important antecedent of prosocial, 

nurturant, and responsible behavior in both sexes and that 

it tends to foster affiliation and interdependence among 
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siblings (Werner, 1984). However, the feeling of "being 

saddled" with major responsibility for a handicapped child 

may have a detrimental effect on the social life and 

emotional growth of the caretaking sibling (Bank & Kahn, 

1982). Professional help is needed in making parents, 

particularly the single mothers who need to rely on their 

nonhandicapped children most heavily, more open to respite 

care for their autistic children. There is further need to 

document the consequences of child caretaking in these 

families of handicapped children for the children (i.e., 

both the provider and the recipient), the parents, and the 

family system, in general. 

Hannah and Midiarsky (1985) have suggested that 

professionals may be able to facilitate a positive helping 

role for the siblings of a handicapped child within these 

families. These psychologists observed that often in 

families where a nonhandicapped sibling assumed a helping 

role, this child did not always provide aid in the most 

efficient way. Also, they noted that the parent frequently 

did not reinforce the processes that would establish this 

helping behavior as rewarding, or at least as less 

burdensome. Hannah and Midlarsky suggested that these 

families of handicapped children be counseled to 1) make 

parents more aware of the actual impact of the sibling's 

helping role within the family, 2) encourage parents to get 

more involved in providing the necessary skills for the 
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sibling to be able to do a good helping job, and 3) make 

parents understand how rewarding the sibling for helping can 

positively impact this child's mental health. 

Effectiveness of Intervention Procedures 

When the effectiveness of the various combinations of 

intervention was evaluated statistically, there was little 

change among the groups and there were few differences noted 

between the various intervention procedures. This lack of 

statistical significance was attributed to a number of 

design factors including a) the small size of the sibling 

groups, b) a limited period of exposure of siblings to any 

intervention, and c) measures of coping which may not have 

been adequately sensitive to quantify the changes siblings 

expressed following intervention. Due to these factors 

which served to confound the findings, statements concerning 

group outcome effects were considered to be inappropriate. 

Anecdotal and clinical impressions of the intervention 

procedures and of the siblings' responses are offered in 

this section. 

Individual sibling findings following intervention. 

The siblings who demonstrated the most significant 

individual changes over the intervention period were 

Siblings 1, 15 and 16. Sibling 1, the 14 year old sister of 

a young, high functioning autistic girl demonstrated the 

most negative response to the intervention procedures. 

Although she presented with a seriously depressed 
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psychological profile at the beginning of the study, her 

perceptions of her overall self-worth and social 

competencies changed significantly in a negative direction 

over the four months of her participation. From her 

mother's perspective, Sibling l's withdrawn behaviors 

increased as well over the course of group intervention. 

Despite these negative results across the standardized 

dependent measures, Sibling 1 anecdotally reported that the 

intervention procedures helped her to have a better 

understanding of the disorder of autism and, thereby, 

improved her attitudes toward her sister. 

Siblings 15 and 16, both members of Group III, the 

activity control group, demonstrated significant improvement 

in psychological functioning. Although the negative 

attitudes reported by Sibling 15 toward her older autistic 

brother at pretesting improved only slightly on the SAQ, 

both she and her mother reported that she showed a greater 

acceptance of him following the intervention procedures. 

Sibling 15 expressed an increased awareness of her brother's 

many capabilities and her mother indicated that she 

demonstrated heightened interest in the autistic adolescent, 

showing more patience and consideration in her interactions 

with him. The significant improvement in the objective 

ratings of Sibling 15's perceptions of overall self-concept, 

athletic competence, and physical appearance supported her 

anecdotal comments describing a more confident attitude and 
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willingness to help out around the house. Additionally, 

Sibling 15's mother reported a less withdrawn and isolated 

behavior profile for her daughter on the CBCL which was 

described anecdotally as more open expression of her 

feelings, including those regarding her autistic brother. 

Sibling 16's reactions to the intervention were 

extremely positive, as gleaned from both her objective 

ratings and anecdotal accounts. This twelve year old 

reported more positive self-perceptions and improved 

behavioral functioning than prior to the intervention. 

These changes were maintained at follow-up testing. She 

anecdotally expressed an increased understanding and 

acceptance of the disorder of autism. Although her mother 

indicated a greater degree of behavior problems following 

the intervention procedures, these reported problems were 

within the Internalizing domain of the Achenbach measure. 

This suggests that she was more aware of the internal, self-

deprecating behaviors reported by Sibling 16 at pretest. 

This parent also commented that her daughter was more 

accepting of the additional care required by her autistic 

son. Given that Sibling 16 assumed extensive child care 

responsibility for her younger autistic brother, it may be 

helpful that her mother seems more understanding of this 

child's internalized responses. 

These extended profiles support the hypothesis that 

siblings will have very individual reactions to the 
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different intervention procedures. The intensive nature of 

Group I procedures may have had a detrimental effect on 

Sibling 1 despite her already depressed emotional state at 

the start of the project. An increased understanding of 

autism and focus on her sibling's problems may have served 

to heighten her depression. The more positive reactions of 

Siblings 15 and 16 to the less intensive intervention of 

Group III, which provided an opportunity for siblings of 

autistic children to join in activities that had no relation 

to their handicapped brothers and sisters, suggested that 

siblings would be responsive to the attentional aspects of 

intervention. 

Response to the group structure. The regularly-

attending participants of each group responded 

enthusiastically to the sessions. All intervention 

procedures (i.e., information gathering, support through 

role play and problem solving, and supervised group 

activity) used in the project were accepted by the siblings 

after some initial embarrassment and hesitancy. Anecdotal 

comments suggested that they enjoyed the issue-oriented 

aspects of the sessions as well as the less formal social 

interaction. 

Least favorite among their choices, however, seemed to 

be the autism discussion. At times, processing of the 

material was slower than expected and some information was 

simply too difficult for them to accept. Early practice of 
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the role play technique in Group I was helpful prior to 

beginning the scenarios designed to elicit situational 

responses from the siblings. When the siblings were 

comfortable with this procedure, their realistic portrayals 

of the roles lead to honest discussion of feelings and 

productive problem solving. The less successful use of 

these procedures with Group III youngsters in the post 

intervention sessions further suggested that this initial 

practice as well as specific problem solving skills were 

necessary for full utilization of this technique. For 

Group II siblings, recreational group activity provided a 

healthy opportunity for release of tension that appeared to 

build during the more serious discussion of autism. 

Group III subjects responded favorably to the supervised 

play period as well. 

Necessary to note, as well, in discussing the group 

structure are some of the observed limitations of the 

format. Several issues arose within groups which required 

the clinical expertise of the cotherapists to be resolved. 

Siblings' personalities did not always lend themselves to 

the demands of the group setting. The excellent problem 

solving skills of a particularly quiet sibling in Group I 

were, at times, overshadowed by a vocal groupmate who 

frequently sidetracked the group discussion with irrelevant 

comments. This rather inhibited female demonstrated other 

signs of depression within the group structure and 
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eventually was referred for additional psychological 

services. Although her family seemed to be aware of these 

behaviors, it appeared that they had not been ready to deal 

with them prior to discussion with the cotherapists. 

In Group III, cliques formed among the older and 

younger female siblings, threatening to exclude the single, 

less vocal male member from the group interaction. By 

experimenting with different pairings of group members for 

the recreational activities and by focusing for a short time 

on activities that were within this sibling's strengths, the 

cotherapists helped him to establish a foothold in the 

group. 

Occasionally, the mechanics of the group process 

detracted from individual sibling concerns. For example, 

during the introductory exercises in Group III, one sibling 

could not offer any positive comments regarding her autistic 

brother. Her puzzled look to the assignment of describing 

the strengths of the autistic children suggested that she 

had not thought of her brother as having any. She yielded 

her turn to another sibling who was anxious to describe his 

brother's positive behaviors, thus passing up an opportunity 

to face some of her negative feelings regarding her 

brother's disorder. However, she returned to the following 

session armed with a list of her brother's skills which she 

had observed the previous week. 

The siblings who attended regularly returned each week 
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excited about what they would be doing. Despite their 

endorsement, the author proposes some modification in the 

structure of the sessions to include all three of the 

piloted procedures within the same sibling group 

intervention. Thus, information about autism, role play and 

problem solving, and recreational activity would all be 

offered in a single session. Such a revision would serve to 

lighten the effect of the autism discussion and role play by 

increasing the variety of the format and by adding some less 

issue-oriented recreational time. It seemed that the 

scheduled break for snack and socializing did not serve this 

purpose well as the siblings were self-conscious in their 

interactions with these new acquaintances. This 

reorganization of the intervention session would likely 

require additional time both in individual sessions and for 

the total intervention period to cover the proposed 

curriculum. Extension of the intervention period may also 

provide the opportunity to for groups to be more cohesive. 

Anecdotal responses. On the positive side, anecdotal 

reactions of the participant siblings and their parents 

suggested that they were pleased with the group services 

provided and that they found them to be useful. Siblings 

seemed to enjoy the opportunity to meet other children who 

shared similar family experiences. Higher scores on the 

Likert rating scales following the intervention suggested 

that many of them genuinely felt better about themselves 
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across all areas of functioning, not just in relation to 

their autistic brothers or sisters. 

Parents, though generally less inclined to note 

objective changes in their ratings of the siblings' self-

perceptions and/or behavior, anecdotally suggested that they 

observed their children to be more understanding of the 

handicapped child and better able to accept the differences 

in their needs. Interesting to note, parents reported that 

the siblings were more willing to help with the autistic 

child, in light of the previous discussion regarding the 

negative aspects of caretaking responsibility, this reaction 

of the siblings following the intervention is a questionable 

advantage. However, it is suggested that child caretaking 

may not have the same negative effects when it is done 

willingly and not seen as a burden. Parents will need help 

in making this distinction between freely accepted and 

burdensome child care responsibility for their 

nonhandicapped children. 

Methodological Pitfalls and Advantages of the Present g+,„3y 

Despite the author1s attempts to avoid many of the 

methodological shortcomings which have been criticized in 

previous research with this sibling population, some of the 

practical problems of conducting a clinical study have 

weakened the effect of the present findings. Several 

weaknesses in the design of the study as well have made 

these results less generalizable than were intended. These 
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methodological and design problems as well as the study's 

strengths are discussed in the following section. 

Planned as an intervention project to evaluate the 

effectiveness of various clinical techniques that have been 

practiced with the siblings of handicapped children, the 

sample size of this study was limited by design. First, the 

clinical nature of intervening in the group format required 

a manageable number of siblings per group. The original 

design called for six to eight siblings for each of three 

groups, placing the maximum number of subjects at 24. After 

aggressive statewide recruiting of families with diagnosed 

autistic children in a state which offers excellent 

supportive services for this disorder and has identified 

large numbers of autistic children, the number of possible 

siblings in the subject pool was set at 64. When age, 

treatment, time, and geographic location constraints further 

restricted the subject pool, 17 families, or approximately 

27 percent, felt that they could commit to the entire six-

week intervention project. Normal attrition limited the 

final number of participant siblings to twelve spread over 

the three groups. 

The voluntary nature of participating in the study may 

have biased the composition of the sibling sample, it is 

likely that siblings from families with the most serious 

problems would be the least able to participate as 

participation would add yet another burden on a family that 
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may already be stressed to the maximum. Transporting the 

nonhandicapped child to and from sessions, particularly at 

the extensive distances some of the families had to travel, 

scheduling time for sessions on Saturdays or Sundays after 

having worked all week may have been too much for some 

families to arrange. Also, it is possible that some of the 

siblings in greatest need of intervention might not have 

been comfortable with the idea of sharing their negative 

feelings about their handicapped brothers or sisters with 

others in a group setting. These possible biases suggested 

that the subject sample of this study may not have been 

representative of the population of siblings of autistic 

children. 

Though previous studies in this area have been 

complicated by drawing more than one sibling from the same 

family, this practice was avoided in the present study by 

restricting participation to one child per family. Lobato 

(1983) indicated that a 40 percent overlap within the 

subject pool was determined in Gath's (1972) classic 

comparison study, leaving her results suspect for the 

confounding of family variables. Three families involved in 

the present study had other siblings within the age range of 

nine to 14 years who expressed an interest in participating 

in the intervention. These children, though not included in 

the intervention procedures, did participate in the post 

intervention debriefing and were asked to complete an 
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abbreviated battery of the dependent measures for 

standardization of the instruments. 

Standardized, objective measures of outcome were used 

in this sibling project to evaluate coping behavior, 

providing additional information over interview and 

anecdotal accounts. Similar measures of self-concept and 

behavioral and social adjustment have been used in previous 

research in this area to examine the general assumption that 

the stress of having a handicapped brother or sister has a 

negative effect on the sibling (Berger, 1980/1981; Breslau 

et al., 1981; Gath, 1972; Mates, 1982/1983). To the extent 

noted in the introduction, this assumption has been 

validated. However, only more recently have a number of 

investigators begun to use objective measures of stress in 

families of handicapped children (Friedrich & Friedrich, 

1981; Holroyd, Brown, Wikler, & Simmons, 1975; Holroyd & 

McArthur, 1976). Although stress appears to be more 

situational than coping and, thus, more sensitive to change, 

research has not yet been able to relate stress to coping 

ability within these families. Additional research is 

needed before such measures can be useful with this sibling 

group. 

The problem of the source of the data (i.e., who is the 

informant) was addressed in this study by using several 

different criterion measures of the effects of handicapped 

children on their nonhandicapped siblings. As it has been 



119 

noted that parents' ratings may yield results very different 

from those derived directly from interviewing siblings 

themselves, the current study used both indirect, objective 

reports of the parents (i.e., in most cases the mothers) as 

well as direct, objective measures of the siblings' own 

report. Findings did not provide evidence that parents' 

perspectives are biased. However, as McKeever (1983) points 

out differences between sibling and parent ratings may not 

be especially relevant. She warned that sibship with a 

handicapped child may be such an "affect-laden" situation 

that even direct questioning and objective measures may not 

be sufficient to describe the coping abilities of the 

nonhandicapped youngster. Several research reviewers have 

suggested that direct observations of the sibling dyad may 

be more useful in evaluating the effects of handicapped 

children on their families (Lobato, 1983; Simeonsson & 

McHale, 1981). 

Implications for Future Research 

Lobato (1983) observed that before researchers can 

begin to identify the particular effects of handicapped 

children on their nonhandicapped siblings, it is necessary 

to separate the effects of the presence of any child, 

handicapped or not, on the other children in the family. 

She suggested that this be done by first determining whether 

or not the normal children in these sibling pairs differ 

significantly from children in any other nonhandicapped 
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sibling relationships. 

For this purpose, some researchers, including the 

author, have employed standardized measures of psychological 

coping to compare the participant siblings to their same-age 

peers. Though this comparison procedure has made it 

possible to describe these siblings with regard to their 

rate of psychological adjustment or maladjustment, it has 

not directly supported the position that siblings of 

handicapped children exhibit greater or fewer overall 

adjustment problems than do nonhandicapped children in 

sibling relationships. Subsequent studies with additional 

resources might also assess a matched control group of 

siblings of nonhandicapped children on these same measures 

of coping. 

Research within this area has also been criticized for 

focusing exclusively on the normal children within these 

sibling relationships. It has been noted that such a view 

overlooks the fact that sibling relationships are reciprocal 

in nature. Future research might consider the ways in which 

the nonhandicapped sibling influences the handicapped 

brother or sister and the effects of this influence on the 

normal sibling (McHale et al., 1984; Simeonsson and McHale, 

1981). For example, when the sibling volunteers to help 

with the autistic child and is successful in modifying his 

brothers' or sisters' behavior, what effects does this 

helping behavior have on the siblings' own self-esteem and 
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sense of well-being? How might this response effect their 

career choices? Sibling relationships also exist within a 

family context and situational variables such as parental 

values, family communication styles, and interactional 

patterns among family members should be studied as well 

(Crnic, Friedrich, & Greenberg, 1983) . 

Longitudinal research would help to determine if coping 

is more difficult at different developmental periods in 

siblings' lives. Following a group of siblings over time 

would offer a more adequate understanding of the individual 

and social processes of the various stages of life that 

impact on sibling and family interactions. Such studies 

would be helpful in determining the points in the 

developmental cycle where intervention may be most 

appropriate and where it may not be appropriate. 

Research on siblings of handicapped children would 

benefit from the study of siblings who appear to cope well 

and to have healthy patterns of functioning despite their 

high risk for coping problems. Existing research has been 

pathology oriented as it has focused on determining the 

extent, the nature, and the correlates of various forms of 

maladjustment in these siblings (Hannah & Midlarsky, 1985). 

Impaired coping generally has been assumed to be a function 

of the stress associated with the presence of the 

handicapped child. 

Crnic et al. (1983) have suggested that as pathological 
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reactions among siblings are not consistent, a more 

comprehensive model which evaluates the range of possible 

positive and negative effects on sibling adaptation is 

needed. They proposed an "interactive model" based on the 

premise that adaptation is indeed a function of the impact 

of the perceived stress associated with the presence of a 

handicapped child. However, they further theorized that 

adaptation is mediated by the ecological systems within 

which the family must interact and be acted upon (i.e., the 

family environment) and the various coping resources 

available to that family. Crnic et al. suggested that this 

model provides a more relevant context for the study of 

adaptation on both an individual and a family systems basis. 

Clarification of the conditions within families that have 

adapted well to the presence of a handicapped child would 

have important ramifications for the development of 

intervention strategies. Vadasy, Fewell, Meyer, and Schell 

(1984) have suggested that direct observations of family 

interactions may generate new hypotheses about how sibling 

interactions can contribute to positive long-term family 

outcomes. These findings can then be used to prescribe 

interventions that would be consistent with the specific 

roles siblings assume within their families. 

Additional study of clinical work with siblings of 

handicapped children at preventive and treatment levels is 

needed to assist health care professionals already involved 
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in treating siblings who present with emotional, behavioral 

or more serious psychological problems. These clinicians 

must have up-to-date, objective knowledge of the effects of 

specific interventions on the sibling, on the handicapped 

child, and on the family. Adams (1967) indicated that 

maintaining the health and well-being of the normal children 

in families of handicapped children is important in enabling 

them to contribute to the overall psychological well-being 

of the family group. Bolstering the siblings' coping 

ability would also help to create an emotionally stable 

environment that would maintain optimal development for the 

handicapped child. 
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Appendix B 

Children's Social Desirability Scale 

Please read each sentence carefully. After you have 
read one, decide whether it does or does not fit you. If it 
does, put a T (for true) in front of the statement; if it 
doesn't, put an F (for false) in front of the statement. 
Answer every question even if some are hard to decide. 

1. I always enjoy myself at a party. 

2. I tell a little lie sometimes. 

3. I never get angry if I have to stop in the middle 
of something I'm doing to eat dinner, or to go to 
school. 

4. Sometimes I don't like to share my things with my 
friends. 

5. I am always respectful to other people. 

6. I would never hit a boy or girl who was smaller 
than me. 

7. Sometimes I do not feel like doing what my 
teachers want me to do. 

8. I never act "fresh" or "talk back" to my mother 
or father. 

9. When I make a mistake, I always admit I am wrong. 

10. I feel my parents do not always show good 
judgement. 

11. I have never felt like saying unkind things to a 
person. 

12. I always finish all of my homework on time. 

13. Sometimes I have felt like throwing or breaking 
things. 

14. I never let someone else get blamed for what I 
did wrong. 

15. Sometimes I say something just to impress my 
friends. 
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16. I am always careful keeping my clothing neat, and 

my room picked up. 

17. I never shout when I feel angry. 

18. Sometimes I feel like staying home from school 
even if I am not sick. 

19. Sometimes I wish that my parents didn't check up 

on me so closely. 

20. I always help people who need help. 

21. Sometimes I argue with my mother to do something 
she doesn't want me to do. 

22. I never say anything that would make a person 
feel bad. 

23. My teachers always know more about everything 
than I do. 

24. I am always polite, even to people who are not 
very nice. 

25. Sometimes I do things I've been told not to do. 

26. I never get angry. 

27. I sometimes want to own things just because my 

friends have them. 

28. I always listen to my parents. 

29. I never forget to say "please" and "thank you". 

30. Sometimes I wish I could just "mess around" 

instead of having to go to school. 

31. I always wash my hands before every meal. 

32. Sometimes I dislike helping my parents even 

though I know they need my help around the house. 

33. I never find it hard to make friends. 

34. I have never been tempted to break a rule or a 
law. 

35. Sometimes I try to get even when someone does 
something to me I don't like. 
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36. I sometimes feel angry when I don't get my way. 

37. I always help an injured animal. 

38. Sometimes I want to do things my parents think I 

am too young to do. 

39. I sometimes feel like making fun of other people. 

40. I have never borrowed anything without asking 
permission first. 

41. Sometimes I get annoyed when someone disturbs 

something I•ve been working on. 

42. I am always glad to cooperate with others. 

43. I never get annoyed when my best friend wants to 
do something I don't want to do. 

44. Sometimes I wish that the other kids would pay 

more attention to what I say. 

45. I always do the right things. 

46. Sometimes I don't like to obey my parents. 

47. Sometimes I don't like it when another person 
asks me to do things for him. 

48. Sometimes I get mad when people don't do what I 
want. 
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Knowledge of Autism Test 

Please read each sentence carefully. Circle "T" for 
true if you think the statement is true. Circle "F" for 
false if you think it is not true. Answer every question 
even if some are hard to decide. Do not circle both "T" and 
"F" for the same question. 

T F 1. Autism is a very common disorder. 

T F 2. It is difficult to play games with autistic 
children because they have problems with 
remembering rules and knowing how to share 
and take turns. 

T F 3. Autistic kids usually can't make people 
understand what they because when they talk 
they may put words together in strange ways 
or simply repeat things they have heard. 

T F 4. Most, but not all, autistic children are also 
mentally retarded. 

T F 5. Frequently brothers and sisters of autistic 
children choose careers in helping 
professions like medicine, teaching, and 
psychology. 

T F 6. Most autistic children will never improve in 
the way they act because of their handicap. 

T F 7. Medicines do not make autistic children 
smarter, but they can help to make them more 
ready to learn. 

T F 8. Autistic kids learn easily when they can 
imitate how someone else does something new. 

T F 9. Rewards have not been very helpful in 
improving autistic children's language and 
social skills. 

T F 10. While families of autistic children often say 
that they feel more stressed than other 
families, there are not any other differences 
between them. 
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T F 11. Since different treatments have been helpful 
in changing behaviors of different autistic 
children, it seems that autism has several 
causes. 

Most autistic children take a long time to 
learn new things. 

It is easy for autistic kids to pay attention 
to school work for long periods of time. 

Autistic children occasionally show strange 
behaviors such as flapping their hands, 
twirling or staring at familiar objects. 

Autism is thought to be a brain disorder like 
a severe learning problem that affects many 
language and social skills that other people 
seem to learn automatically. 

As teenagers and adults, autistic people 
often show better behavior and seem more 
interested in relating with others than they 
did as children. 

Some autistic adults can live in their own 
apartments with special supervision. 

Breaking down a task into smaller parts and 
teaching each part separately to autistic 
children often makes it harder for them to 
learn. 

It is not usually helpful to involve the 
parents or brothers and sisters of autistic 
children in their treatment. 

A behavior frequently seen in autistic kids 
is their need to do things over and over 
again in the same way each time. 

Autistic kids rarely learn anything new. 

It is common for autistic children to have 
many friends. 

Autism is found as often in girls as in boys. 

Most autistic kids like to go to new places 
and to do new things. 
Autistic children generally get along well 
with new people they meet. 

T F 12. 

T F 13. 

T F 14. 

T F 15. 

T F 16. 

T F 17. 

T F 18. 

T F 19. 

T F 20. 

T F 21. 

T F 22. 

T F 23. 

T F 24. 

T F 25. 
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T F 26. Most autistic children learn best in a 
regular classroom with no special help. 

T F 27. Sometimes autistic children let people know 
what they want by taking them by the hand and 
pulling them to the object or activity. 

T F 28. By making our commands more simple, we can 
help autistic children to understand better. 

T F 29. When autistic people get older, they probably 
will not be able to earn money to help 
support themselves. 

T F 30. Frequently autistic children do not seem to 
be interested in relating with other people. 

T F 31. It is thought that autism is caused by a lack 
of love and closeness in a child's 
relationship with his or her parents. 

T F 32. Some autistic children can learn as much as 
other people with special teaching. 

T F 33. Medicines are not at all useful in helping 
autistic children who are overly active, have 
short attention spans, or may try to hurt 
themselves and others. 

T F 34. Most autistic children will be more able to 
help themselves when they get older. 
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Clinical Rating Outline 

Name Group 

Date Session # 

1. Child's response to the activity of the session (i.e., 
autism discussion, role play, and/or recreational 
activity): 

2. Interaction within group: 
a. With therapists: 

With other siblings: 

3. Specific sibling issues: 
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Appendix E 

sibling Anecdotal Questionnaire 

Name Date 

Please rate your ability to cope in comparison to other 
siblings with handicapped brothers and sisters. 

I 
1 

below 
average 

average 

I 
6 7 

above 
average 

Please rate your ability to cope in comparison to other 
siblings with normal brothers or sisters. 

I 
1 

below 
average 

average 

I 
7 
above 

average 

Since you have been involved in this group, have you 
noticed any changes 
a. in your behavior toward your autistic sibling? 

I I I I 
1 

worse 
4 5 

no changes improved 

b. in your behavior toward your parents? 

I I I I I l_ 
1 

worse 
4 5 

no changes 

c. in your behavior toward your friends? 

1 
worse 

4 5 
no changes 

improved 

improved 

d. in your feelings about yourself? 

I I I I. I 
1 

worse 
4 5 

no changes 
6 7 

improved 
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Please describe any changes you noted above 

4. Overall do you feel that your participation in this 
group for brothers and sisters of autistic kids was 
helpful to you? How? _ 

5. Did you enjoy participating in these group sessions? 

What did you like most? 

What did you like least? 

6. Is these anything you would have liked to do or talk 
about in the group that was not planned? 

7. Would you have thought about coming to more sessions if 
they were scheduled? 

If so, how many more? 

Do you think that sessions like these would be helpful 
at different times during the life of the brother or 
sister of a handicapped child? 
When you think about your own life, which specific times 
might be most helpful? 

9. Was the meeting time and day okay for you? 
Would you rather have met at another time or day? 

Which? 
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Parent Anecdotal Questionnaire 

Name Date 

1. Please rate your child's ability to cope in comparison 
to other siblings with handicapped brothers and sisters. 

.! I I I I 
1 2 3 4 5 6 7 

below average above 
average average 

2. Please rate your child's ability to cope in comparison 
to other siblings with normal brothers or sisters. 

I I I I I I I I 
1 2 3 4 5 6 7 

below average above 
average average 

3. Since your child has been involved in this group, have 
you noticed any changes 
a. in his/her behavior toward his/her autistic sibling? 

.1 I I I I. 
1 2 3 4 5 6 7 

worse no changes improved 

b. in his/her behavior toward his/her parents? 

I. 
1 2 3 4 5 6 7 

worse no changes improved 

c. in his/her behavior toward his/her friends? 

I I I I I I I I 
1 2 3 4 5 6 7 

worse no changes improved 

d. in his/her feelings about him/herself? 

I I I I I I I I 
1 2 3 4 5 6 7 

worse no changes improved 
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Please describe any changes you noted above 

4. Overall do you feel that your child's participation in 
this group for brothers and sisters of autistic kids was 
helpful to him/her? How? 

5. Would you consider having him/her participate in more 
sessions like this? Why? 

What is the maximum number of sessions you would 
consider? 

6. Do you think that such sessions would be helpful at 
different times during a sibling's life? 
Which times? 

7. Was transportation difficult for you to arrange? 

How far did you drive? 
How far would you consider driving for such a group? 

8. Was the time of year that the groups were held 
convenient for you? Why? 

Would there have been a better time to have them? 

Which? 

9. When during the week would you have found the group 
meetings most convenient? 
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Child Care Questionnaire 

Name Date 

Child Participating in Study 

1. Does this child ever take care of his/her autistic 
sibling when you are not at home? Yes No 

If so, how many times a week does he/she sit? 
(please circle one) 

less than once 2-3 4-5 almost more 
once a week a week times times every day often 

How many hours a week does he/she sit? 
(please circle one) 

1-2 3-5 5-10 10-20 more than 20 

Does this child ever take care of his/her nonautistic 
sibling(s) when you are not at home? 
Yes No 

If so, how many times a week does he/she sit? 
(please circle one) 

less than once 2-3 4-5 almost more 
once a week a week times times every day often 

How many hours a week does he/she sit? 
(please circle one) 

1-2 3-5 5-10 10-20 more than 20 

What are the ages of these siblings? 

3. At what age did you begin or do you feel you will begin 
to have this child sit for his/her autistic sibling? 

Please explain. 
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4. Does this child sit for any other children outside of 
your immediate family? Yes No 
Please give ages and describe situation(s). 

5. Do you use other regular sitter(s) to stay with your 
autistic child? Yes No 
(please check all that apply) 

Never Occasionally Frequently 

Relatives 

Adults 
(friends, neighbors, 
or hired help) 

Teenagers 

Organized Respite Care 

Others 
(please specify) 

6. Has finding someone to sit with your autistic child been 
difficult? Yes No 
Please explain. 

7. Are you employed outside the home? Yes No 
If so, about hour many hours a week do you work? 

8. Is there a second parent living in your household? 
Yes No 
If so, does he/she work? Yes No 
How many hours a week does he/she work? 



147 

Appendix H 

An Intervention Study for Siblings of Autistic Children 
Child's Consent for Participation 



148 

Appendix H 

An Intervention Study for Siblings of Autistic Children 
Child's Consent for Participation 

I , agree to take part 

in this research study being conducted by Judy Pope with the 

TEACCH program to learn more about what it is like to be 

the brother or sister of an autistic child. It has been 

explained to me that I will meet in one of three groups of 

other siblings of autistic children for 4 weeks for 1 1/2 

hours each week. During these meetings, I may be learning 

about autism, or talking about what it feels like to live in 

a family with a handicapped child, or simply taking part in 

some recreational activity for fun. Because this is a 

research project and Ms. Pope is trying to find the best way 

of helping children like me to feel good about our family 

circumstances, I may not be doing all of these things during 

the first 4 weeks. However, at the end of the study, my 

parents and I can decide whether or not I will attend more 

group meetings to get the most effective method if I haven't 

already done it. 

I understand that I will be asked to spend about 1 1/2 

hours three times during the study to fill out some forms, 

that is before my group, meets, after the 4 weeks of 

meetings, and again after several months have gone by. 

These forms will ask me to describe the way I feel and act 
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in different situations and to tell what I know about 

autism. My parents also will be asked to complete some 

forms describing me. 

I understand that my name will not be used in this 

study. Also, I can decide not to continue at any time my 

parents and I decide to do so. If I have any questions, I 

can ask Ms. Pope or I can call Dr. Lee Marcus at 966-5156 or 

Dr. Gary Mesibov at 966-2174 from the TEACCH program. If I 

or my parents feel that might rights as a research subject 

have been violated in any way, we may contact Dr. John 

Herion, the present chairperson of the Committee on the 

Protection of Human Subjects at 966-1344. 

Signature 

Date 



150 

Appendix I 

An Intervention Study for Siblings of Autistic Children 
Consent for Participation 



151 

Appendix I 

An Intervention Study for Siblings of Autistic Children 
Consent for Participation 

I, , parent or guardian of 
,agree that we will participate in the 

sibling research study being conducted by Judith Pope at 
Division TEACCH, University of North Carolina. This study 
is designed to learn more about what it is like to be the 
brother or sister of an autistic child and how we might help 
these children deal with their unique circumstances. I have 
ben advised to call Ms. Pope at (919) 942-6740 or her 
supervisors, Dr Lee Marcus at (919) 966—5156 or Dr. Gary 
Mesibov at (919) 966-2174 if I have any questions regarding 
this project. 

The project will involve 21 siblings of autistic 
children between the ages of 9 and 14 years who will meet in 
three groups for four weeks for 1 1/2 hours each week. 
During these meetings, one group will receive information 
about autism and be encouraged to talk about their feelings 
and concerns regarding having an autistic brother or sister, 
they will participate in role play and problem solving 
exercises designed to emphasize sibling concerns such as 
feeling isolated or rejected by their own friends, feeling 
ignored or unappreciated by their parents, feeling 
embarrassed when their autistic brother or sister behaves 
inappropriately in public, and feeling pressure to help care 
for their autistic sibling. A second group will receive 
information about autism and will participate in a 
supervised recreational group activity. A third group will 
be supervised in a fun activity for the entire session. 
Because this is a research project and it is trying to 
determine the most supportive method of working with these 
children, not all siblings will receive all aspects of the 
program during these first four weeks. However, all 
siblings will be given the option of receiving the most 
effective services at the completion of the study. 

My child and I will be interviewed before and after the 
group services are provided and again after several weeks to 
gain additional information about the effects. The entire 
project is expected to take about ten and a half hours of my 
child's time and about three hours of my own time over 
approximately twelve weeks. 

All information collected will be held confidential by 
Ms. Pope and our family names will not be associated with 
any research findings. 

As the study is recruiting TEACCH families throughout 
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the state of North Carolina, the details of location and 
time of meetings will need to be worked out after interested 
families are identified. However, every effort will be made 
to have meeting sites and times convenient for all 
participants. 

Our participation is voluntary and we are free to 
withdraw at any time. 

I understand that in the event of physical injury 
directly resulting from the research procedures, financial 
compensation cannot be provided. However, every effort will 
be made to make available to us the facilities and 
professional skills of the University of North Carolina at 
Chapel Hill. 

I also understand that this project has been approved 
by the Committee on the Protection of the Rights of Human 
Subjects and if I feel that there is any infringement of 
these rights, I may contact the chairman of the Committee, 
John C. Herion, M.D. at (919) 966-1344. 

Witnessed by Parent or Guardian 

Date Address 

Telephone 
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Family Information 

1. Name of child participating in study 

Boy , Girl (please check) 
Birthdate Age Grade 

Name of autistic child 

Boy , Girl (please check) 
Level of child's disability (please check one): 
Mild , Moderate , Severe 

Ethnic origin of family: 
White , Black , Other 

(please state) 

4. Highest grade level completed by parents: 
Mother , Father 

5. Parent1s occupations: 
Mother , Father 

6. Total number of children in family 

7. Name of parent completing this form 

8. Address 
(street) 

(city) (state) (zip code) 

9. Phone numbers 
(home) (business) 
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Curriculum Outline of Autistic Information bv Session 

Session 1 
A. Characteristics of Autism 

1. delayed or distorted communication 
a. speech oddities 
b. inability to express needs 
c. inability to understand and use reciprocities of 

language 
2. oddities of behavior 

a. need for sameness 
b. flapping, twirling, spinning and other 

methods of self-stimulation 
c. different forms of play 
d. perceptual oddities 
e. temper outbursts 

Session 2 
3. relationship issues 

a. usually not motivated by social praise, social 
punishment 

b. difficulty relating to others because of poor 
social skills 

c. may want to relate, but just don't know how 
B. Definition of Autism 

1. thought to be a brain disorder that affects language 
and social development 
a. not one cause, has been linked to many possible 

causes 
b. rare disorder, occurs only in small number of 

children 
c. occurs more often in boys, 4 to 1 

2. prevalence of Mental Retardation in autistic 
children 

Session 3 
C. Association with Learning Problems 

1. require special techniques to learn 
a. simplification of language 
b. structure and routine 
c. breaking down tasks 
d. repeating some tasks many times and doing them 

in different situations to help autistic child 
generalize 
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2. require special techniques to motivate them 
a. tangible rewards including "comfortable" 

behaviors 
b. more drastic measures for behaviors that need to 

be stopped such as self-injuries 
3. educational treatment modalities 

a. mainstrearning 
b. special class placement 

D. Other Intervention Modalities 
1. parent/sibling training 
2. medication 
3. psychological counseling 
4. respite care 
5. institutionalization 

Session 4 
E. Adolescence and Adulthood 

1. general changes in behavior with adolescence 
2. vocational possibilities 

a. competitive employment 
b. semi-competitive employment 
c. sheltered workshop 

3. residential issues 
a. remain with family, arrangements for siblings to 

continue care parents have provided 
b. institutionalization 
c. group home living 
d. independent living units with minimal 

supervision 
e. living on own 
f. marriage and family 
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Role Plav Situations 

ANGRY: While you are helping your mother with the dinner 
dishes, your autistic brother colors all over a finished 
homework assignment that is due tomorrow morning. You had 
carefully completed your work before dinner because you 
wanted to watch a special TV program which is on this 
evening. 

EMBARRASSED: Your mother takes you shopping to the mall to 
buy some new clothes during the first week of school in the 
fall. You meet a new classmate and begin to introduce her 
to your mother and your autistic sister begins to throw a 
temper tantrum. 

PROUD: You are in the stadium watching your autistic 
brother run a race in the Special Olympics trials. If he 
wins, he will go on to the national competition. The race 
begins and he is running neck and neck with the youngster in 
the next lane. Suddenly just before they reach the finish 
line, he pulls ahead and wins. 

RESENTFUL: You are watching your favorite TV program after 
school and your mother is rushing to get dinner ready 
because she is planning to go out. She calls to you and 
asks you to set the table, a job which is usually your 
autistic brothers' explaining that it just takes too long 
for him to do it and she doesn't have the time to help him 
tonight. 

JEALOUS: You have a big swim meet scheduled on Friday 
afternoon which your parents have promised to attend. They 
get a last minute call from your autistic sister's teacher 
asking to see them after school that day about a problem 
your sister is having in class. Your father tells you that 
he knows you'll understand but they just can't make it to 
the swim meet. 

DEFENSIVE: You invite two friends home after school one 
day. While you are playing a board game on the living room 
floor, your autistic sister, who is watching TV in the same 
room, begins to twirl around and flap her hand in front of 
her eyes. Your friends just stare at her and then they 
begin to laugh hysterically. 
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PRESSURED TO ACHIEVE: You get a D in math on your report 
card and when your father sees it, he begins to lecture you 
about how you need to get good grades in order to get a good 
job when you finish school. He tells you that he knows that 
your autistic brother will have difficulty supporting 
himself because of his handicap. He says that you will have 
to be the successful one in the family so you had better 
start working harder. 

OVERINVOLVED: Everyday after school you come straight home 
to take care of your autistic sister until your mother gets 
home from work. You play games with her, fix her a snack, 
take her for walks, etc. A friend calls and asks you to be 
on a volleyball team he/she is getting together that will 
play after school. 

MATURE: You are in your room getting ready to go to a 
movie with some friends. Your parents have made plans to go 
out for dinner to celebrate their anniversary. The sitter 
calls at the last minute to tell them that she is sick and 
cannot come. When they decide to cancel their reservations 
and stay home, you offer to stay home instead and sit with 
your autistic brother. 
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Appendix M 

Recreational Activities 

UNO: A fast-moving card game in which players must match 
the previous play by number or color. The first player to 
avoid the many hazards and use all his/her cards wins. 

HANG MAN: A word guessing game played on a blackboard where 
players try to guess the letters in the callers' mystery 
name (i.e., person, place, or thing). Each wrong letter 
guess earns a body part on the "hanged man." If the man is 
hung before the word is guessed, the caller wins. 

MIME RHYME: Players try to guess one person's word by 
acting out their guesses after he/she has given them another 
word that rhymes with his/her word. 

CHARADES: A player acts out words and phrases of a book, 
song, or movie title as his/her teammates rush against the 
clock to guess the charade and earn points. 

BODY BOGGLE: A game where pairs of players use their hands 
and feet to spell out words on a large floor board of 
arranged letters. The object of the game is to correctly 
spell the words while both team members remain standing. 

KNOTS: Once the knot is formed by players standing shoulder 
to shoulder in a circle, placing their hands in the center, 
and grabbing a couple of hands, the object of the game is to 
get the knot apart. Two wise rules for getting out of this: 
make sure that no one (a) holds both hands with the same 
person or (b) holds the hand of the person next to them. 

FOXES AND SQUIRREL: A circle game where three balls (i.e., 
two "foxes" and one "squirrel") are passed around quickly 
from person to person, the foxes in one direction and the 
squirrel in the other. If the squirrel and one of the foxes 
arrive at the same person at the same time, the squirrel is 
caught and the game begins again. 

BALLOON SOCCER: Members of two teams are equally dispersed 
on their knees on the floor in a couple of rows. At each 
end kneels a goalie armed with a pushpin, one from each 
team. The object is for each team to swat a balloon toward 
their goalie so he/she can pop it. 
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