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ABSTRACT 

SAMANTHA L. JANECEK 

GROWING UP WITH AUTISM: EXPERIENCES OF ADULT SIBLINGS 

AUGUST 2015 

This study examined the experiences of individuals who have a sibling diagnosed 

with Autism Spectrum Disorder (ASD-sibs; N = 140) by comparing the self-report of 

ASD-sibs with reports from siblings who have a typically developing brother or sister 

(TD-sib; N = 342).  In terms of relationship differences, ASD-sibs reported significantly 

more negative childhood experiences with their sibling, received less parental attention, 

and had significantly more caregiving responsibilities than TD-sibs.  ASD-sibs and TD-

sibs did not differ in terms of overall relationship quality.  In terms of adjustment, ASD-

sibs reported significantly higher rates of internalizing and externalizing difficulties, as 

well as psychiatric diagnoses than TD-sibs.  The severity level of autism was 

significantly related to the overall relationship quality and aspects of adjustment for 

ASD-sibs, particularly in childhood.  The findings suggest that ASD-sibs may be 

vulnerable to negative effects relating to have a sibling with ASD in childhood.  

However, these effects, as well as differences between ASD-sibs and TD-sibs become 

less apparent in adulthood.  Implications for professionals working with families of 

children with ASD are discussed.              
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CHAPTER I  

INTRODUCTION 

In 2014, the U.S. Department of Health and Human Services Center for Disease Control 

and Prevention (CDC) estimated that approximately 1 in 68 children have been diagnosed 

with Autism Spectrum Disorder (ASD).  It is clear that ASD profoundly affects the 

wellbeing of individuals who are diagnosed with the condition.  It is also expected that 

shared heritability and environmental factors affect the siblings who grow up with a child 

with ASD.  However, little is known about the ways in which this growing epidemic 

affects the experiences and development of the siblings of individuals with ASD, 

particularly into adulthood.  This research seeks to provide insight for mental health 

professionals and educators into the experiences of siblings who grow up with a brother 

or sister with ASD.  This study extends the previous research on siblings of children with 

an ASD by directly gathering information from the siblings themselves about their 

personal experiences and by examining potential long-term outcomes related to those 

experiences.  The focus on adults is intended to broaden the knowledge base regarding 

how such experiences affect the development and wellbeing of these children into 

adulthood.  The results of this research will better enable mental health professionals and 
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educators to understand the unique experiences of these siblings.  In this way, they will 

be able to better serve this population of individuals.   

Sibling Relationships 

Neurotypical Sibling Relationships 

Sibling relationships are among the most enduring of all human relationships, and 

the quality of such relationships is likely to affect the adjustment of brothers and sisters in 

many different ways.  Sibling relations develop from birth and tend to be separate from, 

and stronger than, other human relationships (Dunn & McGuire, 1992).  These 

relationships are unique in that they are ascribed rather than achieved, and have relative 

egalitarianism (Cicirelli, 1995).  In other words, sibling relationships are inherently 

assigned instead of chosen.  Also, the distribution of power with siblings tends to be more 

equivalent in comparison to other social relationships.     

Relationship quality.  Sibling relationships are unique to other human 

relationships in that they are characterized by frequent and uninhibited interactions that 

are emotionally powerful (Boer & Dunn, 1992).  Sibling relationships refer to the 

interactions between brothers and sisters and include subjective perceptions of emotional 

and cognitive characteristics of the relationship (Cicirelli, 1995).  It appears that 

individual emotional and behavioral differences are consistent over time, contributing to 

the stability of the perceived quality of sibling relationships (Dunn, Slomkowski, 

Beardsall, & Rende, 1994).  This relationship quality also appears to predict self-esteem 

later in life.  For example, Dunn and colleagues (1994) found that siblings’ perceptions of 
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the quality of the relationship with their brother/sister was related to their later self-

evaluation of their own competency and attractiveness.  Reports from parents and 

siblings indicate that older siblings who exhibit more externalizing problems tend to have 

more conflict, and less warmth and intimacy with their younger sibling.  For younger 

siblings, those who exhibit more internalizing difficulties tend to have a relationship with 

their older sibling that is also associated with less intimacy and warmth; younger siblings 

who had more externalizing problems also had more rivalry with the older sibling. 

 Although the perception of the overall quality of sibling relationships (as mostly 

positive or negative) may remain stable over time, there is evidence to suggest that 

specific aspects of the sibling relationship may vary across developmental stages.  For 

example, Buhrmester and Furman (1990) found that the level of companionship and 

feelings of warmth decreased over time from ages 8 to12 years.  Graham-Bermann 

(1994) reported a similar pattern in sibling cooperation from ages 9 to 14.  Cole and 

Kerns (2001) observed both significant linear and quadratic trends for sibling 

characteristics and activities across the fourth, sixth, and eighth grades.  That is, while 

some sibling characteristics decreased during this time, others had a tendency to rise and 

then fall during these years.  Sibling-reported conflict and conflict activities, 

companionate activities, and intimate activities declined further at each subsequent grade.  

The decreasing levels of sibling conflict may reflect the development of enhanced 

reasoning and problem solving skills as siblings age.  Interestingly, the researchers found 

quadratic trends in the areas of help and guidance, companionship, and caring activities, 
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with siblings in the sixth grade reporting the lowest levels in all categories.  This 

temporary disruption in sibling relationship pattern is likely related to an increased focus 

on social relationships at the cost of sibling intimacy during early adolescence, with 

siblings becoming a more important social support system during middle adolescence.  

As siblings develop into adulthood, the relationship is characterized by decreased contact 

and intimacy as they learn to establish their own independence (Orsmond & Seltzer, 

2007b).  However, during middle and late adulthood, sibling relationships become 

particularly important, when other familial and social supports are less available (White, 

2001).     

In addition to the developmental stage of the sibling pairs, birth order may 

influence specific aspects of the sibling relationship.  According to Buhrmester and 

Furman (1990), siblings in middle childhood to early adolescence (8 to 12 years) reported 

more conflict when they had a younger brother or sister.  Older siblings also reported 

more intimate activities and fewer caring and companionate activities with their younger 

sibling (Cole & Kerns, 2001).  These findings suggest that older siblings are more likely 

to share private information about themselves with their younger brother/sister, but are 

less likely to spend time participating in shared activities (such as watching television or 

playing sports together) and are less likely to spend time comforting one another when 

upset, or trying to make the younger sibling feel better.  In sum, this suggests that social 

relationships take precedence over sibling relationships during adolescence.   
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 The gender of the sibling pairs may also play a role in the quality of sibling 

relationships.  For example, Buhrmester and Furman (1990) reported that same-gender 

sibling pairs reported more companionship than did mixed-gender dyads.  In addition, 

girls tend to report more intimacy with their sibling than do boys (Buhrmester, 1992; 

Dunn, 1996).  Interestingly, Cole and Kerns (2001) found that boy/boy sibling dyads 

reported less validation and caring, intimate exchange, and conflict resolution than did 

girl/girl and boy/girl sibling pairs during adolescence.  These results suggest that as 

females tend to be more empathic, cooperative, and more accurate at discerning the 

emotions of others, the presence of a sister in the sibling dyad may contribute to a more 

positive perception of the sibling relationship in such areas.  Also, the relationship 

between pairs of brothers tends to be characterized by more rivalry, jealousy, and 

competition with one another (Lambert, 1983); characteristics that are in contrast to 

cooperation and empathy.  Gender may also interact with developmental stages in 

influencing the quality of the sibling relationship.  For example, Kim, McHale, Wayne, 

Osgood, and Crouter (2006) reported that matched gender dyads tend to have relatively 

stable intimacy from childhood to adolescence.  Mixed gender sibling pairs, on the other 

hand, demonstrate a decline in intimacy from middle childhood to early adolescence, but 

this tends to increase in middle adolescence.  There is evidence to suggest that a more 

intimate sibling relationship between mixed gender pairs is sustained in adulthood, and 

is even characterized by less conflict than matched gender sibling pairs during this time 

(Stocker, Lanthier, & Furman, 1997).  
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Adjustment.  Sibling relationships affect psychosocial adjustment in many 

different ways.  Adjustment refers to the “outcomes that represent wellbeing according to 

the age of the sibling, such as social engagement and communication in infancy, 

behavioral adjustment during childhood, and mental health in adolescence and 

adulthood” (Orsmond & Seltzer, 2007b, p. 313).  Through the experiences of both 

conflict and nurturance, siblings learn to develop emotional understanding, self-

regulation, and often a sense of belonging and comfort (Brody, 2004).  Sibling 

relationships play a particularly important role in the development of social skills.  The 

style of social exchange that children use with peers is often first developed from early 

sibling interactions (Abramovitch, Pepler, & Corter, 1982).   

The quality of the sibling relationship in early childhood may also affect future 

adjustment.  Enhanced self-competence and better adjustment are related to siblings who 

have warm relationships (Stormshak, Bellanti, Bierman, & the Conduct Problem 

Prevention Group, 1996).  Campbell and Ewing (1990) found that sibling relationships 

characterized by conflict or unfriendly behavior were related to future externalizing and 

internalizing behaviors.  This is consistent with the finding ofDunn and colleagues 

(1994b) who reported that individuals who experience negative relations and behaviors 

with a younger sibling during the preschool years also had increased externalizing and 

internalizing behaviors seven years later.  The researchers also found that older siblings 

who reported fewer positive relationships, and those who were less friendly towards their 
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younger brother/sister, experienced increased externalizing and internalizing symptoms, 

respectively, two years later.   

Sibling relationships in childhood characterized by aggression, sibling rivalry, and 

a lack of friendly behaviors, may affect adjustment in a way that persists into adulthood.  

For example, adults who reported physical and emotional aggression from siblings in 

childhood had higher levels of anxiety (Graham-Bermann, Cutler, Litzenberger, & 

Schwartz, 1994) and depression (Wiehe, 1990) in adulthood.  Wiehe (1990) also found 

that sibling abuse was correlated with more negative sibling relationships and poor self-

esteem.  Interestingly, Mackey, Fromuth, and Kelly (2010) observed that emotional 

abuse, rather than physical abuse, had a strong positive correlation with anxiety.  Further, 

sibling abuse often begins as sibling rivalry, as behaviors that prompt competition among 

siblings are the same behaviors and attitudes that provoke abusive interactions (Wiehe, 

1990).   

However, not only does the presence of sibling rivalry and aggression lead to 

poorer psychological outcomes, a lack of positive interactions on its own is also 

associated with adjustment problems.  Dunn and colleagues (1994) found that a lack of 

friendly behavior and warm feelings toward the sibling were related to poorer adjustment 

outcomes.  Younger siblings who reported less positive sibling relationships exhibited 

more anxious and fearful behaviors.  Also, the frequency of negative behaviors exhibited 

by the older sibling was positively associated with externalizing behaviors of the younger 

sibling in childhood.  These findings suggest that sibling relationships characterized by 
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sibling rivalry, aggression, and a lack of friendly behaviors have a significant impact on 

adjustment, particularly for younger siblings, that may persist into adulthood.  In 

addition, the global perception of quality and impact of sibling relationships appear to be 

relatively consistent over time.   

Sibling Relationships for Individuals with Disabilities 

Relationship quality.  The sibling relationship when one member has a 

developmental disability is distinct from typical sibling relationships in several ways.  

First, the relationship may be shorter, given that individuals with developmental 

disabilities tend to have shorter life spans (Seltzer, Greenberg, Orsmond, & Lounds, 

2005).  Also, the siblings may be more characteristically dissimilar from one another than 

typical sibling pairs.  As a result, their relationships are less egalitarian (Seltzer et al., 

2005).  Finally, there may be greater contact across the life span as the typically 

developing sibling gains greater caregiving responsibilities once parents are no longer 

able to do so. 

 Aksoy and Bercin Yildirim (2008) compared the sibling relationships of children 

when one of them had a disability, including learning disability, intellectual disability 

(ID), cerebral palsy, mental-motor retardation, Down syndrome, or autism.  The 

researchers found that across all categories, the closeness of the sibling relationship was 

negatively predicted by the degree of handicap of the brother/sister with the disability.  

Overall, the authors reported that siblings of children with learning disability reported the 

most acceptance for their brother/sister with a disability, while siblings of those with 
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autism reported the least acceptance.  In addition, Aksoy and Bercin Yildirim (2008) 

found that the siblings of children whose disability was more visible and understandable 

(such as cerebral palsy or Down syndrome) tended to have more positive sibling 

relationships than those whose disabilities have no clear physical markers (e.g., autism or 

learning disability). 

 Adult siblings of individuals with developmental disabilities are often forced to 

play conflicting dichotomous roles with their brother/sister, as both sibling and present or 

future caregiver.  Rawson (2009) interviewed 13 young adult siblings of brothers with 

“severe and complex learning needs” (p. 225) who attended a residential school.  This 

qualitative analysis revealed several common themes regarding the sibling relationship 

and future caregiving expectations.  A slight majority (54%) of the sample reported a 

close sibling relationship, while the remaining participants indicated that they are able to 

“get along with” their brother, and three noted that the brother simply “knows who I am” 

(p. 227).  Six of the siblings reported that they have a high level of involvement with their 

brother with a disability.  The remaining indicated that the reason they are not currently 

highly involved is that the parents try to shield them, as they will be given significant 

caregiving responsibilities once the parents are unable to do so in the future.  All of the 

siblings expressed apprehension toward their future responsibilities, primarily due to a 

lack of knowledge regarding legal matters.  The final common theme regarded concern 

for the wellbeing of the brother with a disability as he ages.  This study highlights the 



10 

 

unique roles and responsibilities that adult siblings with a disabled brother/sister often 

endure for the rest of their lives.  

 Sisters, more often than brothers, of individuals with disabilities tend to be more 

supportive and involved with the brother/sister, and more often intend to co-reside with 

them in the future (Seltzer et al., 2005).  Age may also interact with gender to affect the 

quality of the sibling relationship when one is disabled.  Begun (1989) found that sisters 

of individuals with moderate to profound developmental disabilities experienced more 

conflict in the sibling relationship during adolescence than adulthood.  The researcher 

hypothesized that this could be related to the interaction effects of age differences, birth 

order, life stage, and living status.   

 Adult siblings of individuals with developmental disabilities and siblings of 

individuals with mental illness are distinct from one another is several ways (Seltzer et 

al., 2005).  First, while developmental disabilities tend to be diagnosed early in life, a 

diagnosis of mental illness tends to occur during late adolescence or early adulthood.  

Thus, while siblings of individuals with a developmental disability tend to be aware of 

future caretaking responsibilities, the siblings of brothers/sisters with mental illness are 

confronted with redefining their roles and expectations as a sibling.  Also, the course of 

mental illness varies from that of developmental disability because the latter course is 

more consistent and predictable (Seltzer et al., 2005).  Thus, the unpredictability of the 

symptoms of mental illness may make it more difficult to maintain a satisfactory sibling 

relationship.   
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 Seltzer and colleagues (2005) summarized the differences between siblings of 

individuals with developmental disorder, and concurrent intellectual disability (ID), and 

siblings of individuals with serious mental illness by concluding that 

Siblings of adults with mental retardation felt closer to their brother or sister, 

provided more emotional support to him or her, and were overwhelmingly more 

likely to expect to take on a future caregiving role.  Although they perceived their 

lives as being more pervasively affected by having a sibling with mental 

retardation, they evaluated these effects more favorably.  Whereas psychological 

distance was used by siblings of adults with mental illness to maintain their 

psychological wellbeing, intimacy in the sibling relationship was the key to the 

wellbeing of siblings of adults with mental retardation. (p. 357) 

Similarly, adult siblings of people with ID reported their sibling life experience to be 

more positive, with higher levels of affection and more face-to-face contact than did 

siblings of individuals with severe mental illness (Seltzer, Greenberg, Krauss, Gordon, & 

Judge, 1997).  Greenberg, Seltzer, Orsmond, and Krauss (1999) reported that siblings of 

people with ID also tend to provide more of an emotional support for their brother/sister 

than do siblings of people with mental illness.  However, having a disabled brother/sister 

still appears to differ from typical sibling relationships.  For example, in comparison to 

siblings of people with no disability, Taylor, Greenberg, Seltzer, and Floyd (2008) found 

that siblings of individuals with ID felt less emotionally close to their brother/sister. 
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Adjustment.  Seltzer and colleagues (1997) compared the experiences of adult 

siblings of individuals with mental illness and siblings of individuals with ID.  The 

researchers found that the siblings with a brother/sister with ID reported more impact on 

their choice of career, family planning, and partner choice.  However, they also reported 

more positive psychological wellbeing than did siblings of individuals with mental 

illness.  Taylor and colleagues (2008) reported that having a brother or sister with either 

ID or mental illness does significantly affect the life course of the sibling in the areas of 

personality, relationships, and family formation.  However, the siblings with a disabled 

brother or sister did not differ significantly from the control group on psychological 

distress or wellbeing.  Adult siblings of individuals with disabilities may face some 

financial stressors, particularly if they are the primary caregivers for their disabled 

brother/sister (Taylor et al., 2008).  For example, Egan and Walsh (2001) found that 

siblings serving as primary caregivers had significantly lower household incomes than 

did siblings who were secondary caregivers.  

Autism Spectrum Disorder 

Diagnostic Criteria 

The Diagnostic and Statistical Manual of Mental Disorders-Fifth Edition (DSM-

5) defines the essential features of Autism Spectrum Disorder (ASD) as those that include 

“persistent impairment in reciprocal social communication and social interaction, and 

restricted, repetitive patterns of behavior, interests, or activities.  These symptoms are 

present from early childhood and limit or impair everyday functioning” (American 
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Psychiatric Association [APA], 2013, p. 53).  The most recent edition of the DSM has 

subsumed the previous diagnostic categories of autism, pervasive developmental disorder 

not otherwise specified (PDD-NOS), high functioning autism, childhood disintegrative 

disorder, and Asperger’s disorder under the broader category of ASD to reflect the wide 

spectrum evident in the manifestation of a related cluster of symptoms that vary 

depending on age, developmental level, and symptom severity (APA, 2013).  Recent 

estimates of the prevalence of ASD have been estimated to occur at about 1% in the 

United States (APA, 2013).  However, in 2000, the APA estimated the mean rate of 

autistic disorder as occurring in approximately five out of 10,000 cases.  It is unclear 

whether the increase is due to the expansion of diagnostic criteria of the previous edition 

of the DSM to be more inclusionary and account for sub-threshold cases, differences in 

how the disorder is being evaluated, increased awareness of the disorder, or a true 

increase in the frequency of ASD (APA, 2013).   

Importance of the Study 

Regardless of the reason for increasing prevalence, it is clear that ASD profoundly 

impacts the wellbeing of individuals who are diagnosed with the disorder.  Given the 

pervasive nature of the condition, as well as shared heritability and environmental factors, 

siblings who grow up with a brother/sister with ASD are also expected be affected.  

There is a growing knowledge base on the adjustment of children living with a brother or 

sister with ASD; however, little is known about the ways in which this growing epidemic 

affects the experiences and long-term development of adult siblings of individuals with 
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ASD.  This study contributes to the limited research that exists regarding the 

understanding of adults who have been raised with a brother or sister with ASD.  By 

focusing on adults, further insight is provided into how such experiences impact the 

development and wellbeing of these children into adulthood.  Therefore, the information 

gained through this study can help mental health workers, educators, and other 

individuals who work closely with individuals with ASD and their families.   

Terminology 

1. ASD-sibs -- Individuals who have a brother or sister that has been diagnosed with 

ASD.  

2. TD-sibs – Individuals who have typically developing (or neurotypical) brother or 

sister. 

3. DS-sibs – Individuals who have a brother or sister with Down syndrome. 

4. ID-sibs – Individuals who have a brother or sister with intellectual disability. 

5. Sibling relationship quality – The degree of intimacy or positive or negative 

attitudes that an individual holds towards his or her sibling. 

6. Adjustment – The development of physical and behavioral characteristics that 

allow individuals to function effectively in their environment. 

Research Questions 

The specific research questions that will be explored are: 

1. Do ASD-sibs differ from TD-sibs in sibling experiences and perceived quality 

sibling relationships?  
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2. Do ASD-sibs differ from TD-sibs on aspects of adjustment?  

3. What factors are related to sibling relationship quality for ASD-sibs?  

4. What factors are related to adjustment for ASD-sibs? 
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CHAPTER II 

 LITERATURE REVIEW 

The previous chapter established a general framework for the study by 

broadly reviewing the literature on sibling relationships and the impact of these 

relationships on wellbeing and adjustment.  Research on siblings of brothers and 

sisters with disabilities was reviewed, and the chapter concluded with an 

introduction of ASD.  The goal of this chapter is to narrow the focus on the 

experience of siblings of individuals with ASD (ASD-sibs) in particular.  In 

addition, this chapter introduces specific problems and questions that have been 

left unresolved in the current research.  This chapter begins by reviewing the 

literature on children with a brother/sister with ASD.  Finally, the little research 

that has focused on adult siblings of individuals with ASD is reviewed.  Here, 

connections to the findings on children are discussed and inconsistencies are 

highlighted leading into a discussion of problems within the existing research.  

Finally, the chapter concludes with a summarization of the problem that this 

research addressed.     
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ASD-Sibs in Childhood 

Sibling Relationships 

Mixed findings have been reported regarding the quality of the relationships 

between siblings when one of them has been diagnosed with ASD.  Bagenholm and 

Gillberg (1991) found that ASD-sibs were somewhat more negative in their views of the 

sibling relationship than siblings (DS-sibs) of children with Down syndrome or siblings 

(TD-sibs) of typically developing children.  However, overall, the siblings in all three 

groups reported relatively positive sibling relationships.  Similarly, Roeyers and Mycke 

(1995) found no significant differences between the ASD-sibs, TD-sibs, and siblings (ID-

sibs) of children with intellectual disability on the overall quality of sibling interactions.  

In fact, the siblings of children with a disability (ASD and ID) reported more positive 

behaviors and more acceptance than did the TD-sibs.  It is possible that children who are 

exposed to disabilities at a young age demonstrate more acceptance because they are able 

to reason and behave more maturely about human differences than can children without 

such exposure (Roeyers & Mycke, 1995).  In addition, subsequent studies have found 

evidence of positive characteristics of the sibling relationships when one has a disability, 

including ASD.  For example, both the ASD-sibs and DS-sibs reported greater admiration 

for their brother or sister, and less quarreling and sibling rivalry than the TD-sibs 

(Kaminsky & Dewey, 2001; Knott, Lewis, & Williams, 1995).   

The relationship of ASD-sibs with their brother/sister may also encompass 

strengths and qualities that are unique to this population.  A qualitative analysis of ASD-
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sibs’ perceptions of having a brother with ASD revealed that all participants were able to 

recognize and report positive qualities in and experiences with their brother (Petalas, 

Hastings, Nash, Dowey, & Reilly, 2009).  Many reported having fun with, and feeling 

proud of their brother’s achievements.  Some of the participants even spoke with pride 

regarding the unique qualities that make their brother with ASD different, such as 

exceptional memory and distinctive skills (Petalas et al., 2009). 

It is not uncommon for siblings to feel that their parents show favoritism towards 

one child over another.  Also, given the amount of attention that is often needed to care 

for a child with a disability, it would not be surprising that ASD-sibs might perceive 

parental favoritism toward the brother/sister with ASD.  Interestingly, however, this does 

not always appear to be the case.  Kaminsky and Dewey (2001) reported that, overall, 

ASD-sibs, DS-sibs, and TD-sibs all reported generally positive sibling relationships, and 

found that ASD-sibs did not perceive greater parental partiality towards their 

brother/sister any more than did the other two groups of siblings.  This finding may relate 

to ASD-sibs’ empathic understanding that the disability of the brother/sister requires 

more parental attention; thus they do not perceive parental favoritism as a problematic 

issue.  This finding is consistent with McHale, Sloan, and Simeonsson (1986) who found 

that siblings with positive relationships had a good understanding of their brother/sister’s 

disability and perceived positive parental reactions toward their brother/sister with a 

disability. 
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In contrast to research that highlights positive aspects of sibling relationships for 

ASD-sibs, the vast majority has focused on negative outcomes.  One aspect that may 

contribute to negative sibling relationships involves the perceptions and beliefs of the 

ASD-sib.  For example, McHale and colleagues (1986) found that for both ASD-sibs and 

siblings of children with cognitive disabilities, negative sibling relationships were 

associated with worries regarding the future of their brother/sister, perceptions of parental 

favoritism toward their brother/sister, and feelings of rejection toward their brother/sister.  

Also, several researchers have observed more feelings of embarrassment for ASD-sibs 

than comparison siblings (Bagenholm & Gillberg, 1991; Roeyers & Mycke, 1995).  

Feelings of embarrassment may influence the quality of the sibling relationship by 

limiting the chances for positive and intimate sibling interactions (Roeyers & Mycke, 

1995). 

The quality of sibling relationships can also be impacted by fear of aggression.  

Bagenholm and Gillberg (1991) found that a disproportionate number of ASD-sibs 

reported aggressive behaviors from their brother/sister.  In particular, they noted that the 

brother/sister with ASD often disturbed them and frequently broke their property.  This is 

consistent with Ross and Cuskelly (2006) who found that the most frequent theme of 

recent sibling interaction involved various aggressive behaviors.  Another qualitative 

investigation by Petalas and colleagues (2009) revealed that the most commonly reported 

theme by young ASD-sibs related to the daily disruptions resulting from the brother’s 

peculiar or aggressive behaviors.  Additionally, Benderix and Sivberg (2007) found 
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several common themes reported by ASD-sibs related to being exposed to frightening 

atypical behavior.  The ASD-sibs reported that this was not something that they could 

understand or handle.  The ASD-sibs also indicated that they often felt unsafe and 

anxious at home due to the threat of physical violence.  This may be especially 

problematic for ASD-sibs as significant negative outcomes are observed even for 

typically developing sibling dyads who experience sibling aggression (Graham-Bermann 

et al., 1994; Wiehe, 1990). 

  Another difference between ASD-sibs and TD-sibs involves the assumption of 

leadership roles.  In typically developing siblings, the older brother or sister tends to 

adopt the leader role, while the younger adopts a follower role (Knott et al., 1995).  This 

is not the case for sibling pairs in which one of them has a disability.  In these cases, 

despite the age difference, the typically developing younger or older sibling fulfills the 

more authoritative role (Knott et al., 1995).  Thus, it appears that younger siblings of 

children with disabilities may take on leadership roles during sibling interactions that are 

commonly associated with older siblings.   

Kaminsky and Dewey (2001) observed that in families with a child with ASD, 

sibling relationships were characterized by less intimacy, less prosocial behavior, and less 

nurturance compared to DS-sibs.  This is likely related to the tendency for children with 

ASD to avoid initiating social interactions.  Similarly, Knott et al. (1995) found several 

differences between the interactions of young ASD-sibs, DS-sibs, and TD-sibs with their 

brother/sister.  Overall, the DS-sib pairs exhibited interactions with one another that were 
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more typical of the TD-sib dyads than the ASD-pairs.  The researchers observed that the 

ASD dyads spent significantly less time together than did the DS dyads.  The researchers 

also found that DS dyads demonstrated a wider variety of interactions with one another, 

including both prosocial and agonistic initiations than did the ASD dyads.  The 

brother/sister with Down syndrome tended to respond positively to their sibling more 

often than did the brother/sister with ASD, but there was no significant difference 

between the groups in the rate of negative responses.  Children with ASD responded less 

frequently to antagonism from the sibling, and also countered attacks less often than did 

the children with Down syndrome (Knott et al., 1995).  Thus, the relationships of ASD-

dyads (at least in terms of response styles) may be characterized as less positive, but not 

necessarily more negative, than DS and TD-dyads.  It may be particularly difficult for 

ASD-sibs to establish an intimate relationship with their brother/sister with ASD, due to 

their tendency to avoid social interactions.  In this way, the quality of sibling 

relationships may differ from DS-sibs and TD-sibs who do not exhibit deficits in 

interpersonal interactions.       

Adjustment    

Several studies reported no differences in rates of clinical diagnoses, or 

behavioral, emotional, or social problems for ASD-sibs when compared to other sibling 

pairs.  For example, Pilowsky, Yirmiya, Doppelt, Gross-Tsur, and Shalev (2004) and 

Orsmond and Seltzer (2006) found no evidence for higher rates of clinical diagnoses for 

ASD-sibs compared to control samples and siblings of children with other disabilities.  
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Other researchers have failed to find statistically significant differences in externalizing 

or internalizing problems for ASD-sibs in comparison to TD-sibs (Ferrari, 1984; 

Tomeny, Barry, & Bader, 2012) and siblings of children with chronic medical conditions, 

such as diabetes (Ferrari, 1984).  Pilowsky and colleagues (2004) noted that ASD-sibs 

were generally well adjusted and did not exhibit notably higher rates of behavior 

problems or social difficulties.  In fact, 87% of the ASD-sibs in their sample had normal 

adjustment scores.  These findings are consistent with several other studies that find no 

evidence for higher rates of deficits in social competence for ASD-sibs (Hastings, 2003a; 

Kaminsky & Dewey, 2002; Pilowsky et al., 2004; Rodrigue, Geffken, & Morgan, 1993; 

Warren et al., 2012).  These studies suggest that ASD-sibs may not be at higher risk for 

significant emotional, behavioral, or social difficulties than other types of siblings.   

While ASD-sibs may not experience more negative outcomes than other siblings, 

they also may not experience less positive relationships or adjustment outcomes.  For 

example, Bagenholm and Gillberg (1991) reported that family and lifestyle 

characteristics were similar across the three comparison groups of families with a child 

with ASD, families with a child with Down syndrome, and families with children with no 

disability.  They found that the ASD-sibs reported positive self-concepts that were similar 

to those of TD-sibs and DS-sibs.  In addition, although Knott and colleagues (1995) 

observed several noticeable differences in sibling interactive behaviors between ASD and 

DS sibling dyads, the play of the typically developing ASD-sibs in the study was not 
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disadvantaged by having a disabled brother/sister, as the roles tended to follow typical 

patterns of sibling relationships.   

Several studies point toward positive psychosocial functioning for ASD-sibs.  

Interestingly, Ferrari (1984) found that the ASD-sibs had the lowest mean levels of 

externalizing problems relative to TD-sibs, and siblings of children with diabetes.  

Similarly, Hastings (2003a) found that his sample of ASD-sibs actually scored 

significantly higher on a standardized adjustment measure than did the normative sample.  

Macks and Reeves (2007) found that ASD-sibs were likely to view their own behavior, 

intelligence, and scholastic achievements more positively than did TD-sibs.  This is 

consistent with Verte, Roeyers, and Buysse (2003) who found several positives traits for 

ASD-sibs, including higher levels of maturity and increased empathy.  Verte and 

colleagues (2003) suggested that positive self-concept and social competence are 

associated with fewer internalizing and externalizing behaviors.  Also, ASD-sibs between 

the ages of 12 and 16 had higher scores on honesty-trustworthiness and verbal self-

concept than did TD-sibs .  Mates (1990) reported that ASD-sibs had high self-concepts, 

performed well academically, and had healthy behavioral adjustment as rated by their 

parents and teachers.  A common theme of a qualitative analysis conducted by Benderix 

and Sivberg (2007) was that ASD-sibs have empathy for their brother/sister.  The authors 

suggested that ASD-sibs are able to maturely reason that their brother or sister with 

autism is just not able to control his/her behaviors in everyday situations due to his/her 

condition.  Feelings of empathy in older ASD-sibs led to sympathetic behaviors such as 
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helpfulness.  These findings indicate that, in several ways, ASD-sibs are able to adapt as 

well as other types of siblings to their family situation, and even demonstrate examples of 

more mature emotional understanding, particularly when self-concept is also high.    

While some research has found that ASD-sibs are no more at risk for emotional or 

behavioral problems than TD-sibs (Bagenholm & Gillberg, 1991), other studies (e.g., 

Macks & Reeves, 2007; Rodrigue et al., 1993; Verte et al., 2003) contradict these 

findings.  For example, although Macks and Reeves (2007) reported that the ASD-sibs 

had higher reported self-concept in several areas compared to TD-sibs, the ASD-sibs also 

reported higher levels of anxiety.  In addition, parents endorsed more social and 

emotional problems for ASD-sibs than did the parents of TD-sibs.  Similarly, Rodrigue 

and colleagues (1993) and Verte and colleagues (2003) found that mothers of ASD-sibs 

reported significantly more internalizing and externalizing problems than did mothers of 

TD-sibs.  However, Macks and Reeves (2007) suggested that it is possible that parents of 

children with ASD may overestimate negative effects on their typically developing child.  

For example, Rivers and Stoneman, (2003) found that parents predicted less favorable 

sibling relationships than did the ASD-sibs themselves.  As the majority of the research 

on child siblings relies on parent report, it is possible that the results garnered from thoe 

studies are biased and may overestimate negative impliacations for ASD-sibs.  

However, other researchers (Fisman, Wolf, Ellison, & Freeman, 2000; Ross & 

Cuskelly, 2006; Smith & Perry, 2005) that did not focus exclusively on parent report 

have also observed psychosocial difficulties for ASD-sibs.  For example, researchers 



25 

 

have found that a significant percentage of ASD-sibs have elevated behavioral and 

emotional problems compared to TD-sibs or standardized normative groups on behavior 

rating scales (Fisman et al., 2000; Ross & Cuskelly, 2006; Smith & Perry, 2005).  

Consistent with these findings, Smalley, McCracken, and Tanguay (1995) found an 

elevated rate of depressive disorders in ASD-sibs.  Similarly, Gold (1993) reported that 

male ASD-sibs had higher depression scores than did male TD-sibs.  The results of these 

studies suggest that ASD-sibs may be at risk for some behavioral and emotional 

disturbances, particularly for internalizing problems.     

Several studies have also suggested that ASD-sibs may have some difficulties 

within the realm of social interactions (Gold, 1993; Bagenholm & Gillberg, 1991, 

Benderix & Sivberg, 2007; Barak-Levy, Goldstein, & Weinstock, 2010).  Gold (1993) 

found that the ASD-sibs demonstrated higher rates of peer difficulties, poorer adjustment 

levels, and lower rates of prosocial behaviors when compared to a normative sample of 

children.  Similarly, Bagenholm and Gillberg (1991) found that 35% of the ASD-sibs 

reported feelings of loneliness and having no friends, while this was not the case for TD-

sibs.  ASD-sibs have also reported that having a brother or sister with autism affects 

friendships negatively (Benderix & Sivberg, 2007).  ASD-sibs indicated that they did not 

have many friends at school, and were often afraid to bring friends home due to abnormal 

or violent behaviors, or because of lack of parental support due to the disproportionate 

amount of time dedicated towards caring for the child with autism (Benderix & Sivberg, 

2007).  Difficulties in social functioning may also be related to the lack of opportunities 
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to socialize outside of school for ASD-sibs.  For example, Barak-Levy and colleagues 

(2010) observed that ASD-sibs have a very low rate of participation in extracurricular 

activities, a finding that may also be related to the time and effort involved in caring for 

the child with autism in the family.     

ASD-sibs may also have unique academic difficulties.  Barak-Levy and 

colleagues (2010) found that many of the ASD-sibs also demonstrated notable difficulties 

in school performance, with over half of the siblings reporting more academic difficulties 

than the general population of children.  Gamliel, Yirmiya, Jaffe, Manor, and Sigman 

(2009) found that the developmental trajectory of cognitive, language, and academic 

skills of ASD-sibs appear to fluctuate more than those of TD-sibs.  They reported that at 

age seven, 40% of the ASD-sibs, versus 16% of the TD-sibs, had difficulties in these 

areas.  These deficits were most pronounced in the area of language development.  The 

researchers suggested that deficits in these skills for ASD-sibs become more apparent at 

the start of school age, or in response to other psychosocial and academic demands.  In 

contrast, the skills of TD-sibs appear to remain much more stable over time. 

There may also be personality differences between ASD-sibs and TD-sibs.  

Barak-Levy and colleagues (2010) identified several ways that parents and siblings of a 

child with ASD differ in terms of valued personality characteristics. First, when parents 

were asked to describe the good qualities of their child, parents of the TD-sibs most often 

emphasized that their child was smart/diligent and decent/polite.  However, parents of the 

ASD-sibs reported that the best quality in their child was that they were helpful and 
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responsible.  Second, differences between the two groups emerged when parents were 

asked what troubles them the most about their child.  Parents of the TD-sibs indicated 

that they were significantly troubled by fears that were beyond their control, such as peer 

groups and army service, and by disciplinary problems.  In contrast, parents of the ASD-

sibs most often expressed fears about the future.  Third, the siblings’ self-report also 

reflected notable differences between the two groups.  ASD-sibs indicated that the most 

important thing was for them to help others.  They also emphasized that they often go out 

of their way to do things for others, and people could count on them to do what needs to 

be done (Barak-Levy et al., 2010).  These findings are consistent with Benderix and 

Sivberg (2007) who found that ASD-sibs frequently expressed a precocious sense of 

responsibility to care for and protect their brother with autism.  Barak-Levy and 

colleagues (2010) suggested that, although these characteristics are viewed positively by 

others, a precocious sense of responsibility may reflect a higher level of distress and 

feelings of burden for ASD-sibs.  These children may perceive themselves as especially 

dependable and responsible compared to TD-sibs.  Their parents also admire this quality 

about their children, and subsequently encourage and reinforce these behaviors more so 

than parents of TD-sibs.   

Although these studies do not demonstrate consistent evidence that ASD-sibs 

present with higher levels of overall distress or behavioral problems in the aggregate, 

more in-depth analyses of individual items suggest that these children have a much lower 

level of participation in child activities, poorer social relations, and lower academic 
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performance due to perceived pressure to be responsible and ease familial burdens related 

to having a child with autism.  This may lead to distress in ASD-sibs who are already not 

performing well academically or socially.  This precocious tendency for ASD-sibs to help 

others, while valued by parents, may be distressing for these children and may partially 

account for the low participation rates in extracurricular activities for ASD-sibs.  All of 

these factors may contribute to higher rates of internalizing behaviors for this group of 

children. 

Summary of Research on ASD-Sibs in Childhood 

The research on children with a brother/sister with autism has yielded mixed 

results.  Several studies (e.g., Tomeny et al., 2012; Orsmond & Seltzer, 2006) have found 

no evidence of dysfunction for ASD-sibs compared to siblings of children with other 

conditions, and even siblings of typically developing brothers/sisters.  In addition, 

positive aspects of ASD-sibs relationships have been noted, including enhanced feelings 

of acceptance and fewer incidents of sibling quarreling and rivalry (e.g., Mates, 1990).  

ASD-sibs may also be more empathic, have positive self-concepts, and have similar rates 

of clinical diagnoses as TD-sibs.  Negative findings include less warm and intimate 

sibling relationships, fears of embarrassment and aggression, difficulties in social 

functioning, and an increased risk for internalizing problems (e.g., Ross & Cuskelly, 

2006; Smith & Perry, 2005).  Overall, the majority of the research suggests that ASD-sibs 

may have poorer outcomes than other sibling pairs.  It is important to note, however, that 

most research on child ASD-sibs relies, at least partly, on parent report, which may be 



29 

 

negatively biased and overestimate ngative outcomes for this population.  Also, 

researchers have mostly focused on finding evidence of dysfunction for ASD-sibs, rather 

than evidence to suggest strengths and positive traits.  Thus, the current research base 

may overestimate maladjustment and subsequently underestimate strengths and resiliency 

for ASD-sibs.    

Role of Biological and Environmental Factors 

 As much of the literature is conflicting and inconclusive regarding the impact 

having a brother/sister with autism has on the sibling relationship quality and adjustment 

outcomes, more recent studies have focused on elucidating specific biological and 

environmental factors that are predictive of adjustment outcomes.  The contributing roles 

of gender, age, birth order, family size, social support, and inherited traits have all been 

investigated. 

Gender    

Several studies (e.g., Ferrari, 1984; Hastings, 2003b; Park et al., 2012; Verte et 

al., 2003) have reported adjustment differences based on gender for ASD-sibs.  For 

example, Ferrari (1984) found that when the gender of the sibling was the same as that of 

the child with autism, the ASD-sib was more likely to have higher levels of 

maladjustment.  In this sample, brothers of boys diagnosed with PDD had more social 

difficulties than did sisters of brothers with PDD.  They also found that female ASD-sibs 

had higher academic, social, and self-concepts than male ASD-sibs.  Similarly, Hastings 

(2003b) found that male ASD-sibs demonstrated fewer prosocial behaviors than did their 
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female counterparts.  Park and colleagues (2012) reported that male ASD-sibs presented 

with more autism-related and other emotional/behavioral symptoms than did female 

ASD-sibs.  Additionally, Verte and colleagues (2003) observed that female ASD-sibs 

actually reported higher social competence than matched controls.  These findings 

suggest that male ASD-sibs may be at increased risk for social maladjustment, but do not 

present with a higher rate of clinically significant difficulties than their female 

counterparts. 

Not all studies have found poorer outcomes for brothers of children with autism.  

Mates (1990) found that female ASD-sibs had more adjustment difficulties than did 

brothers.  Similarly, Orsmond and Seltzer (2009) found that adolescent female ASD-sibs 

exhibited higher levels of anxiety and depression than their male counterparts.  However, 

this finding may be reflective of trends in the general population, as females tend to be 

diagnosed with internalizing disorders more frequently than males, particularly during 

adolescence (APA, 2013).  It is also possible that female ASD-sibs may be uniquely 

affected due to differing expectations, such as those involved in caregiving 

responsibilities for their brother/sister with autism.   

Although many studies have found evidence for gender differences in the 

psychosocial functioning of ASD-sibs, other investigations have found no differences 

between groups based on gender.  For example, in their comparison of ASD-sibs, DS-

sibs, and TD-sibs, Kaminsky and Dewey (2001) observed that male siblings in each 

group reported fewer prosocial behaviors, less sibling affection, less nurturance, and 



31 

 

greater competition than did their female counterparts.  However, this may reflect the 

tendency for males to be less prosocial than females in general (Hastings 2003b).  

Consistent with this notion, Kaminsky and Dewey (2002) found that female siblings 

overall, despite the diagnostic status of their brother/sister, had significantly higher social 

competence scores than did male siblings.  No relationship was observed between gender 

and psychological outcomes specifically for the ASD-sibs in this study.  Therefore, 

research suggesting potential gender effects on adjustment for ASD-sibs may be a 

reflection of trends of males and females that are observed in the general population and 

may not be unique to ASD-sibs.   

Age and Birth Order  

Age and birth order may also affect adjustment and relationship quality of ASD-

sibs.  For example, Hastings (2003a) found that ASD-sibs older in age were reported to 

have more prosocial behaviors than their younger counterparts.  In addition, Pilowsky 

and colleagues (2004) found that older ASD-sibs reported more positive aspects of the 

sibling relationship than did younger ASD-sibs.  One possible explanation for this finding 

could be that younger ASD-sibs may be at greater risk for stress and anxiety due to 

immature cognitive development (Glasberg, 2000).  Additionally, older siblings may be 

able to more maturely reason about their brother/sister’s autism.  Older ASD-sibs are able 

to recognize and express more positive qualities for their brother/sister.  This ability 

allows the older ASD-sibs to have empathy for their brother/sister and promotes the 

development of a more intimate sibling relationship.  These factors may contribute to 
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older ASD-sibs expressing closer sibling relationships than do younger ASD-sibs 

(Pilowsky et al., 2004).   

In addition to age, the ASD-sib’s placement in the family constellation may play a 

role in the quality of the sibling relationship.  Petalas and colleagues (2012) found that 

siblings older than the brother/sister with autism had lower conflict scores than those who 

were younger than the child diagnosed with ASD.  This is consistent with findings that 

ASD-sibs reported better relationships with their brother/sister when they were the older 

sibling (Rivers & Stoneman, 2003).  There are several possible explanations for the 

favorable outcomes found for ASD-sibs who are born before the brother/sister with 

autism.  Most germane to the current discussion, it may be that older ASD-sibs have 

protective factors that relate to having had a period of developing attachment with parents 

before the birth of the child with autism (Hastings, 2003a).  These findings indicate that 

ASD-sibs who are both older (such as in the stage of adolescence) and who were born 

before a child diagnosed with autism, may have better psychosocial and relationship 

outcomes.   

On the contrary, other studies suggest poorer adjustment for ASD-sibs who are 

older in age and birth order.  Gold (1993) found that pre-adolescent ASD-sibs reported 

significantly fewer depressive symptoms than did their older counterparts (aged 13-17).  

In addition, Rodrigue and colleagues (1993) found that older ASD-sibs were significantly 

more likely to have externalizing problems than same-aged DS-sibs or TD-sibs.  Birth 

order may also have a negative effect on the quality of the sibling relationship.  Roeyers 
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and Mycke (1995) found that siblings of a brother/sister with a disability, including ASD, 

who were older (but not more than three years older) had more negative relationships 

with the child with a disability.  It has been suggested that these older siblings experience 

more difficulties because of abrupt changes in family life upon the introduction of a 

developmentally disabled child, such as more caretaking responsibilities and less parental 

attention (Rodrigue et al., 1993).  The data are inconsistent, but it is possible that siblings 

who are older, but not yet in the adolescent stage, may have more favorable outcomes 

than younger ASD-sibs.  The role of birth order in psychosocial development and sibling 

relationships is inconclusive, and further research is needed to clarify its relationship with 

adjustment and the quality of the sibling relationship. 

Although some studies suggest an age or birth order effect for ASD-sibs, other 

studies indicate that these effects are not unique to this population.  For example, 

Rodrigue and colleagues (1993) found that older ASD-sibs, DS-sibs, and TD-sibs all had 

more internalizing problems than younger-aged siblings.  One possible explanation for 

poorer outcomes for older siblings may be that the relationship reflects a pattern evident 

in the general population of the incidence of depression increasing during the period of 

adolescence (Gold, 1993).  In addition, Roeyers and Mycke (1995) found that both 

groups of ASD-sibs and DS-sibs who were older (but not more than three years older) 

than the disabled brother/sister had more negative sibling relationships.  Similarly, 

Orsmond, Kuo, and Seltzer (2009) found that the ASD-sibs who were closest in age to 

the disabled brother/sister had higher levels of depression when compared to siblings 
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further apart in age.  This finding is consistent with Rivers and Stoneman (2003) who 

found that birth order and age predicted the quality of sibling relationships.  Thus, while 

age may play a role for some ASD-sibs, its role may not be uniquely different from the 

trends observed in the general sibling populations, or from siblings of individuals with 

other chronic conditions.  

Autism Symptom Severity   

The symptomatic behaviors of individuals with autism are often severe and can 

lead to disruption in many aspects of the lives of family members.  Thus, it is likely that 

the severity of the brother or sister’s autistic symptoms influences the adjustment of their 

typically developing sibling.  For example, several researchers have found a positive 

relationship between the disabled brother/sister’s verbal ability and the ASD-sibs level of 

adjustment (Gold, 1993; Pilowsky et al., 2004).  Pilowsky and colleagues (2004) reported 

that the ASD-sibs with a nonverbal brother/sister had more behavioral problems and 

fewer socialization skills than ASD-sibs with a verbal brother/sister.  The authors 

suggested that this could be related to an increased genetic liability of more severe 

autism, or perhaps this could result from elevated daily challenges in living with a child 

with severe impairments.  

Petalas and colleagues (2012) observed that the emotional and behavioral severity 

of the brother/sister was a significant positive predictor of the ASD-sib’s total emotional 

and behavioral difficulties.  It was also positively associated with sibling relationship 

difficulties, including conflict and rivalry, and was a negative predictor of warmth in the 
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sibling relationship.  Thus, more severe emotional and behavioral problems exhibited by 

the child with autism were associated with increased emotional and behavioral 

difficulties for the typically developing sibling.  ASD symptom severity was also related 

to more characteristically negative sibling relationships (Petalas et al., 2012). 

Tomeny and colleagues (2012) found that the severity level of the brother/sister’s 

externalizing and internalizing problems were not predictive of the ASD-sibs’ 

externalizing problems although, autism severity was predictive of the internalizing 

problems for ASD-sibs.  In the total sample, severe difficulties in children with behavior 

problems were associated with internalizing (but not externalizing) behaviors and social 

problems for both the ASD-sibs and TD-sibs. 

However, it may be that the autism symptom severity does not influence the 

ASD-sib’s adjustment in a direct manner.  Meyer, Ingersoll, and Hambrick (2011) found 

that the symptom severity of the child with autism positively predicted maternal 

depression, which in turn was a positive predictor of ASD-sibs’ adjustment problems.  

The autism severity level was positively associated with the degree of impact on the 

ASD-sib, but this did not significantly predict adjustment problems.  This study suggests 

that severity of the brother/sister’s autistic symptoms has an indirect impact on the ASD-

sibs’ adjustment through a direct effect on maternal depression.  Thus, more severe forms 

of autism may significantly influence maternal emotional wellbeing, which subsequently 

contributes to elevated adjustment difficulties in the typically developing ASD-sibs.   
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Meyer and colleagues (2011) suggested that mothers of children with ASD may 

be less effective in balancing the demands of multiple children who have varying 

developmental needs.  Specifically, it may be more difficult for mothers to apply 

consistent emotional support and effective discipline for their typically developing 

children.  It is also possible that mothers who are struggling with significant depressive 

symptoms may not model effective coping styles for their typically developing children.  

Thus, mothers who experience depression may subsequently permit the child with autism 

to have a greater negative impact on the life of the ASD-sib.  Also, although the 

perceived impact on ASD-sibs was associated with autism severity and ASD-sib 

adjustment, it did not mediate the relationship between the two variables.  Thus, the 

autism severity did not affect the psychosocial wellbeing of the ASD-sibs through their 

perception of the impact that the child with autism has on their lives.  Our present 

understanding is limited as to the potential effects of the unique experiences of ASD-sibs 

and the role that the quality of the sibling relationship potentially has on adjustment 

outcomes for this population of individuals.   

Broad Autism Phenotype   

Because autism is a genetic developmental disorder, it is likely that ASD-sibs 

share inheritable sub-characteristics, or prodromes, of the disorder.  Concordance rates 

for ASD have ranged from 37% to higher than 90% for monozygotic twins (APA, 2013).  

The high heritability of ASD leads to an increased possibility that genetic siblings of 

individuals with the disorder share some common traits of ASD, known as the broad 
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autism phenotype (BAP).  BAP characteristics are sub-threshold ASD symptoms, 

including difficulties in language, cognition, socialization, and emotional experience.  As 

the presentation of autism varies in quality and severity along a continuum, the presence 

and acuteness of BAP characteristics in genetic relatives are also likely to range.  As 

such, ASD-sibs who display more significant BAPs are also more likely to have 

psychosocial difficulties.   

In support of the BAP theory, Smalley and Asarnow (1990) found that ASD-sibs 

(mean age 25) showed greater impairments in facial emotion recognition than TD-sibs.  

Difficulty in emotional recognition is common in individuals with ASD and is believed to 

underlie many of the social deficits associated with the condition.  Piven, Palmer, Jacobi, 

Childress, and Arndt (1997) observed higher rates of social impairments (33%) in 

siblings who had more than one brother or sister with ASD, compared with DS-sibs.  

However, they found no evidence of differences between communication deficits or 

stereotyped behaviors between typically developing ASD-sibs and DS-sibs (Piven et al., 

1997). 

Meyers and colleagues (2011) reported that BAP in the ASD-sibs was a direct 

predictor of adjustment problems.  The researchers found a significant interaction effect 

between ASD-sib BAP and ASD severity of the child with autism on adjustment of the 

ASD-sib.  In addition, ASD severity of the brother/sister appears to moderate this 

relationship.  Thus, the impact of BAP on the adjustment of the ASD-sib was more 

detrimental when the brother or sister with ASD had more severe symptoms.  It is 
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possible that severe cases of autism presentations reflect a stronger genetic form of the 

disorder that places ASD-sibs at a higher risk for developing similar difficulties in 

cognitive, social, emotional, and behavioral functioning. 

Warren and colleagues (2012) hypothesized that ASD-sibs would show a range of 

BAP deficits relative to TD-sibs across measures assessing social, language, executive 

functioning, and emotional domains.  Significant differences were evident in the domains 

of executive functioning, and restricted and repetitive behaviors.  ASD-sibs performed 

less successfully on tasks of executive functioning compared to TD-sibs.  Also, the ASD-

sibs exhibited significantly more restricted and repetitive behaviors.  Although not 

statistically significant, the TD-sibs performed moderately better on tasks of cognitive 

functioning than ASD-sibs.  Clinically significant differences were not observed between 

the two groups in the areas of language functioning, social-emotional wellbeing, or 

behavioral problems.   

Orsmond and Seltzer (2009) found that ASD-sibs that presented with more BAP 

characteristics had elevated symptoms of anxiety and depression, but only in concurrence 

with increased stressful life events.  Specifically, depressive symptoms were more 

elevated when the ASD-sib had increased BAP characteristics, as well as experiencing a 

higher number of life events within the past year.  Ratings of anxiety were more 

pronounced when both the siblings’ BAP level and maternal depressive symptoms were 

elevated.  Similarly, Walton and Ingersoll (2015) reported that under conditions of low 

stress and high BAP characteristics, ASD-sibs functioned better than TD-sibs.  However, 
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while under conditions of high stress (maternal depression, high impact on family), high 

BAP characteristics was related to poorer adjustment and poorer relationship quality for 

ASD-sibs.  The authors hypothesized that parents of children with ASD are better 

prepared to manage subthreshold autism symptoms in their typically developing children 

and are able to employ more effective support strategies so that BAP characteristics do 

not interfere with the psychosocial functioning of the ASD-sib.  However, parents under 

stress may not be able to effectively utilize these strategies, placing ASD-sibs who are 

already vulnerable at greater risk for poorer adjustment outcomes.  Thus, ASD-sibs who 

exhibit some autistic characteristics may be more sensitive to stressful life events, 

subsequently making them more vulnerable for developing problems in psychosocial 

functioning. 

Similarly, Petalas and colleagues (2012) found that the ASD-sibs’ scores on a 

measure of BAP characteristics were a positive predictor of their total difficulties and a 

negative predictor of prosocial behavior.  The ASD-sibs’ emotional and behavioral 

difficulties were highest when they presented more autistic characteristics themselves and 

were exposed to high environmental stress.  Interestingly, the ASD-sibs’ BAP score did 

not appear to have an impact on the quality of the sibling relationship (Petalas et al. 2012) 

thus, siblings who are alike and share personality characteristics may get along better.  

Thus, ASD-sibs who present with more autistic-like characteristics may be better able to 

identify and bond with their brother/sister with autism compared to ASD-sibs who do not 

exhibit such characteristics.  The results from this study indicate that some ASD-sibs who 
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have more severe BAP traits themselves may find it especially difficult to adjust to some 

environmental stressors in the home although having certain traits in common with their 

brother/sister may make it easier for the ASD-sibs to identify and form a more intimate 

relationship with their brother/sister who has been diagnosed with the disorder.     

Evidence of BAP characteristics in ASD-sibs has been observed even at very 

early developmental stages.  Yirmiya and colleagues (2006) found that ASD-sibs 

demonstrated more BAP characteristics than did TD-sibs during infancy, that included 

fewer synchronous interactions with mothers, presentation of flat affect, and fewer 

incidences of crying when mothers ceased interaction with them.  In addition, Toth, 

Dawson, Meltzoff, Greenson, and Fein (2007) found that ASD-sibs exhibited mild 

deficits in social and communicative behaviors in comparison to normative samples.  

This study examined the cognitive functioning, social communication skills, and 

language abilities of toddlers with an older brother/sister with autism in comparison to 

toddlers with no family history of ASD.  The authors found that the ASD-sibs 

demonstrated significantly lower levels of social communication and social-emotional 

functioning and significantly lower expressive language and cognitive abilities than the 

control group.  Goldberg and colleagues (2005) also found deficits in social 

communication in 3-year-old ASD-sibs that were significantly more similar to matched 

children with ASD than to matched controls.  Specifically, there were significant 

differences in three communicative areas: responding to social interaction, initiating joint 

attention, and requesting behaviors.  Overall, the ASD-sibs scored more poorly in the 



41 

 

areas of social interaction (eye contact, gestures, turn-taking), in using nonverbal 

behaviors to initiate shared experiences of objects or events (eye contact, pointing and 

showing behaviors), and in requesting behaviors (e.g. when a toy stopped working or was 

out of reach).   

BAP characteristics in ASD-sibs may result from shared genetic backgrounds, or 

perhaps from environmental influences (Toth et al., 2007).  It is possible that sharing a 

similar environment and having a relationship with a brother or sister who models 

deficits in emotional and social communication may deter development in these areas for 

otherwise neurotypical ASD-sibs.  However, evidence of prodromal autistic symptoms in 

ASD-sibs at early developmental stages supports the hypothesis of the genetic basis of 

BAP (e.g., Toth et al., 2007).  Regardless of the etiology, the presence of BAP in ASD-

sibs appears to make them more vulnerable to life stressors and the subsequent 

development of internalizing and externalizing behaviors, as well as difficulty in 

communication and social functioning. 

Social Support    

Social support also appears to play a significant role in the adjustment of ASD-

sibs.  Kaminsky & Dewey (2002) found that ASD-sibs who reported high levels of social 

support in their lives demonstrated lower levels of loneliness and higher levels of 

academic functioning.  This finding did not extend to the DS-sibs or the TD-sibs, 

suggesting that social support may be uniquely important for the wellbeing of ASD-sibs.  

Hastings (2003a) also found that social support may serve as a moderator with several 
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other variables in predicting the adjustment of ASD-sibs.  For example, the interaction 

between autism severity level and formal social support suggests a potential moderating 

effect in the prediction of adjustment.  Specifically, milder autistic symptoms were 

associated with less severe behavior problems expressed by the ASD-sibs when the 

families also received high levels of support via intensive applied behavior analysis 

(ABA) programs.  In addition, socioeconomic status (SES) and levels of social support 

impacted the overall wellbeing of ASD-sibs (Hastings, 2003a).  Higher SES levels are 

related to greater access to more intensive intervention services for the child with autism, 

which can lead to more positive sibling dynamics.  Kaminsky and Dewey (2002) found 

that their sample of ASD-sibs did not demonstrate any more adjustment problems than 

did TD-sibs or DS-sibs.  The authors attributed this finding to the fact that the majority of 

this study’s sample of families (77%) attended support groups.  ASD-sibs whose families 

are involved in autism support groups tend to be more informed about the disorder, and 

may be more likely to have social connections with other children who share similar 

experiences of having a brother or sister with autism.  This may facilitate favorable 

adjustment in these ASD-sibs.  

A qualitative analysis conducted by Petalas and colleagues (2009) revealed that 

young children with a brother with autism recognize the importance of social support in 

their lives.  The children in this study spoke about drawing support from parents, peers, 

and professionals.  In particular, the development of connections with other ASD-sibs 

was emphasized as important for many of these children.  At the same time, some of the 
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children reported a lack of support and feelings of isolation, suggesting that this need for 

support is not being sufficiently fulfilled for ASD-sibs. 

Family Size   

As social support appears to be particularly important for the wellbeing of ASD-

sibs, it is also likely that having more siblings to serve as a social and emotional buffer 

benefits the adjustment of ASD-sibs.  Kaminsky and Dewey (2002) found statistically 

significant negative correlations for family size and internalizing and externalizing 

problems for ASD-sibs.  Thus, larger family sizes may facilitate healthy adjustment in 

ASD-sibs.  This finding is consistent with McHale and colleagues (1986) who observed 

that ASD-sibs who came from larger families felt less embarrassed and reported fewer 

feelings of burden regarding their brother or sister with ASD.  Having positive 

relationships with several siblings who can share in caretaking responsibilities may help 

to buffer stressful experiences and provide emotional support through empathic 

understanding. 

However, Pilowsky and colleagues (2004) reported that a larger family size was 

associated with more delayed social skills in ASD-sibs.  Additionally, Roeyers and 

Mycke (1995) found that girls who only had the one sibling with the disability reported 

more positive sibling relationships than did girls who had more than one sibling in 

addition to the brother/sister with ASD.  This relationship was not evident in males.  

However, a majority of the research in this area suggests more beneficial effects for 

ASD-sibs when they have multiple siblings.   
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ASD-Sibs in Adulthood 

Sibling Relationships 

Some researchers (Hodapp & Urbano, 2007; Orsmond & Seltzer, 2007a) have 

observed that adult ASD-sibs exhibit more strained sibling relationships than do TD-sibs 

and DS-sibs.  Orsmond and Seltzer (2007a) compared the sibling relationships of ASD-

sibs and DS-sibs.  They found that ASD-sibs had less contact with their brother or sister, 

reported lower levels of positive affect in the relationship, felt more pessimistic about 

their brother/sister’s future, and were more likely to report that the relationship with their 

parents had been negatively affected.  This finding is consistent with similar research on 

child ASD-sibs (e.g., Gold, 1993; Pilowsky et al., 2004, Orsmond et al., 2009; Verte et 

al., 2003). 

For both adult ASD-sibs and DS-sibs, Hodapp and Urbano (2007) found that 

closer sibling relationships involved siblings who had more frequent and lengthy contacts 

with one another.  Also for both groups, the typically developing siblings who endorsed 

fewer emotional and behavior problems had closer relationships with their affected 

brother or sister.  The siblings with warm relationships also felt more rewarded by being 

a brother/sister to an individual with a disability.  Orsmond and Seltzer (2007a) identified 

several characteristics of the typically developing sibling that predicted more positive and 

intimate relationships for both the adult ASD-sibs and DS-sibs.  These included having 

lower education levels, living closer to the brother/sister with the disability, and using 

more problem-focused coping strategies, compared to emotion-focused strategies.  Also, 
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ASD-sibs and DS-sibs reported more positive sibling relationships when the disabled 

brother/sister had higher levels of functional independence.  The closer relationships of 

sibling dyads with the aforementioned characteristics may be due to higher levels of 

similarity (such as in education and functional abilities) between the two individuals. 

Another study of ASD-sibs that explored the experiences into adulthood was 

conducted by Orsmond and colleagues (2009).  This study is particularly important 

because it is the only longitudinal study to have considered the impact of growing up 

with a brother/sister with ASD and the factors that contribute to future care giving 

relationships.  The authors used a cross-sectional design to compare the experiences of 

adult ASD-sibs with those of adolescent ASD-sibs.  Even though ASD-sibs reported 

decreased contact with their brother/sister in adulthood, they reported similar degrees of 

positive sibling relationships.  In adulthood, support from parents was significantly 

associated with more intimate sibling relationships.  Gender also appeared to impact 

sibling relationships.  During adolescence, male siblings with a sister with ASD 

demonstrated the least engagement with one another, while female siblings with a sister 

with ASD exhibited the most sibling engagement.  Other demographic characteristics 

associated with the sibling relationship included age and behavioral difficulties of the 

brother/sister with ASD.  Autistic symptom severity was associated with poorer 

adjustment in both adolescent and adult ASD-sibs.  This finding is consistent with the 

research on ASD-sibs in childhood (e.g., Gold, 1993; Orsmond & Seltzer, 2007a, 

Pilowsky et al., 2004; Verte et al., 2003).  ASD-sibs were more likely to engage in shared 
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activities with their brother/sister when the sibling with ASD was younger in age and had 

fewer behavioral problems.  Also, there were no differences between adolescent and adult 

ASD-sibs in presence of depressive symptoms.  However, Orsmond and colleagues 

(2009) did note that ASD-sibs who were closer in age to the brother/sister had 

significantly more internalizing symptoms than those further apart in age.   

Adjustment 

Some research points towards less favorable outcomes for adult ASD-sibs.  

Hodapp and Urbano (2007) reported that adult ASD-sibs demonstrated poorer health, 

higher levels of depressive symptoms, and fewer social contacts than DS-sibs 

whereasPiven and colleagues (1989) found that 15% of their sample of adult ASD-sibs 

had received treatment for depression or mania, compared to 3% of individuals in the 

general population.  These findings suggest that rates of psychopathology may indeed be 

higher for this group of individuals in adulthood. 

Orsmond, Lin, & Seltzer (2007) investigated the prevalence of clinical diagnoses 

in young adult ASD-sibs.  The most frequently diagnosed was ADHD (4.6%), followed 

by ASD (2.4%), and other psychiatric disorders (2.1%).  In comparison to the general 

population, only the prevalence of ASD was significantly elevated, a finding which is 

consistent with the BAP hypothesis of elevated autistic symptomatology in family 

members of individuals with ASD (Orsmond et al., 2007). 
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Conclusions 

Several methodological limitations within the existing research on the experiences 

of siblings of a brother/sister with disabilities, and for ASD-sibs in particular, need to be 

addressed in order to extend and clarify the knowledge base on this population.  The 

majority of the research in this area has relied on small convenience samples, generally 

between 20 to 50 individuals (Hodapp, Glidden, & Kaiser, 2005; Meaden, Stoner, & 

Angell, 2009).  Such samples may limit the generalizability of results (Meaden et al., 

2009).  Another methodological issue involves choosing which sibling to participate in 

the research.  Studies are inconsistent in regards to which sibling to focus on if there are 

multiple typically developing siblings in the family of a child with ASD.  Some focus on 

the sibling closest in age to the brother/sister with a disability, others chose matched 

gender pairs, some focus on the sibling who has the most contact or emotional closeness 

with the individual with the disability, while others are randomly chosen.  Hodapp and 

colleagues (2005) suggested that future sibling research should involve “more than one 

sibling of the individual with the disability, systematically sampling older and younger 

siblings, and analyzing the contributions of age span, gender, and size of sibling group on 

both childhood and later life outcomes” (p. 335).   

Another methodological issue involves the use of varying informants in the 

research (Meaden et al., 2009).  For example, some studies involve only the sibling of an 

individual with ASD (almost always a child), some focus exclusively on maternal 

perceptions, while others utilize both informants.  In addition, there should be better 
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understanding of the use of control-contrast groups in the research (Hodapp et al., 2005).  

Many of these studies employ comparison groups of DS-sibs, ID-sibs, TD-sibs, or 

normative samples derived from standardized measures.  Another critical issue is to 

distinguish the effects of genetics from shared environmental influences in contributing 

to the experiences of ASD-sibs (Hodapp et al., 2005).        

There are also problems with the use of outcome measures in the research on 

ASD-sibs.  Presently, few appropriate measures are available to adequately evaluate 

sibling adjustment and relationships (Hodapp et al., 2005).  As seen in relationships 

between typically developing sibling dyads, sibling relationships in which one has a 

disability are bound to range on many dimensions, such as closeness, power, feelings of 

pride, and more.  Few measures are currently available to adequately evaluate these 

characteristics.  Also, the outcomes that are assessed often differ in terms of their 

operational definition of variables such as adjustment even though researchers claim that 

they are assessing the same construct (Meaden et al., 2009).    

Other issues in the research that need to be addressed involve developmental and 

cultural considerations, as well as clarification of mediating and moderating factors, and a 

tendency towards negative biases.  Hodapp and colleagues (2005) argued that the 

developmental and life course of sibling perspectives need to be evaluated, rather than a 

singular focus on a small group of individuals at one discrete point in time.  This is 

important to consider as many aspects of the sibling relationship and adjustment 

outcomes appear to vary in relation to developmental stages.  Also, the current research 
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reflects a paucity of consideration of cultural and subcultural influences, as the vast 

majority of studies have focused on caucasian middle-class families.  It is likely that 

individuals who subscribe to varying cultural practices may have different roles, 

expectations, and responsibilities related to having a sibling with a disability.   

Furthermore, the role of mediators and moderators in impacting the sibling 

relationship and psychosocial adjustment of ASD-sibs needs to be examined, as the 

current research suggests that multiple factors, in combination with having a sibling with 

a disability, play a role in subsequent psychological outcomes.  Gold and McCabe (2012) 

suggested that as individuals with ASD are characterized on a spectrum so should the 

adjustment characteristics of siblings be evaluated on a continuum, with careful 

consideration of potential mediating and moderating environmental and biological 

variables.  Finally, Hodapp and colleagues (2005) emphasized the importance of having a 

more balanced view of positive and negative outcomes.  The majority of research in this 

area seeks evidence to confirm suspected maladjustment, rather than resiliency.  Factors 

including feelings of happiness, support, and prosocial behaviors should also be 

considered in order to gather a more complete picture of these individuals and their 

unique experiences.  An exclusive focus on the presence (or mere absence) of pathology 

and maladjustment limits this focus and contributes to biased representations and 

inaccurate assumptions (Seltzer et al., 2005).  Thus, investigations into positive outcomes 

are necessary in order to gather a more complete picture of the experiences and 

perspectives of these sibling relationships. 
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Several tentative conclusions have been made regarding the experiences of ASD-

sibs in comparison to siblings with typically developing brothers/sisters and siblings of 

individuals with other chronic and pervasive conditions.  Most notably, the literature 

reports conflicting findings for ASD-sibs (Gold & McCabe, 2012).  Some of the positive 

characteristics of psychosocial wellbeing reported for ASD-sibs include high levels of 

adjustment and positive self-concepts.  However, features of maladjustment have also 

been reported and include an increased rate of peer difficulties, fewer prosocial 

behaviors, and overall poorer adjustment levels for ASD-sibs.  Orsmond and Seltzer’s 

(2007b) analysis suggests deficits in communication and social skills for some ASD-sibs, 

particularly in early infancy and childhood.  ASD-sibs may also exhibit elevated 

emotional concerns that are unique to their experiences (Gold & McCabe, 2012).  This 

population may also be at an increased risk for externalizing and internalizing difficulties, 

and other adjustment problems (Orsmond & Seltzer, 2007b).  However, evidence 

suggesting that self-concept and self-competence are negatively impacted for ASD-sibs is 

lacking.        

Characteristics of the sibling relationship encompass both strengths and weakness 

that may be unique to ASD-sibs.  Both child and adult ASD-sibs are able to recognize 

and describe negative and positive aspects of having a brother/sister with ASD (Orsmond 

& Seltzer, 2007b).  Positive aspects of the sibling relationship include admiration for the 

brother or sister with ASD, and fewer instances of quarreling and feelings of sibling 

rivalry (Gold & McCabe, 2012).   
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Negative characteristics of the sibling relationship for ASD-sibs may include less 

expression of intimacy and nurturance than other types of sibling pairs, feelings of 

embarrassment and anger, concerns for aggressive and destructive behaviors, and worries 

about the future for the diagnosed brother/sister (Gold & McCabe 2012; Orsmond & 

Seltzer, 2007b).     

It has been suggested (e.g., Gold and McCabe, 2012) that these discrepant 

findings likely relate to methodological challenges inherent in the research, as well as 

confounding environmental and biological factors.  In addition, there currently exists a 

paucity of research that focuses on the experiences of ASD-sibs into adulthood.  This is 

problematic because as children with ASD reach adolescence the impact on family 

members is intensified and adjustment problems for siblings tend to increase (Seltzer et 

al., 2005).  Thus, as ASD-sibs age into adulthood, it is likely that this population suffers a 

greater risk for maladjustment than siblings of individuals with other developmental 

disabilities.  In addition, the little research that has examined the psychological wellbeing 

of adult siblings suggests that lack of intimacy in the sibling relationship may continue, 

and social and emotional difficulties may also persist for ASD-sibs into adulthood 

(Orsmond & Seltzer, 2007b).  It is important to study this population given the rising 

prevalence of ASD, and paucity of knowledge regarding long-term influences on the 

lives of siblings.      
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CHAPTER III 

METHODOLOGY 

The current study explores differences between ASD-sibs and TD-sibs, and 

evaluates factors that are predictive of sibling relationship quality and adjustment for 

adult ASD-sibs.  This chapter outlines the methods used to examine the research 

questions that were established in chapter one.  Additionally, this chapter describes the 

instruments used to test the hypotheses and the methods utilized in collecting and 

analyzing the data.  The chapter is comprised of the following sections: research design 

and appropriateness, research questions, population and sample, instrument and validity, 

procedures of data collection, and data analysis. 

Research Design 

 Gravetter and Forzano (2012) suggest that the primary advantage of using self-

report measures in research is that it is the most direct method of measuring an explicable 

construct.  When the construct of interest pertains to human experience, the best 

evaluator of one’s experience should be the individual (Gravetter & Forzano, 2012).  

Furthermore, the authors ascertained that this method of data collection has stronger face 

validity than do indirect measures.  Using direct questions and answers makes it less 

likely that the result is related to a different construct than the one that is intended to be 
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measured (Gravetter & Forzano, 2012).  For this study, self-report survey measures were 

administered via the internet.  Gravetter and Forzano (2012) described several advantages 

of using internet surveys in social science research.  Specifically, they provide an 

economical and efficient medium for reaching a large number of potential respondents 

and are especially useful in accessing a distinct population of people that are of interest to 

the study.  Surveys also provide a flexible means in obtaining information about a wide 

variety of different variables, including attitudes, opinions, preferences, and behaviors.  

Due to the potential advantages, self-report data collected from online surveys were 

utilized in this study.   

Research Questions 

The current study was guided by four main research questions.  First, the 

researcher examined differences between the ASD-sibs and TD-sibs in terms of aspects 

of the sibling relationship.  It was expected that the participants in the two groups would 

report differences in subjective feelings/attitudes towards their brother/sister, such as the 

degree of stress they experienced growing up with their brother/sister (Overall 

Experience), and the present degree of reported closeness with their brother/sister 

(Relationship Quality).  The researcher also expected to find differences between the 

ASD-sibs and TD-sibs on reported experiences, expectations, and responsibilities 

regarding their brother/sister.  Aspects analyzed included perceived time spent 

individually with parents compared to their brother/sister (Parent Time), degree of 

helpfulness growing up (Past Helpful), past pressure to be responsible for their 
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brother/sister (Past Pressure), and current pressure to be responsible for their 

brother/sister (Current Pressure).  It was also expected that the ASD-sibs and TD-sibs 

would differ in terms of reported frequencies of engaging in care-giving behaviors for 

their brother/sister (e.g., Babysitting, Entertaining, Picking up After, Role Model, and 

Standing up).  Finally, the researcher expected to find differences between ASD-sibs and 

TD-sibs in terms of how they perceived themselves to be treated differently in childhood 

because of their brother/sister.  This included reported experiences of Bullying, 

Receiving Special Privileges, Receiving More Attention, and Receiving Less Attention. 

Second, the researcher examined differences between the two groups on self-

reported aspects of adjustment or wellbeing as is perceived presently and as recalled from 

childhood.  ASD-sibs and TD-sibs were expected to differ on their current and past self-

evaluations (Current Self-Concept and Past Self-Concept), the degree of stress 

experienced (Current Stress), experiences of internalizing problems (Internalizing 

Behaviors) and externalizing problems (Externalizing Behaviors) and the total number of 

psychiatric diagnoses reported (Total Diagnoses), as well as the frequency to which the 

groups endorsed receiving various diagnoses (Anxiety, Depression, Learning Disability, 

ADHD, Obsessive Compulsive Disorder [OCD], Seizure Disorder, and Other Diagnosis).  

The researcher also examined potential differences between ASD-sibs and TD-sibs in 

general academic achievement (Academics), participation in extracurricular activities in 

childhood (Past Extras), current participation in hobby or leisure activities (Current 
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Extras), and reported number of friendships, both presently and in childhood (Past 

Friends and Current Friends). 

Third, the researcher conducted within-group analyses in order to determine 

which factors are most closely associated with overall relationship quality (Relationship 

Overall) for ASD-sibs with their diagnosed brother/sister.  For these exploratory 

analyses, demographic variables (Gender and Age), use of social and formal supports 

(Total Social and Total Formal), adjustment factors (Internalizing Behaviors, 

Externalizing Behaviors), diagnostic information (Anxiety, Depression, Learning 

Disability, ADHD, OCD, and Seizure Disorder), as well as the degree of impairment of 

the brother/sister with ASD, were evaluated in relation to reported overall relationship 

quality. 

Finally, the researcher investigated the role of several participant characteristics 

on various aspects of adjustment.  The variables utilized as measures of adjustment 

included history of internalizing problems (Internalizing Behaviors) or externalizing 

problems (Externalizing Behaviors), presence of diagnoses (Anxiety, Depression, 

Learning Disability, ADHD, OCD, and Seizure Disorder), perceived experience of stress 

(Current Stress), and evaluation of self-concept, both presently and during childhood 

(Current Self-Concept and Past Self-Concept).  These variables were compared to aspects 

of the sibling relationship, such as the degree of stress experienced in childhood in 

relation to the diagnosed brother/sister (Perceived Stress), the degree of impairment in the 

diagnosed brother/sister (Overall Severity), and the perceived quality of the sibling 
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relationship (Relationship Overall).  The relationships between utilization of support 

services (Total Social and Total Formal) and aspects of adjustment were also analyzed. 

Statistical Analyses 

Several analytic techniques were used in evaluating the research questions.  First, 

to analyze the differences between ASD-sibs and TD-sibs Mann-Whitney U tests were 

utilized to determine if the means of the two groups differ significantly from one another 

when the dependent variables of interest are measured on an ordinal scale.  The Mann-

Whitney U tests is a non-parametric analytic technique appropriate for use in situations 

when the assumptions of T-tests have been violated, as is the case for the ordinally 

measured variables, such as the Likert scale items utilized in this study (Hart, 2001).  

Second, Chi-square tests for independence were used to analyze differences between 

ASD-sibs and TD-sibs when the variables of interest involve categorical variables (e.g., 

gender, history of diagnoses).  Chi-square tests examine frequencies or proportions of 

responses associated with certain groups are appropriate for use when the variables under 

study are categorical (McHugh, 2013).  Effect size was also examined for significant 

results in order to evaluate the magnitude or strength of the reported findings.  Pearson 

correlations (r) and phi (Φ) statistics provide indications of effect size for Mann-Whitney 

U tests and Chi-square tests of independence, respectively.  The classification of effect 

size for both analyses used in this study (using degrees of freedom equal to 1) 

corresponds to the following: .10 indicates small effect, .30 indicates medium effect, and 

.50 indicates large effect (Meyers, Gamst, & Guarino, 2006). 
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Various statistical methods were employed in evaluating sibling relationship 

quality and adjustment outcomes for ASD-sibs. Point-biserial correlations are product-

moment correlations calculated between a continuous variable and a binary variable 

(Meyers et al., 2006).  This analytic technique was used to evaluate the relationships 

between dichotomous variables, such as diagnostic status or gender, on overall sibling 

relationship quality.  A univariate analysis of variance (ANOVA) was used to examine 

differences in relationship quality based on gender classification of the sibling pairs.  

ANOVAs are powerful techniques that allow researchers to compare the means of two or 

more groups, control for confounding variables, and detect interaction effects between 

variables (Kao & Green, 2008).   A simple linear regression analyzed the relationship of 

autism symptom severity in predicting overall sibling relationship quality.  In order to 

evaluate adjustment factors for ASD-sibs a series or Pearson product-moment 

correlations were conducted.  This statistical technique is appropriate when comparing 

two variables that are both measured on quantitative scales (Meyers et al., 2006).      

Finally, various responses to free-response survey items from the ASD-sibs sample were 

reviewed and included in the discussion section.  These were used to illustrate and 

supplement the relevant findings of this study. 

Participants 

The target participants of this study included individuals, ages 18 and older, who 

have a brother or sister that has been diagnosed with ASD.  The participants in this study 

were part of larger research effort with the purpose of gathering information regarding 
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the experience of autism for those individuals diagnosed with ASD and those who are 

closely involved in their lives.  Participants were recruited through postings on various 

social networking sites, blogs, and organizational websites related to autism, or having a 

family member with a disability.  Undergraduate students were also invited to participate 

in this study in order to fulfill psychology course requirements, or to receive extra credit.  

Prior to completing the survey, participants were asked to continue only if they have a 

sibling with ASD that includes a diagnosis of autism, Asperger syndrome, or PDD-NOS.  

The participants were asked to specify the severity level of their brother/sister’s ASD 

symptoms within the survey.  The ASD-sib participants included 140 (123 female) 

individuals ages 18-61 (M = 24.14 years, SD = 8.82).  The ethnic composition of the 

sample was 55.7% Caucasian, 21.4% African American, 16.4% Hispanic/Latino, 5.0% 

Asian/Pacific Islander, and 1.4% Native American.   

 Control participants (TD-sibs group) included individuals that were at least 18 

years of age or older, and had at least one sibling.  Participants were recruited through 

social networking sites and via a collegiate research system in order to fulfill 

undergraduate course credit requirements.  Participants were excluded from the analyses 

if they endorsed having a brother or sister diagnosed with ASD with a total of 25 

participants excluded from the TD-sibs group.  The final sample consisted of 342 

participants (324 female) between the ages of 18 and 50 (M = 20.98, SD = 5.29).  The 

ethnic composition of the TD-sibs sample was 35.7% Caucasian, 26.0% Hispanic/Latino, 



59 

 

23.4% African American, 11.1% Asian/Pacific Islander, 3.5% Other, and 0.3% Native 

American.    

 To ensure the privacy of the individuals participating in the study, all surveys 

were completed anonymously with each participant receiving unique identification codes.  

In addition, the participants had the ability to complete the survey privately at a time and 

location of their choice.  Further, no identifiable information will be included in the 

study.  For the purpose of the proposed study, the data collected were reported by 

consenting adults.  Therefore, special considerations for working with a vulnerable 

population (e.g., children, pregnant women, prisoners, and animals) were deemed not 

necessary.  Furthermore, the researcher did not have direct contact with the participants.  

Prior to data collection, the study was approved by the Texas Woman’s University 

Institutional Review Board. 

Instruments 

The measures of this study include two on-line surveys that were developed for 

the purposes of this research.  The first was the Growing up with a Sibling with Autism: 

Adult Perspectives (GSA-A) survey.  The second survey was created following the 

development of the GSA-A in order to provide a control group to which the data gathered 

from the GSA-A could be compared.  This survey was titled Growing up with Siblings 

(GWS).  Copies of both surveys are provided in the appendix.  The GSA-A was a web-

based survey that consists of 63 questions using Likert-scale, free response, and 

summative format.  An example of Likert-scale type questions is the following:  “How 
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much stress do you currently feel?  Not much, a little, some, quite a bit, very much.”  All 

Likert-scale questions were forced-response.  Free response items varied from specifying 

the endorsement of an “other” option, or asking the participant to describe the most 

difficult aspects of growing up with a sibling with autism.  Summative response questions 

asked the participants to check all of the subsequent response items that apply to 

themselves or the sibling.  For example “What types of social support services did/does 

your family use?  None, family, friends, leisure time, community programs, other.”   

The survey questions asked the participants to provide demographic 

characteristics of themselves and their reference sibling.  These include items concerning 

age, race, gender, and current occupational status.  Several questions asked the participant 

about their current and past psychological and social-emotional wellbeing.  These 

included questions regarding internalizing symptoms, externalizing behaviors, presence 

of any psychological diagnoses, perception of self-concept, feelings of stress, feelings of 

embarrassment towards the brother/sister with ASD, opportunities to socialize, and 

friendships.  The participants were also asked to complete items pertaining to the 

reference sibling’s ASD.  These included queries regarding the severity of the ASD 

symptoms, presence of any other comorbid diagnoses, and the amount of assistance that 

the sibling requires on a day-to-day basis.  Finally, the participant was asked to provide 

information regarding the relationship with his/her sibling with ASD, both currently and 

the perception of the relationship as it was experienced in childhood.  The participant was 

asked to describe the overall stress level of having a sibling with ASD; the quality of the 
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relationship; the amount of pressure they felt to be responsible for their brother/sister 

with ASD; if, and in what ways, they felt that they were treated differently than their 

sibling; and how they feel that their sibling has impacted their life.  The participants also 

had the opportunity to answer free-response questions asking about their personal 

experiences with their brother/sister.  For example, they were asked about the most 

difficult aspect of having a sibling with autism, what they have learned through their 

experiences, and queried as to what autism means to them. 

The GWS is a 38-item web-based survey that was developed for the control group 

(adults with siblings who do not have ASD).  Questions used for comparison purposes 

were the same as in the GSA-A, with the exception of slight changes in wording to make 

it more applicable for this population; for example, the GWS asks “how would you 

describe your relationship with your sibling” (instead of “your sibling with autism”).  

Also, questions that would pertain only to the ASD-groups were eliminated.  For 

example, the GWS does not ask the participants “how severe is your sibling’s autism?” 

Procedure of Data Collection 

 Both of the survey measures were accessible via PsychData.com.  Links to the 

surveys were posted through various social media websites, blogs, and organizational 

websites.  The GSA-A was posted through various autism and sibling related 

organizations via Facebook.  Also, the survey was posted through the research page of 

the Autism Speaks organizational website.  The GSA-A was also distributed through Don 

Meyer’s Sibnet network, and the Interactive Autism Network.  The Sibnet network is a 
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national organization that is dedicated to benefiting the lives of brothers and sisters of 

individuals with disabilities.  The GWS survey was also distributed through Facebook 

and various social media sites, such as Reddit.com.  In addition, undergraduate students 

at Texas Woman’s University had the opportunity to complete both surveys to fulfill 

course credit requirements or for extra credit. 

 Upon accessing the survey via Psychdata, the participant was led through the 

informed consent procedures.  After consenting to participate in the study, the participant 

completed the survey.  Participants were required to provide responses for all Likert type 

items.  They did not have to respond to complete items that required them to type their 

information as a response.  A copy of the informed consent documentation is available in 

the appendix.  Both surveys could be completed in approximately 30 minutes. 
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CHAPTER IV 

RESULTS 

The purpose of this chapter is to describe the results of this study as they relate to the 

proposed research questions.  Descriptive statistics are discussed, followed by the 

introduction of primary analyses to address research questions.  The chapter begins by 

examining the differences in sibling relationships and adjustment outcomes between 

ASD-sibs and TD-sibs.  The chapter concludes with analyses on the ASD-sibs group in 

terms of sibling relationship and adjustment outcomes.      

Sibling Relationship Differences between ASD-Sibs and TD-Sibs 

The first research question asked, “Do ASD-sibs differ from non-ASD-sibs in 

aspects of the sibling relationship with their brother/sister?”  Due to the differences in 

sample sizes between the two groups and the use of ordinally measured variables, non-

parametric tests evaluating median differences were utilized in the subsequent analyses.  

Mann Whitney-U tests were used to compare groups on the variables that were measured 

on an ordinal scale (Likert-style items).  The mean statistics for the quantitative variables 

are presented in Table 1.  Test statistics for the variables found to be significant (p < .05) 

are reported in Table 2. 
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Results from the Mann-Whitney U analyses indicated statistically significant 

differences between ASD-sibs and TD-sibs in their reported experiences and perceived 

relationship with their brother/sister.  ASD-Sibs (Mdn = 3) reported significantly lower 

(more negative) experiences growing up with their sibling than TD-sibs (Mdn = 4), U = 

14211, p < .001.  The Pearson correlation, r = -.33, indicates a medium effect size.  A 

Mann-Whitney test indicated that ASD-sibs (Mdn = 3) reported spending less individual 

time with parents compared to their brother/sister in childhood than did TD-sibs (Mdn = 

3), U = 16459, p < .001, with an effect size within the small-medium range (r = -.26).  

ASD-sibs were also found to report significantly higher rates of caregiving 

responsibilities, including babysitting [(Mdn = 4), U = 17250, p < .001, r = -.26], 

entertaining [(Mdn = 4), U = 15208, p < .001, r = -.27], picking up after [(Mdn = 4), U = 

17612, p < .001, r = -.18], and being a role model for their brother/sister [(Mdn = 5) U = 

20057, p < .05, r = -.10]. 
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Table 1  

Mean Relationship Differences for Quantitative Variables between ASD-Sibs and TD-Sibs 

 
ASD-Sibs TD-Sibs 

 
M SD M SD 

Experiences with Sibling* 2.83 1.18 3.72 1.07 

Relationship with Sibling 3.74 1.27 3.95 1.16 

Parent Time* 2.48 1.05 3.04 0.91 

Past Helpful 4.11 1.07 4.12 0.87 

Past Pressure 3.10 1.34 2.96 1.45 

Current Pressure 2.56 1.29 2.37 1.34 

Babysitting* 3.24 1.44 2.55 1.64 

Entertaining* 3.65 1.39 2.67 1.62 

Picking up After* 3.60 1.45 2.95 1.59 

Role Model* 3.98 1.51 3.51 1.78 

Stand up For 3.73 1.44 3.38 1.63 

*Denotes statistically significant difference (p < .05) 

 

Statistically significant differences were not observed between ASD-sibs and TD-

sibs in terms of reported relationship quality, U = 21853, p = .114, r = -.07, past 

helpfulness, U = 22878, p = .415, r = -.04, past pressure to be responsible for their 
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brother/sister, U = 22725, p = .371, r = -.04, current pressure of responsibility U = 21760, 

p = .105, r = -.07, or responsibility to stand up for their brother/sister, U = 20592, p = 

.074, r = -.08. 

Table 2  

Significant Relationship Differences for Quantitative Variables between ASD-Sibs and TD-Sibs 

 
ASD-Sibs TD-Sibs Test Statistics 

 Mean 

Rank 

Sum of 

Ranks 

Mean 

Rank 

Sum of 

Ranks 

Mann-

Whitney U 

Z 

Score 

p 

(2-tailed) 

Effect 

Size (r) 

Experiences 

with Sibling 

 

172 24081 270 92322 14211 -7.31 <.001 -.33 

Parent Time 188 26330 263 90073 16459 -5.74 <.001 -.26 

Babysitting 283 37891 223 76590 17250 -4.42 <.001 -.20 

Entertaining 297 39456 217 74548 15208 -5.85 <.001 -.27 

Picking up  

After 

 

279 37051 224 76952 17612 -4.02 <.001 -.18 

Role Model 259 34129 231 79397 20057 -2.20 <.05 -.10 

 

Chi-square tests for independence were used to compare proportions on 

categorical variables related to aspects of the sibling relationship.  These discrete 

variables examined differences between ASD-sibs and TD-sibs in perceptions of being 

treated differently from their brother/sister during childhood.  Descriptive statistics are 

provided in Table 3, while test statistics for variables of significance (p < .05) are 

reported in Table 4.  Chi-square analyses indicated that ASD-sibs reported receiving 
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special privileges less often than did TD-sibs, χ² (1, N = 482) = 4.49, p < .05, small effect 

size (Φ = -.10).  Chi-square test also found that ASD-sibs reported receiving less 

attention relative to their brother/sister than did TD-sibs, χ² (1, N = 482) = 12.05, p < 

.001, small effect size (Φ = .15).  ASD-sibs and TD-sibs did not significantly differ in 

their report of bullying, χ² (1, N = 482) = 12.05, p = .221.  

Table 3 

Descriptive Statistics for Categorical Variables in Relationship Differences between 

ASD-Sibs and TD-Sibs 

 
ASD-Sibs TD-Sibs Total 

 
Count Percent Count Percent Count Percent 

Bullied 7 5.0 30 8.8 37 7.7 

Special Privileges* 9 6.4 47 13.7 56 11.6 

Less Attention* 62 44.3 94 27.5 156 32.4 

*Denotes statistically significant difference (p < .05) 

 

Table 4 

Chi-Square Tests for Significance in Relationship Differences between ASD-Sibs and 

TD-Sibs 

Continuity Correction X² Df P Effect Size (Phi) 

Special Privileges 4.49 1 .034  -.10 

Less Attention 12.05 1 .001 -.15 
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Adjustment Differences between ASD-Sibs and TD-Sibs 

The second research questions asked, “Do ASD-sibs differ from non-ASD-sibs on 

aspects of adjustment?”  Mann-Whitney U tests were utilized to evaluate group 

differences for quantitatively measured variables.  Table 5 provides descriptive statistics 

for the quantitative variables relating to adjustment.  Table 6 displays the relevant test 

statistics for significant variables.  The Mann-Whitney U tests indicated a significant 

difference between the groups in terms of past self-concept.  ASD-sibs endorsed 

significantly lower (more negative) self-concept scores in childhood (Mdn = 3) U = 

19688, p < .05, small effect size (r = -.14). 

Table 5 

Descriptive Statistics for Adjustment Differences of Quantitative Variables for 

ASD-Sibs and TD-Sibs 

 
ASD-Sibs TD-Sibs 

 
M SD M SD 

Current Self-Concept 3.81 1.01 3.95 0.96 

Past Self-Concept* 2.92 1.26 3.32 1.23 

Current Stress 3.28 1.08 3.32 1.11 

Academics 4.39 0.68 4.39 0.69 

Past Extracurricular 3.27 0.90 3.27 0.87 

Current Extracurricular 3.06 0.80 2.94 0.79 

Past Friendships 3.16 1.04 3.27 1.06 

Current Friendships 3.05 0.99 3.02 1.02 

*Denotes statistically significant difference (p < .05) 
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Table 6 

Analyses for Significant Adjustment Differences of Quantitative Variables for ASD-Sibs and TD-

Sibs 

 
ASD-Sibs TD-Sibs Test Statistics 

 
Mean 

Rank 

Sum of 

Ranks 

Mean 

Rank 

Sum of 

Ranks 

Mann-Whitney 

U 

Z 

Score 

p 

(2-tailed) 

Effect 

Size (r) 

 

Past Self-Concept 211 29558 254 86845 19688 -3.14 .002 -.14 

 

Chi-square tests for independence were used to compare proportions on 

categorical variables related to aspects of adjustment.  Descriptive statistics are provided 

in Table 7, while test statistics for variables of significance (p < .05) are reported in Table 

8.  Chi-square results indicated that ASD-sibs reported a higher proportion of 

internalizing problems, χ² (1, N = 482) = 19.60, p < .001, small-moderate effect size (Φ = 

.21) and externalizing problems, χ² (1, N = 482) = 4.72, p < .05, small effect size (Φ = 

.11) in childhood.  The results also indicated significantly higher frequencies of various 

diagnoses for ASD-sibs than TD-sibs.  ASD-sibs reported higher rates of depression, χ² 

(1, N = 482) = 8.14, p = .005, ADHD, χ² (1, N = 482) = 5.62, p < .05, OCD, χ² (1, N = 

482) = 5.32, p < .05, and “other” diagnoses, χ² (1, N = 482) = 23.64, p < .001.   
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Table 7 

Descriptive Statistics for Categorical Variables in Adjustment Differences between 

ASD-Sibs and TD-Sibs 

 
ASD-Sibs TD-Sibs Total 

 
Count Percent Count Percent Count Percent 

Internalizing* 70 50.0 97 28.4 167 34.6 

Externalizing* 38 27.1 61 17.8 99 20.5 

Anxiety 26 18.6 39 11.4 65 13.5 

Depression* 35 25.0 47 13.7 82 17.0 

SLD 6 4.3 6 1.8 12 2.5 

ADHD* 13 9.3 12 3.5 25 5.2 

OCD* 8 5.7 5 1.5 13 2.7 

Seizure D/O 1 0.7 0 0 1 0.2 

Other* 19 13.6 7 2.0 26 5.4 

*Indicates statistically significant difference (p < .05) 

 

In addition, because two-by-two Chi-square analyses were conducted, a more 

stringent test statistic, the continuity correction, was applied in determining statistical 

significance.  This lowered the Chi-square value that could otherwise be obtained.  Using 

the continuity correction, another diagnosis, anxiety, closely approached the level of 

significance, χ² (1, N = 482) = 3.78, p = .052, small effect size (Φ = .10), and was 

noteworthy.  The Chi-square analyses indicated that ASD-sibs and TD-sibs did not 
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significantly differ in rates of learning disability diagnoses χ² (1, N = 482) = 1.68, p = 

.195, or seizure disorders, χ² (1, N = 482) = 0.21, p = .644.    

Table 8  

Chi-Square Tests for Significance in Adjustment Differences between ASD-Sibs and 

TD-Sibs  

Continuity Correction χ² Df P 
Effect Size 

(Φ) 

Internalizing 19.60 1 < .001 .21 

Externalizing 4.72 1 .030 .11 

Depression 8.14 1 .004 .14 

ADHD 5.62 1 .018 .12 

OCD 5.32 1 .021 .12 

Other 23.64 1 < .001 .23 

 

Relationship Quality for ASD-Sibs 

The third research question asked, “What factors are related to sibling relationship 

quality for ASD-sibs and their diagnosed brother/sister?”  A parcel, or aggregate, variable 

was created using the average score from three Likert-scale survey items to measure 

overall relationship quality for ASD-sibs (M = 3.34, SD = .73).  Little, Cunningham, 

Shahar, and Widaman (2002) listed several benefits of using aggregate-level data in 

comparison to item-level data.  The authors noted that item-level data tend to have lower 

reliability, a smaller ratio of common to unique factor variance, and a greater likelihood 

of distributional violations.  This parcel consisted of related items asking the participants 
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to indicate their level of closeness, perceived pressure of responsibility, and the degree of 

stress they experienced growing up with a brother/sister with ASD.  Visual inspection of 

the histogram indicates that the parcel’s distribution is close to normal.  Furthermore, the 

skewness and kurtosis statistics were all within acceptable limits (-.105 and -.797, 

respectively), indicating that this variable is adequately distributed. 

A series of point-biserial correlations were conducted to analyze the relationships 

between overall relationship quality and the dichotomous variables of interest.  Table 9 

displays the test statistics for overall sibling relationship quality and associations with 

dichotomous variables.  No significant associations were indicated through this series of 

analyses.  Thus, variables including age, internalizing/externalizing difficulties, 

diagnostic status, or use of social/formal support services do not correlate to a significant 

degree with overall sibling relationship quality. 
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Table 9 

Overall Relationship Quality Correlations for ASD-Sibs 

 
R n P 

Age of Participant -.11 140 .21 

Age of Sibling with ASD -.14 140 .11 

Internalizing -.12 140 .17 

Externalizing -.05 140 .58 

Anxiety -.02 140 .79 

Depression -.02 140 .85 

Learning Disability  .01 140 .89 

ADHD -.02 140 .80 

OCD -.01 140 .94 

Seizure Disorder -.09 140 .31 

Total Social Support  .00 140 .99 

Total Formal Support -.01 140 .93 

 

A univariate ANOVA was conducted to explore differences in overall relationship 

quality by gender of the sibling dyads (brother-brother, sister-sister, or mixed).  

Descriptive statistics for overall relationship quality based on gender pairs are presented 

in Table 10.  The results of the ANOVA were not significant for sibling gender at any 

level of the analysis, F (3, 139) = 0.41, p > .05.  However, this may be due to the wide 

variability in sample size between the groups.  
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Table 10 

Descriptive Statistics Relationship Quality by Gender Pairs for ASD-Sibs 

Sibling Type M SD N 

Brothers 3.44 0.91 9 

Sisters 3.25 0.85 33 

Mixed 3.36 0.68 98 

Total Sample 3.34 0.73 140 

 

In order to examine the relationship between overall sibling relationship quality 

and the degree of impairment of the diagnosed brother/sister’s autism, an aggregate 

variable was created to represent the overall symptom severity (M = 2.84, SD = 1.01, n = 

140).  This variable consisted of the average scores of two survey items measuring the 

autism level of severity and the level of assistance the brother/sister requires.  

Examination of histogram, as well as skewness and kurtosis statistics of .185 and -.503, 

respectively, indicate that the assumption of normality is reasonably satisfied.  Using this 

aggregate estimation of overall ASD symptom severity as the predictor variable, a simple 

linear regression was conducted to examine its role in predicting overall sibling 

relationship quality.  The results of the simple linear regression suggest that a significant 

proportion of the total variation in overall sibling relationship quality was predicted by 

overall ASD symptom severity.  In other words, the level of ASD-severity reported was a 

good predictor of the overall sibling relationship quality reported by ASD-sibs, F (1, 139) 

= 7.19, p = .008.  The adjusted R² value of .042 suggests that 4.2% of the variability of 
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overall relationship quality scores can be explained by overall ASD severity.  Although 

not large in an absolute sense, it does indicate a relationship between the severity of a 

brother/sister’s ASD and the quality of the sibling relationship.  Additionally, the 

significant t statistic test associated with the regression coefficient of the regression 

model provides further support that overall autism symptom severity is a significant 

predictor of overall sibling relationship quality for ASD-sibs, t(139) = -2.68, p = .008, r = 

-.22, an effect size falling within the small-medium range for Pearson product-moment 

coefficients (Meyers et. al., 2006).    

Adjustment for ASD-Sibs 

The fourth research question asks, “What factors are related to adjustment 

outcomes for ASD-sibs?”  A series of Pearson product-moment correlations and point-

biserial correlations were conducted for the variables involved in this analyses.  The 

adjustment variables of focus included psychiatric diagnoses, behavioral problems in 

childhood, stress experienced formerly in childhood and currently as an adult, as well as 

self-concept in childhood and adulthood.  Table 11 presents the correlations for analyzed 

adjustment factors.  As can be seen from Table 11, the overall autism severity level was 

significantly correlated with adjustment factors.  A small, but significant correlation 

exists between overall ASD severity and internalizing problems, Pearson’s r(140) = .17, 

p = .041.  This suggests that ASD-sibs are more likely to report internalizing difficulties 

during childhood when their brother/sister with autism is more severely impaired.  

Overall autism severity was also found to have a small, but significant negative 
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relationship with the past self-concept of ASD-sibs, Pearson’s r(140) = -.19, p = -.19.  

This suggests that ASD-sibs are more likely to report a lower (more negative) self-

concept during childhood as the brother/sister’s severity level is increasingly impaired.  

Finally, a moderate negative correlation was indicated between overall autism severity 

and stress experienced in childhood by the ASD-sib, Pearson’s r(140) = -.27, p = .001.  

Autism severity was not significantly associated with externalizing problems in 

childhood, current self-concept, or current stress level for ASD-sibs.  Furthermore, the 

correlations indicate that the quality of the sibling relationship, as well as the use of social 

and formal support services in childhood, are not significantly related to internalizing or 

externalizing problems in childhood, current or past self-concept, or current or past 

experienced stress.       

Table 11 

Correlations Relating to ASD-Sibs Adjustment 

 
Relationship 

Quality 

Overall ASD 

Severity 

Total Social 

Support 

Total Formal 

Support 

Internalizing -.12   .17* -.05 .12 

Externalizing -.05 -.13 -.00 -.02 

Current Self-Concept  .09 -.03  .01  .00 

Past Self-Concept  .14   -.19* -.00 -.01 

Current Stress -.12 -.07  .00  .00 

Stress in Childhood  --     -.27**  .01  .00 

* Statistical significance at p < .05  ** Statistical significance at p < .001 
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Table 12 presents the Pearson inter-correlations for variables relating to 

adjustment outcomes.  Internalizing problems in childhood were found to have a 

significant positive relationship of a small-to-moderate effect size with externalizing 

problems, Pearson’s r(140) = .23, p < .001, and diagnoses of anxiety, Pearson’s r(140) = 

.22, p < .001, and depression, Pearson’s r(140) = .31, p < .001.  Internalizing difficulties 

in childhood were negatively associated with current self-concept, Pearson’s r(140) = -

.29, p < .001, and past self-concept, Pearson’s r(140) = -.52, p < .001, with effect sizes 

ranging from moderate to large.   

Externalizing problems from childhood were found to have significant positive 

correlations (ranging from small to moderate in effect) with current stress level, 

Pearson’s r(140) = .17, p < .05, as well as diagnoses of depression, Pearson’s r(140) = 

.20, p < .05, learning disability, Pearson’s r(140) = .19, p < .05, and ADHD, Pearson’s 

r(140) = .30, p < .001.  Externalizing difficulties also had small-moderate negative 

relationship with past self-concept, Pearson’s r(140) = -.24, p < .05.  The current self-

concept reported by ASD-sibs was found to be moderately-to-highly positively related to 

past self-concept, Pearson’s r(140) = .45, p < .001, and moderately negatively associated 

with current stress level, Pearson’s r(140) = -.34, p < .001.  Past self-concept was found 

to have a moderate negative correlation with current stress level, Pearson’s r(140) = -.28, 

p < .001, and a small-moderate positive correlation with stress experienced during 

childhood, Pearson’s r(140) = .20, p < .05.   
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Table 12 

Inter-Correlations of Adjustment Variables for ASD-Sibs 

 1 2 3 4 5 6 7 8 9 10 11 

1.  Internalizing -- .23** -.29** -.52** .15 -.13 .22** .31** -.07 .12 .12 

2.  Externalizing  -- -.14 -.24* .17* -.13 .16 .20* .19* .30** .13 

3.  Current Self-Concept   -- .45** -.34** .14 -.02 -.04 -.01 -.06 -.02 

4.  Past Self-Concept    -- -.28** .20* -.03 -.05 -.01 -.06 -.06 

5.  Current Stress     -- -.13 .02 .04 .02 .03 .03 

6.  Stress in Childhood      -- -.02 -.01 .02 -.02 .12 

7.  Anxiety       -- NA NA NA NA 

8.  Depression        -- NA NA NA 

9.  Learning Disability         -- NA NA 

10.  ADHD          -- NA 

11.  OCD           -- 

* Statistical Significance at p < .05  ** Statistical Significance at p < .001 

NA indicates that Pearson Correlations could not be tested for 2 dichotomous variables 
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CHAPTER V 

DISCUSSION 

Sibling Relationships between ASD-Sibs and TD-Sibs 

 The current study examined and compared the experiences of ASD-sibs in terms 

of sibling relationship and adjustment outcomes to a control group of siblings with a 

brother/sister who has not been diagnosed with autism (TD-sibs).  The first goal of the 

research was to determine what, if any, differences exist between ASD-sibs and TD-sibs 

on experiences in terms of the sibling relationship.  Several significant sibling 

relationship differences between the two groups emerged.  First, ASD-sibs reported 

having an overall more stressful and negative experience growing up with their 

brother/sister than TD-sibs reported.  Child ASD-sibs may experience stressors for 

several reasons.  For example, researchers have found that a disproportionate number of 

child ASD-sibs reported frightening and disturbing behaviors from their sibling with 

autism (Bagenholm & Gillberg, 1991), and described aggression as the most frequently 

expressed theme in regards to ASD-sibs interactions with their brother/sister (Ross & 

Cuskelly, 2006).  This is exemplified through a response provided by one of the 

participants:   
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There are many things that I found difficult about growing up with an autistic 

brother, however the hardest thing was the constant fear of violence.  With no 

way to verbally communicate his frustration, my brother would become 

aggressive frequently with no warning.  My mother once had to go to hospital 

when he attacked her, and I still have permanent scars on my body from when he 

bit me.  He would throw himself against closed doors and windows, bite, kick and 

scratch anyone near him.  As a child this was incredibly frightening for me.  

The sibling relationship may also be negatively impacted by feelings of embarrassment 

leading the ASD-sibs to limit the chances for positive and intimate sibling interactions 

(Roeyers & Mycke, 1995).  This idea of embarrassment is evident in this participant’s 

response:  

I was frequently harassed as being the brother of the autistic girl in question, 

somewhat impairing social interaction with others.  I have many times avoided 

bringing up the subject of my sister existing due [to] a sense of shame and 

embarrassment associated with her. 

Interestingly, however, current sibling relationship quality did not differ between 

ASD-sibs and TD-sibs.  This is in contrast to findings that report less warm and close 

sibling relationships for adult ASD-sibs (Hodapp & Urbano, 2007; Orsmond & Seltzer, 

2007a).  Although the limited literature on adults has found differences in relationship 

quality between ASD-sibs and TD-sibs, the larger body of research on children has often 

reported similar degrees of positive feelings and intimacy with siblings.  For example, 
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Walton and Ingersoll (2015) found no differences in overall relationship quality between 

ASD-sibs and TD-sibs.  Similarly, Roeyers and Mycke (1995) observed that the quality 

of sibling interactions of ASD, TD, and ID dyads were similar in terms of positive, 

prosocial behaviors.  It is possible that stressful experiences that ASD-sibs often endure 

in childhood may not affect the closeness or intimacy of the sibling relationship any more 

than experiences between typically developing sibling pairs do in the long-term. 

 Compared with TD-sibs, ASD-sibs reported several ways that they were treated 

differently in childhood because of their brother/sister.  First, ASD-sibs indicated that 

their parents spent much less individual quality time with them compared to their 

brother/sister.  This is consistent with McHale and colleagues (1986) who found that 

negative sibling relationships in childhood were associated with perceptions of parental 

favoritism towards their brother/sister with autism.  The results from the present study 

suggest that these perceptions may persist into adulthood.  Another participant described 

her experiences of feeling separated from her family because of her brother with autism:  

As an adult, the difficulty has been that I am excluded from my own family unit.  

My parents both care for my brother full-time and it's all they do.  There isn't 

really room in their life for me as well, since I don't live with them and take part 

in the caring any more so I am not part of the core activity of the family.    

This is consistent with Orsmond and Seltzer (2007a) who reported that ASD-sibs were 

more likely than other types of sibling pairs to report that their relationship with parents 

were negatively impacted.  Additionally, the ASD-sibs in the present study felt as if they 
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received less attention from others and earned fewer special privileges because of their 

brother/sister with autism.   

ASD-sibs also endorsed having higher rates of caregiving responsibilities than 

TD-sibs, such as babysitting, entertaining, cleaning, and being a role-model for their 

brother/sister.  However, despite differences in responsibilities between the two groups, 

ASD-sibs did not report feeling any more pressure (neither in childhood nor presently) to 

be responsible for their brother/sister.  ASD-sibs also did not perceive themselves as 

being exceptionally helpful in comparison to the TD-sibs.  This is inconsistent with 

studies that suggest that ASD-sibs view themselves as being particularly helpful (e.g., 

Barak-Levy et al., 2010), expressing what Benderix and Sivberg (2007) described as a 

precocious sense of responsibility to care for and protect their brother/sister with autism. 

Adjustment Differences between ASD-Sibs and TD-Sibs 

 The second goal of the present study was to evaluate potential differences 

between ASD-sibs and TD-sibs on adjustment outcomes.  Significant differences 

between the groups emerged on both childhood and adult variables.  In terms of 

experiences in childhood, ASD-sibs reported having a more negative self-evaluation, and 

endorsed higher rates of externalizing and internalizing behaviors than TD-sibs endorsed.  

Fifty percent of ASD-sibs, compared to 28.4 % of TD-sibs, reported a history of 

internalizing difficulties.  Twenty-seven percent of ASD-sibs, compared to 18% of TD-

sibs reported a history of externalizing difficulties.  These findings are consistent with the 

majority of the research on ASD-sibs that report more social, emotional, and behavioral 
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difficulties for this population of children (Fisman et al., 2000; Macks & Reeves, 2007; 

Rodrigue et al., 1993; Ross & Cuskelly, 2006; Smith & Perry, 2005; Verte et al., 2003).  

ASD-sibs were also found to have significantly higher rates of psychiatric diagnoses than 

TD-sibs, including depression, ADHD, OCD, anxiety, and “other” diagnoses.  

Depression was the most commonly reported psychiatric diagnosis by ASD-sibs, 

occurring in 25% of this study’s sample.  This is consistent with the reports of elevated 

depressive symptoms and depressive disorders for ASD-sibs in childhood (Gold, 1993; 

Smalley et al., 1995).  The data are also commensurate with reports of higher levels of 

depressive symptoms for adult ASD-sibs (Hodapp & Urbano, 2007).  Similarly, Piven 

and colleagues (1989) found that a significant proportion (15%) of adult ASD-sibs 

received treatment for depression and/or mania, compared to 3% of individuals in the 

general population.  Many of the free-responses from participants referenced 

experiencing feelings of sadness, isolation, and worry in childhood.  Several of the 

participants attribute these emotions to their experiences being an ASD-sib.  For 

example: 

I was always just another child in my family.  My parents had their favorites out 

of my siblings, and I was not one of them.  This caused me to develop a 

depression stage on my life then it eventually turned into anger. 

I suffered from depression and social withdrawals throughout my middle and high 

school years.  Partly but not completely due to feeling different because of the 

lifestyle I lived at home...being an autism sibling with many responsibilities and 
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challenges that differed from those of my peers.  I did not know anyone else going 

through what I was and due to that was afraid to allow my peers into my 

life...afraid of what they would think if they witnessed one of his big meltdowns 

or if he was to have spit on them...afraid because I knew how cruel some teens 

could be towards people for any differences that they saw as “not normal.” 

ASD-sibs and TD-sibs did not differ in regards to current self-concept, current 

stress level, academics, participation in extracurricular activities, or number of 

friendships.  Both groups endorsed high-average (positive) ratings in terms of their 

current self-evaluations.  This is consistent with other research indicating that ASD-sibs 

show positive outcomes, such as increased competence and self-concept, increased 

empathy, and prosocial behaviors (Verte et al., 2003).  Furthermore, ASD-sibs and TD-

sibs endorsed having similar numbers of friends and participate in fun or leisure activities 

equally as often.  They also reported experiencing similar degrees of stress as an adult.  

Several participants indicated that their experiences with their brother/sister led them to 

develop empathy and prosocial skills that benefited them as adults.  For example, one 

participant commented on what she learned through her experiences as an ASD-sib: 

I have learned to be more loving and less critical and judgmental of others.  

Having firsthand experience of living with an autistic child has made me more 

understanding and considerate of others.  I know firsthand what it is like to see 

someone suffer from a disorder that they have no control over… 
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Although previous research (e.g. Barak-Levy et al., 2010) suggested that ASD-

sibs demonstrate more academic difficulties than TD-sibs, the current study indicates that 

this may not be the case.  ASD-sibs and TD-sibs were reported to have equally high 

(above average) grades.  However, this may be due to a large portion of both samples 

coming from university students who may value education and academic achievement 

more than a population of individuals who do not or have never attended college.  

Furthermore, Gamliel and colleagues (2009) suggested that the developmental trajectory 

of cognitive, language, and academic skills fluctuate more for ASD-sibs than TD-sibs in 

childhood.  Thus, while learning differences may be more apparent for ASD-sibs during 

childhood, it is possible that by the time ASD-sibs reach adulthood these skills have more 

effectively developed and stabilized, becoming comparable to those of TD-sibs. 

Relationship Quality for ASD-Sibs 

 The third goal of this study was to investigate variables that significantly predict 

or correlate with relationship quality for ASD-sibs.  The results suggested that the 

severity level of the brother/sister’s autism is a good predictor of the quality of the sibling 

relationship; ASD-sibs tend to evaluate the sibling relationship more negatively when 

their brother/sister is significantly impaired.  This is consistent with the findings of 

Orsmond and Seltzer (2007a) who reported that ASD-sibs perceived more positive 

sibling relationships when the brother/sister had higher levels of functional independence. 

 The literature has reported inconsistent findings in terms of how factors such as 

age and gender relate to sibling adjustment for ASD-sibs.  For adolescents and adults, 
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females who have a sister diagnosed with autism exhibited the most sibling engagement, 

while males who have a sister diagnosed with autism exhibited the least sibling 

engagement (Orsmond et al., 2009).  The current research found no differences in sibling 

relationship quality based on the genders of the sibling pairs.  However, the participants 

in this study were largely female who have a brother with autism.  It is likely that the 

number of males included in this sample (as well as the number of sisters with autism) 

was too small to adequately analyze differences between the groups based on gender.  

Future research should strive to obtain samples that are equivalent in terms of gender. 

 The current research found no evidence to support differences in relationship 

quality based on age or birth order for ASD-sibs.  This is in contrast with findings that 

suggested adult ASD-sibs are more likely to engage with their sibling when the 

diagnosed brother/sister is younger in age (Orsmond et al., 2009).  Research on child 

ASD-sibs are largely inconsistent in terms of age effects on the sibling relationship. 

 The ASD-sibs in this study reported having significantly more internalizing and 

externalizing problems, as well as elevated rates of psychiatric diagnoses (e.g., 

depression, anxiety, ADHD, and OCD) compared to the control sample.  Even though 

ASD-sibs endorsed having more social-emotional difficulties than TD-sibs, internalizing 

problems, externalizing problems, and presence of diagnoses were not significantly 

related to perceived relationship quality.  This is inconsistent with research that suggested 

that adult ASD-sibs with fewer emotional and behavioral problems had closer sibling 

relationships (Hodapp & Urbano, 2007).      
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 It has been suggested that education level is a negative predictor of relationship 

quality for adult ASD-sibs (Orsmond & Seltzer, 2007a).  Although the participants in this 

study were never asked about their education level, approximately half of the participants 

in the ASD-sibs group were undergraduate college students.  The education level for the 

participants obtained from social networking sites is unknown.  It is possible that this 

largely educated sample is not representative of the larger population of ASD-sibs; thus 

the results in terms of relationship quality in particular, may be negatively biased.  Future 

research with ASD-sibs should evaluate the effects and/or control for education level.  

Adjustment for ASD-Sibs 

 The final goal of this study was to investigate factors related to adjustment for 

ASD-sibs.  The results indicated that the autism severity level was significantly 

associated with adjustment problems for ASD-sibs in childhood.  Participants with a 

brother/sister with higher degrees of impairment were significantly more likely to 

endorse having internalizing, but not externalizing, difficulties in childhood.  Siblings of 

brother/sisters with severe autistic symptoms were also more likely to have a more 

negative self-evaluation and report experiencing more stress during childhood.  This is 

consistent with much of the research conducted with child ASD-sibs who found that the 

severity or impairment of the brother/sister was positively related to the ASD-sibs’ 

severity of emotional and behavioral problems (Petalas et al., 2012), and internalizing 

and social problems in particular (Tomeny et al., 2012). 
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 Although autism severity appears to have a negative impact on adjustment 

outcomes in childhood, the current results indicate that negative influences may not 

persist in adulthood for ASD-sibs.  Autism severity level was not associated with the 

adult ASD-sibs current feelings of stress or self-concept.  The finding conflicts with the 

majority of the research that reported significant relationships and effects of autism 

severity with adjustment in both childhood (e.g., Gold, 1993; Orsmond & Seltzer, 2007a; 

Pilowsky et al., 2004; Verte et al., 2003) and adulthood (Orsmond et al., 2009).  It is 

possible that the positive characteristics that ASD-sibs develop (such as patience and 

empathy) make this population more resilient in the long-term.  It may be that once ASD-

sibs have reached adulthood and start to establish their independence they are no longer 

as negatively affected by their brother/sister’s behavioral and functional impairments.  

ASD-sibs who reported a history of internalizing problems were also more likely to 

report having externalizing difficulties in childhood, as well as diagnoses of anxiety, and 

depression.  Although reported self-concept in adulthood was not significantly related to 

autism severity, it was negatively associated with history of internalizing difficulties.  

ASD-sibs who reported a history of externalizing problems were more likely to have a 

negative self-concept in childhood, and were at a greater risk for ADHD, learning 

disability, and depression.  These children were also more likely to report elevated levels 

of stress in adulthood.      

 Findings in the literature implicate the role of social support (e.g., ABA programs, 

support groups, counseling) in contributing to adjustment outcomes for ASD-sibs in 
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childhood.  For example, Kaminsky and Dewey (2002) reported that child ASD-sibs with 

high levels of social support in their lives demonstrated lower levels of loneliness and 

higher levels of academic functioning.  Hastings (2003a) found that social support 

interacts with autism severity level in predicting adjustment.  However, the findings from 

the current study indicated that the use of social and formal support services was not 

related to adjustment outcomes.  It is possible that, while social support may be beneficial 

for child ASD-sibs, the effects may not extend through to adulthood.  It may be the case 

that by adulthood, ASD-sibs have matured to such a degree that they no longer benefit 

from social or formal support. 

Limitations and Strengths 

All results must be interpreted in light of the methodological limitations of this 

study.  First, despite its flexibility and efficiency, there are disadvantages inherent in the 

use of self-report surveys.  Gravetter and Forzano (2012) noted particular concerns with 

lack of researcher control over the accuracy of the data and its representativeness over the 

population of interest.  The quality of the survey depends on the accuracy and 

truthfulness of the participant responses.  As such, there is always the risk with this type 

of measure that at least some participants will distort or conceal information.  Another 

problem with survey research concerns the lack of control that researchers have over the 

sample due to response bias.  Individuals who complete the survey may differ in key 

areas from those who chose not to complete the survey.  Also, participants who are 
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recruited from different sites may differ from individuals who access alternative websites, 

as well as those who do not use the internet at all (Gravetter & Forzano, 2012). 

A major limitation of this study is the use of an unstandardized survey.  As this 

measure was created for the purposes of this research, there is not any available data 

regarding its psychometric properties.  Additionally, the questions chosen for this survey 

were developed based upon previous research and were designed to replicate previous 

findings and elucidate those that appear inconclusive or contradictory (e.g., Orsmond & 

Seltzer, 2007a).  Therefore it is not known how well the items used in this study 

accurately reflect the constructs of interest, a problem of construct validity.  Furthermore, 

although several survey questions were used to evaluate various aspects of sibling 

experiences and adjustment, the scope of the items was too limited to thoroughly evaluate 

all potential indicators of sibling experiences and adjustment.  The broad nature of the 

surveys also limit the opportunity for validation of the measures.    Although the survey 

suited the exploratory purposes of the current study, future researchers should utilize 

formally validated measures to confirm and extend upon the present findings.     

Another potential methodological limitation is this study’s reliance on 

retrospective reports to assess the participant’s experiences during childhood.  According 

to Brewin, Andrews, and Gotlib (1993), potential sources of error with retrospective 

reports of childhood experiences include low reliability and validity of autobiographical 

memory, and the presence of specific mood-congruent memory biases.  It has been 

argued that autobiographical memories are not recalled as a perfect snapshot of an 
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experience; rather, they are reconstructions based on schemas of generalized information 

that may change depending on an individual’s mood or expectations (e.g., Neisser, 1982).  

These limitations in memory may call into question the reliability and validity of the data 

gathered through self-report of childhood experiences.  However, Brewin and colleagues 

(1993) reported that accuracy of memory depends largely on the characteristics of the 

event to be recalled.  While memory for impersonal information is often recalled 

inaccurately, this is not the case for personal memories.  The researchers report that 

individual’s recall of personal memories are much more reliable.  Therefore, while the 

participants of this study may not remember their childhood experiences perfectly, that 

does not make them any less valuable for the purposes of this study.  

In addition, the researcher of this study did not independently confirm diagnoses 

of ASD for the siblings of the participants in this study.  Therefore, it is possible that 

some participants without a sibling with ASD completed the survey.  The reverse is also 

possible for the control group.  However, a large portion of the ASD-sibs sample was 

obtained from social networking sites intended for siblings of individuals with autism 

(Don Meyer’s Sib Net), so it is likely that the participants obtained from this site were 

target participants.  The control participants were specifically asked to indicate whether 

or not they had a sibling diagnosed with autism.  If they indicated in the affirmative, their 

data were excluded from the study.  25 individuals were removed from the TD-sibs group 

after indicating that they had a sibling with autism.  Nonetheless, future research using a 
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more fully characterized sample of individuals who have siblings with and without ASD 

would be helpful to confirm these findings. 

Finally, the sampling strategy for this study likely resulted in a sample that is not 

representative of all ASD-sibs and TD-sibs.  Although ethnically diverse, the current 

sample consisted primarily of educated young women.  Also, the siblings of the ASD-

sibs were mostly male.  Given this sampling bias, these results may not be generalizable 

to all ASD-sibs.  Future studies should examine these questions in a more representative 

sample.  

Despite these limitations, this study has important strengths.  This research adds a 

developmental perspective to the current knowledge base on ASD-sibs by focusing on the 

experiences and outcomes of ASD-sib in adulthood.  This way, interventions can be 

designed to promote the wellbeing of ASD-sibs across the lifespan.  Furthermore, this 

study utilizes the ASD-sibs themselves as participants, rather than relying on parent 

report, which may be biased.  The broad nature of the surveys, including the 

supplemental qualitative responses, utilized in the study helps to gather a more complete 

and holistic picture of the experiences of ASD-sibs, which may not otherwise be captured 

using construct-specific standardized measures.                 

Conclusions and Future Directions 

Findings from this study point to several important issues for researchers, mental 

health professionals, educators, and others who work closely with individuals with autism 

and their families.  First, as a group, ASD-sibs reported having more negative and 
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stressful experiences and lower self-esteem growing up than did TD-sibs.  Second, ASD-

sibs also perceived themselves as receiving much less attention from parents and having 

significantly more responsibilities.  It will be important for parents and professionals who 

work with this population to endeavor to make these children feel seen and appreciated.  

Third, ASD-sibs were much more likely to have a history of internalizing and 

externalizing difficulties, as well as to receive clinical diagnoses.  ASD-sibs appear to be 

particularly vulnerable to depression.  It may be beneficial to routinely screen these 

children for social, emotional, and behavioral difficulties in order to prevent minor 

difficulties from developing into clinically significant problems.   

One of the major factors found to relate to both the sibling relationship and 

adjustment outcomes in both childhood and adulthood was the severity level of the 

brother/sister’s autism.  This information is important for mental health professionals, 

educators, and family members to know so that siblings of children who have particularly 

severe autism can be targeted for preventative interventions before potential problems 

develop. The findings from the current study suggest that mental health professionals 

working with families of children with ASD should be alert for possible difficulties in 

siblings and should be prepared to offer family-based services or make appropriate 

referrals when indicated. 
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Consent to Participate in Research 

Explanation and Purpose of the Research 

  You are being asked to participate in a faculty research study conducted by Kathy 

DeOrnellas, PhD at Texas Woman’s University. The purpose of this study is to determine 

similarities and differences in the experiences of individuals with siblings diagnosed with 

autism.  

 Description of Procedures 

As a participant in this study you will be asked to spend approximately 30 

minutes of your time completing an online survey.  The survey asks questions about 

yourself, your family, and what it is like to grow up with a sibling with autism.  In order 

to be a participant in this study, you must be 18 years of age or older, and have a sibling 

who has been diagnosed with autism. 

 Potential Risks 

The survey will ask you questions about your family and your thoughts on 

growing up with a child with autism.  A possible risk in this study is that you may feel 

uncomfortable answering some of these questions.  If you become tired or upset you may 

take breaks as needed.  You may also stop answering questions at any time and end the 

survey.  If you feel you need to talk to a professional about your discomfort, you may 

contact www.apa.org for help in locating a psychologist in your area. 

Another possible risk in this study is loss of confidentiality.  Confidentiality will 

be protected to the extent that is allowed by law.  You may take the survey at a private 

http://www.apa.org/
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location on a computer of your choice.  You will not be asked to give your name.  Your 

responses to the survey will be collected on a secure server and the principal investigator 

will not know who completed the survey.  All of the responses to the survey will be 

deleted from the server within three months of termination of the survey.  The results of 

the study may be reported in journal articles or in a book, but your name or 

any other identifying information will not be 

included.                                                                                                     

The researcher will try to prevent any problem that could occur because of this 

research.  You should let the researcher know at once if there is a problem, and she will 

help you.  However, TWU does not provide medical services or financial assistance for 

injuries that might occur because you are taking part in this research. 

 Participation and Benefits 

Your involvement in this study is completely voluntary and you may withdraw 

from the study at any time.  There are no financial benefits for participating in this study. 

 Questions Regarding the Study 

If you have any questions about the research study you should ask the researcher; 

her contact information is listed at the top of this page.  If you have questions about your 

rights as a participant in this research or the way this study has been conducted, you may 

contact the Texas Woman’s University Office of Research and Sponsored Programs at 

940-898-3378 or via e-mail at IRB@twu.edu. 

 

mailto:IRB@twu.edu
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Growing up with a Sibling with Autism Adult Perspectives 

Survey Items 

1. Age 

2. Gender 

3. Race/Ethnicity 

4. Are you currently employed?  If so, how many hours do you work each week? 

5. GROWING UP, did you display any challenging behaviors such as depression, 

anxiety, health complaints or social withdrawal?   

a. If so, please describe. 

6. GROWING UP, did you display any challenging behaviors such as 

aggressiveness, conduct problems, talking out of turn, hyperactivity, or 

impulsiveness?   

a. If so, please describe. 

7. Have you ever been diagnosed with any of the following? Check all that apply: 

a. Autism Spectrum Disorder  

b. Anxiety 

c. Depression 

d. Learning Disability 

e. ADHD 

f. Obsessive Compulsive Disorder  

g. Seizure Disorder  

h. Other (please specify) 

8. How would you describe your current self-concept?   

a. Very negative 

b. Somewhat negative 

c. Neutral 

d. Somewhat positive 

e. Very positive 

9. GROWING UP, how would you describe your self-concept? 

a. Very negative 

b. Somewhat negative 

c. Neutral 

d. Somewhat positive 

e. Very positive 
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10. If you are a parent, how would you describe your parenting style? 

a. Authoritative (assertive, but responsive and supportive of children) 

b. Authoritarian (strict, with expected obedience of children without 

question) 

c. Permissive (indulgent, tends to avoid confrontation with children) 

d. Neglecting/Uninvolved (few demands, detached relationship with 

children) 

e. Other (please specify) 

11. How much stress do you currently feel? 

a. Not much 

b. A little 

c. Some 

d. Quite a bit 

e. Very much 

12. How would you describe your overall experience of living with a child with 

autism? 

a. Very stressful 

b. Fairly stressful 

c. Neutral 

d. Manageable 

e. Very manageable 

13. What kinds of social support services did/does your family use?  Check all that 

apply: 

a. None 

b. Family 

c. Friends 

d. Leisure time 

e. Community programs 

f. Other (please specify) 

 

 

 



113 

 

14. What types of formal support services did/does your family use?  Check all that 

apply: 

a. None 

b. Health services 

c. Counseling 

d. Financial planning 

e. Parent training  

f. Support groups 

g. Other (please specify) 

 

15. Has your family ever used Applied Behavior Analysis (ABA) programs?  If so 

please describe. 

Please answer the following questions about your sibling with autism. 

16. Age 

17. Gender 

18. Race/Ethnicity 

 

19. Does your sibling have any other diagnoses?  Check all that apply: 

a. Anxiety 

b. Depression 

c. Learning Disability 

d. ADHD 

e. Obsessive Compulsive Disorder  

f. Seizure Disorder  

g. Other (please specify) 

 

20. Is your sibling adopted? 

 

21. Does your sibling live independently? 

a. Why or why not? 

b. If not, do you expect your sibling to live independently in the future?  Why or 

why not? 
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22. Who is the current caretaker for your sibling? 

a. Not applicable 

b. Parents 

c. Myself 

d. Other sibling(s) 

e. Group home 

f. Other (please specify) 

23. If your sibling with autism will not be able to live independently, who will care 

for your sibling when the current caretaker(s) are no longer able? 

24. Does your sibling have an obvious physical impairment? 

a. If so, please describe. 

 

25. How severe is your sibling’s autism? 

a. Not severe 

b. Mildly severe 

c. Moderately severe 

d. Quite severe 

26. How much assistance does your sibling require? 

a. None 

b. A little 

c. Some 

d. Quite a bit 

e. Very much 

 

27. How would you describe your relationship with your sibling? 

a. Distant 

b. Somewhat distant 

c. Neutral 

d. Somewhat close 

e. Very close 

28. What is the most difficult aspect of being a sibling to a child with autism? 

29. What have you learned through your experiences growing up with a sibling with 

autism? 

30. What advice can you offer to other individuals with siblings with autism? 

31. What fears do you have for your sibling? 
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32. GROWING UP, how embarrassed were you of your sibling? 

a. Not at all 

b. A little 

c. Moderately 

d. Quite a bit 

e. Very much 

33. Currently, how embarrassed are you of your sibling? 

a. Not at all 

b. A little 

c. Moderately 

d. Quite a bit 

e. Very much 

 

34. Compared to your sibling with autism, how much time did your parents spend 

with you individually? 

a. Much less 

b. Somewhat less 

c. No difference 

d. Somewhat more 

e. Much more 

 

35. GROWING UP, how would you generally classify your academic performance? 

a. Mostly Fs 

b. Mostly Ds 

c. Mostly Cs 

d. Mostly Bs 

e. Mostly As 

36. GROWING UP, how often did you participate in extracurricular activities? 

a. Never 

b. Rarely 

c. Sometimes 

d. Frequently 

37. How often do you currently participate in extra or leisure activities? 

a. Never 

b. Rarely 

c. Sometimes 

d. Frequently 
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38. GROWING UP, how many friends did you generally have at any given period of 

time? 

a. None 

b. A couple 

c. Several 

d. Quite a few 

e. Very many 

39. How many friends do you currently have? 

a. None 

b. A couple 

c. Several 

d. Quite a few 

e. Very many 

40. GROWING UP, how helpful were you? 

a. Not at all 

b. A little helpful 

c. Somewhat helpful 

d. Helpful 

e. Very helpful 

 

 

41. GROWING UP, how much pressure was put on you to be responsible for your 

sibling with autism? 

a. None 

b. A little 

c. Moderate 

d. Quite a bit 

e. Very much 

42. Currently, how much pressure is put on you to be responsible for your sibling 

with autism? 

a. None 

b. A little 

c. Moderate 

d. Quite a bit 

e. Very much 
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43. GROWING UP, what was expected of you regarding your sibling with autism?  

Check all that apply: 

a. Babysitting (daily, weekly, monthly, rarely) 

b. Entertaining (daily, weekly, monthly, rarely) 

c. Picking up after (daily, weekly, monthly, rarely) 

d. Role model (daily, weekly, monthly, rarely) 

e. Stand up for (daily, weekly, monthly, rarely) 

44. Currently, what expectations or responsibilities are expected of you regarding 

your sibling with autism? 

 

45. Do you feel that there was an age at which you changed your attitude towards 

your sibling with autism?   

a. If so at what age, and in what way? 

 

46. GROWING UP, have you ever felt that you were treated differently than your 

sibling? 

a. If so, how were you treated differently?  Check all that apply: 

i. Picked on 

ii. Bullied 

iii. Received special privileges 

iv. Received more attention 

v. Received less attention 

vi. Other (please specify) 

47. Do you think other people look at you differently because you have a sibling with 

autism? 

a. If so, how do they look at you differently? 

48. How does your sibling impact your life? 

a. Negatively 

b. Not at all 

c. Positively 

49. What does autism mean to you? 
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Consent to Participate in Research 

Explanation and Purpose of Research 

You are being asked to participate in a faculty research study conducted by Kathy 

DeOrnellas, Ph.D at Texas Woman's University.  The purpose of this study is to 

determine similarities and differences in the experiences of individuals with siblings. 

Description of Procedures 

As a participant in this study you will be asked to spend approximately 30 

minutes of your time completing an online survey.  This survey asks questions about 

yourself, your family, and what it is like to grow up with a sibling. 

Potential Risks 

The survey will ask you questions about your family and your thoughts on 

growing up with one or more siblings.  A possible risk in this study is that you may feel 

uncomfortable answering some of the questions.  If you become tired or upset you may 

take breaks as needed.  You may also stop answering questions at any time and end the 

survey.  If you feel that you need to talk to a professional about your discomfort, you may 

contact www.apa.org for help in locating a psychologist in your area. 

Another possible risk in this study is loss of confidentiality.  Confidentiality will 

be protected to the extent that is allowed by law.  You may take the survey at a private 

location on a computer of your choice.  You will not be asked to give your name.  Your 

responses to the survey will be collected on a secure server and the principal investigator 

will not know who completed the survey.  All of the responses to the survey will be 

http://www.apa.org/
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deleted from the server within three months of termination of the survey.  The results of 

the study may be reported in journal articles or in a book, but your name or any other 

identifying information will not be included. 

The researcher will try to prevent any problem that could occur because of this 

research.  You should let the researcher know at once if there is a problem, and she will 

help you.  However, TWU does not provide medical services or financial assistance for 

injuries that might occur because you are taking part in this research. 

Participation and Benefits 

Your involvement in this study is completely voluntary and you may withdraw 

from the study at any time.  There are no financial benefits for participating in this study. 

However, if you are currently enrolled in an undergraduate course requiring research 

participation, your participation in this study will help you meet a class requirement for 

participation in research studies. 

Questions Regarding the Study 

If you have any questions about the research study you should ask the researcher; 

her contact information is listed at the top of this page.  If you have questions about your 

rights as a participant in this research or the way this study has been conducted, you may 

contact the Texas Woman's University Office of Research and Sponsored Programs at 

940-898-3378 or via email at IRB@twu.edu. 

 

 

mailto:IRB@twu.edu
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Growing up with Siblings 

Survey Items 

1. Age 

2. Gender 

3. Ethnicity 

4. Are you currently employed? 

a. If so, approximately how many hours do you work each week? 

5. GROWING UP, did you display any challenging behaviors such as depression, 

anxiety, health complaints, or social withdrawal? 

a. If so, please describe. 

6. GROWING UP, did you display any challenging behaviors such as 

aggressiveness, conduct problems, talking out of turn, hyperactivity, or impulsiveness? 

a. If so, please describe. 

7. Have you ever been diagnosed with any of the following?  Check all that apply: 

a. Autism Spectrum Disorder  

b. Anxiety 

c. Depression 

d. Learning Disability 

e. ADHD 

f. Obsessive Compulsive Disorder  

g. Seizure Disorder  

h. Other (please specify) 

 

8. How would you describe your current self-concept? 

a. Very negative 

b. Somewhat negative 

c. Neutral 

d. Somewhat positive 

e. Very positive 

9. GROWING UP, how would you describe your self-concept? 

a. Very negative 

b. Somewhat negative 

c. Neutral 

d. Somewhat positive 

e. Very positive 
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10. If you are a parent, how would you describe your parenting style? 

a. Authoritative (assertive, but responsive and supportive of children) 

b. Authoritarian (strict, with expected obedience of children without 

question) 

c. Permissive (indulgent, tends to avoid confrontation with children) 

d. Neglecting/Uninvolved (few demands, detached relationship with 

children) 

e. Other (please specify) 

 

11. How much stress do you currently feel? 

a. Not much 

b. A little 

c. Some 

d. Quite a bit 

e. Very much 

 

12. How would you describe your overall experience growing up with your 

sibling(s)? 

a. Very stressful 

b. Fairly stressful 

c. Neutral 

d. Manageable 

e. Very manageable 

 

Please answer the following questions about your sibling(s). 

 

13. Please enter the current ages of all siblings that you grew up with. 
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14. Does your sibling(s) have any psychological diagnoses?  Check all that apply: 

a. Autism Spectrum Disorder  

b. Anxiety 

c. Depression 

d. Learning Disability 

e. ADHD 

f. Obsessive Compulsive Disorder  

g. Seizure Disorder  

h. Other (please specify) 

 

15. Do you have any adopted siblings that grew up with you? 

 

16. How would you describe your relationship with your sibling(s)? 

a. Distant 

b. Somewhat distant 

c. Neutral 

d. Somewhat close 

e. Very close 

 

17. Compared to your sibling(s), how much time did your parents spend with you 

individually? 

a. Much less 

b. Somewhat less 

c. No difference 

d. Somewhat more 

e. Much more 

 

18. GROWING UP, how would you classify your academic performance? 

a. Mostly Fs 

b. Mostly Ds 

c. Mostly Cs 

d. Mostly Bs 

e. Mostly As 
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19. GROWING UP, how often did you participate in extracurricular activities? 

a. Never 

b. Rarely 

c. Sometimes 

d. Frequently 

 

20. How often do you currently participate in extra or leisure activities? 

a. Never 

b. Rarely 

c. Sometimes 

d. Frequently 

 

21. GROWING UP, how many friends did you generally have at any given period of 

time? 

a. None 

b. A couple 

c. Several 

d. Quite a few 

e. Very many 

 

22. How many friends do you currently have? 

a. None 

b. A couple 

c. Several 

d. Quite a few 

e. Very many 

 

23. GROWING UP, how helpful were you? 

a. Not at all 

b. A little helpful 

c. Somewhat helpful 

d. Helpful 

e. Very helpful 
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24. GROWING UP, how much pressure was put on you to be responsible for your 

sibling(s)? 

a. None 

b. A little 

c. Moderate 

d. Quite a bit 

e. Very much 

 

25. Currently, how much pressure is put on you to be responsible for your sibling(s)? 

a. None 

b. A little 

c. Moderate 

d. Quite a bit 

e. Very much 

 

26. GROWING UP, what was expected of you regarding your sibling?  Check all that 

apply: 

a. Babysitting (daily, weekly, monthly, rarely) 

b. Entertaining (daily, weekly, monthly, rarely) 

c. Picking up after (daily, weekly, monthly, rarely) 

d. Role model (daily, weekly, monthly, rarely) 

e. Stand up for (daily, weekly, monthly, rarely) 

 

27. If applicable, what current expectations or responsibilities are expected of you 

regarding your sibling(s)? 

 

28. GROWING UP, did you ever feel that you were treated differently than your 

sibling(s)? 

a. If so, how were you treated differently?  Check all that apply: 

i. Picked on 

ii. Bullied 

iii. Received special privileges 

iv. Received more attention 

v. Received less attention 

vi. Other (please specify) 

 

29. What is it like to grow up with a sibling? 
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