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This study sets out to understand and analyse the perceptions of six
children regarding the Autism Spectrum Disorder of their brother
or sister. The present research encompasses a qualitative interview
method, from which semi-structured interviews were carried out to
participants ranging in ages from 10 to 12. The results of this study
demonstrate that siblings, who have a high degree of knowledge and
understanding about Autism Spectrum Disorder, feel less embarrassed
and are better able to accept the challenges that this disorder causes.
All participants indicate that: they have a solid and close relationship
with their siblings, are more tolerant in the face of existing difficulties
in their relationship; react negatively to the attitudes of others who are
less understanding and tolerant; and are proud of their siblings with
Autism Spectrum Disorder, for their progress and accomplishments.
However, they continue to be unconditionally protective of their
siblings in all situations.
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Introduction

In accordance with existing literature, Autism Spectrum Disorder (ASD) is a dis-
order which poses great challenges to parents and other family members. ASD
is universally characterized by deficits or impairments of social and communi-
cative ability and repetitive stereotypic behaviours or narrow, restricted interests
(American Psychiatric Association [APA], 2013)

In fact, literature suggests that when there is a child with Special Educational
Needs (SEN) in the family, values and priorities are reassessed in order to re-
construct a different view, resulting in significant daily experiences (King et al.,
2006; Retzlaft, 2007).

Belief systems are considered important factors that affect the adaptation and re-
silience of families (Walsh, 2003). These belief systems encompass worldviews,
values and priorities that influence family choices about the organization and
operationalization of their daily routines (King et al., 2006).

The family is formed by a group of people who remain united because of the
emotional and genetic ties they share (Araujo, et al., 2012). It is usually con-
sidered the central nucleus of individualization and socialization, as well as the
educational space for excellence, in which there is a permanent circularity of
emotions and affections, both positive and negative, among all its members. Each
element of the family is part of several systems and subsystems, interpreting,
simultaneously, several roles in multiple contexts (Costa, 2004).

According to Houtzager et al., (2005), parents play an important role in sibling
relationships not only in childhood and adolescence, but also in adulthood. In fact,
the bond between siblings is the longest and most lasting of all human relationships
since it exists from the birth of the younger sibling to the death of one of them.

Some researchers have attempted to describe, define and even explain how ado-
lescent siblings perceive the different conditions that characterize their younger
siblings with SEN (Benson & Karlof, 2008, Kaminsky and Dewey 2002, Rivers
& Stoneman, 2008; Verté, Roeyers, & Buysse, 2003).

Kaminsky, and Dewey (2001), report that siblings of children with ASD report
low levels of intimacy, affection and pro-social behaviour on the part of their
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siblings with ASD, compared with siblings of children with Down Syndrome, and
those with a typical development. On the other hand, Macks, and Reeve (2007),
reinforce that siblings of children with ASD present a more positive view of their
behaviour, intelligence and school performance when compared to the siblings of
children with a typical development. These authors also stress that having a sib-
ling with ASD may not be a risk factor in itself, and that those children with ASD
may have positive influences on the lives of siblings with a typical development.

Petalas et al. (2012), also believe that having a sibling with ASD can have a pos-
itive impact on sharing moments of fun and enjoyment, and increasing tolerance
and understanding of SEN and diversity.

According to Rivers and Stoneman (2003), brothers and sisters of children with
ASD, aged between 7 and 12, express perceptions of positive interactions be-
tween siblings, feelings of pride and deep appreciation towards their sibling with
ASD. Bachraz and Grace (2009), report high levels of social competence and
adjustment of positive behaviour in siblings of children with ASD compared with
siblings of children with typical development. During childhood or adolescence,
siblings of children with ASD describe positive aspects of the sibling relationship,
and consider that they are partners in the activities they develop, demonstrating
lower levels of competition or conflict.

Other studies, however, refer to higher levels of depression, feelings of loneliness,
shame, and less significant social interactions in adolescent siblings of children
with ASD (Petalas et al., 2006). Rossiter and Sharpe (2001), verified that there is
a negative influence on the psychological functioning of siblings of children with
ASD, and more significantly during childhood and adolescence.

Research into the psychological adjustment of siblings of children with ASD has
produced inconsistent results. Some researchers have found that there are negative
results on the level of the sibling’s ability to adjust to ASD (Fisman, et al., 1996;
Gold, 1993; Hastings, 2003; Smalley, McCracken, and Tanguay, 1995; Verté et al.,
2003); other researchers, however, have reported no significant differences in
the level of psychological adjustment of siblings (Hastings, 2007; Kaminsky &
Dewey, 2002; Mates, 1990; Pilowsky et al., 2004).

According to Petalas et al. (2012), adolescent siblings report concerns about the
future of their brother or sister with ASD, and state that they can play an important
role in their future by recognizing or assuming their responsibilities as siblings or
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caregivers. In this sense, Tozer and Atkin (2015), reinforce that most siblings with-
out ASD in their study maintained a strong commitment during their childhood
with their brother or sister with ASD. However, despite their sense of commitment,
most siblings were aware of their intense dedication to the brother or sister with
SNE, and the imbalance of this dedication to other social and family obligations.

Bachraz, and Grace (2009), also report that parents of children with ASD give
more time, care and attention to these children. However, the typically developing
siblings did not express any kind of resentment about this, acknowledging and
accepting that their sibling had additional care needs.

In fact, families balance their strengths, resources and challenges to meet the
needs of all their members. Therefore, it is clear that the needs of the child with
ASD often occupy a central place in the structuring of daily family routines.
However, it is equally evident that young children accept the importance of this
restructuring and are constituted as active members in the adaptation and accom-
modation of family routines (Bachraz & Grace, 2009).

Communication and information about ASD passed on by parents is considered
an important factor in the promotion of understanding on the part of siblings.
According to Dellve, Cernerud, and Hallberg (2000), siblings who have a greater
knowledge and understanding about ASD, show less embarrassment in their rela-
tionship with their sibling with ASD, and greater acceptance of the circumstances
that are inherent in this disorder.

Taking this evidence into account, this article aims to understand and analyse the
perceptions of six participants in relation to the ASD of their brother or sister.

The research approach

This study followed a qualitative methodology, characterised by being descriptive
and containing in the context the direct source of data, and with the researcher
being the main instrument. It puts a greater focus of interest on the process than
the results or products, and tends to induce data analysis and gives meaning a
central importance (Bogdan & Biklen, 2010). In this sense, two research ques-
tions were defined in this study: 1) How does ASD influence the lives of children
whose siblings have been diagnosed with ASD? 2) How do children advocate the
rights of their siblings with ASD?

196 Support for Learning - Volume 34 . Number 2 . 2019 © 2019 NASEN



Participants

The choice of participants was intentional and was conducted primarily to maxim-
ise what could be learned about the matter under study (Patton, 2002; Stake, 2007).
In this sense, it was a gradual process, during which an attempt was made to in-
crease the probability of finding and including in the study multiple realities, con-
sidering the existing differences like enriching contributions for the construction
of a deeper understanding about the subject under study (Bogdan & Biklen, 2010).

The following were defined as the inclusion criterion: Children between the ages
of 10 and 15 who had at least one sibling with a formal diagnosis of ASD, and
who were able to share relevant and comprehensive experiences, knowledge and
perspectives on the subject under study (Aires, 2015). Participants in this study
are six siblings of children with ASD; aged 10 to 12 years (see Table 1).

The parents of the participants and the participants themselves were contacted
personally and given a brief presentation of the study, the objectives to be
achieved, the respective procedures and rules for participation and confidenti-
ality. All of the parents concerned agreed to their children’s participation in the
study, and all participants agreed to cooperate. Interviews were then scheduled
according to the availability and location chosen by the participants.

The data-gathering instrument

According to Bogdan and Biklen (2010), the semi-structured interview allows
the researcher to conceive an idea about how participants interpret aspects of the
phenomenon under study.

Table 1. Characterization of Participants

Participant profile Profile of sibling with ASD
Gender Age School level Gender Age
female 11 6" year male 7
female 10 5" year female 12
male 10 5" year male 11
female 10 5" year male 5
female 12 70 year male 10
male 12 7" year male 13
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Previously, a script with structured questions was elaborated which focused on
the research objectives (Amado & Ferreira, 2017). The validation of this prelim-
inary script was done through an interview with a child who met the criteria for
inclusion in the study but was not part of it. This process allowed for a careful
study and revision of the content and format of the questions, and confirmed their
suitability for the analysis of the research objectives. In this way, the instrument
used in the data collection was the semi-structured interview.

All the interviews were carried out by the same investigator, and lasted about 45
minutes. Every interview was conducted at a place and time convenient for the
family.

One of the interviews took place in a café near the home of the participant and the
other five were performed in the school attended by the participants.

Data collection was carried out using a digital recorder which was later tran-
scribed and digitalized by the investigator.

Data analyses

As a technique for addressing the data collected, content analysis was used.
Content analysis involves the systematic organization of collected information,
in order to deepen its understanding and facilitate the presentation of results
(Amado, Costa & Crusoé, 2017; Bardin, 2009).

Content analysis was conducted by applying the following:

a.  Constitution of the corpus — That is, the identification of the universe of anal-
ysis, which in the case of this study is equivalent to data collected through
semi-structured interviews (transcripts and field notes);

b. Separation in codification units — This corresponded to the decomposition
as a whole, including in each interview the content segment that constituted
the basis for the elaboration of the categorization;

c. Specification of a system of categories — In order to carry out this analysis, it
was fundamental to detail a system of categories, which enabled the concep-
tual classification of units referring to the same topic (Bardin, 2009).

The category systems used in this research was developed at different times (be-
fore, during and after data collection) using inductive and deductive analysis.
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Table 2 shows the system of categories and subcategories developed and used in
this study.

Results and discussion

The presentation of the results was carried out taking into account the research’s
empirical questions, and the category systems taken from the content analysis of
the research data (Bardin, 2009).

Knowledge about ASD

All participants reported that the knowledge about the ASD of their siblings was
transmitted to them by their parents. One participant says that although she was
informed by her parents, they did not give her the necessary knowledge about
the characteristics of her brother’s ASD. Another participant explained that she
was aware of her sister’s difference as she grew up because “she sometimes
acts differently from others.” Seligman and Darling (2007), argue that parental
communication with children without SEN regarding siblings with SEN is an
important factor in promoting the relationship and understanding about Special
Needs.

Participants also reported that they do not ask their parents about their siblings’
ASD. One participant mentions “I already know what I need to know”, while
another says “I do not feel the need to ask my parents questions, I have become
used to being with him”. Orsmond and Seltzer (2007), report that although they
feel they are informed, more than half of the siblings of children with ASD have
not been able to explain the needs of their brother or sister.

Table 2. Category Systems

Category 1: Knowledge about ASD

Category 2: Influence of ASD on one’s self

Subcategory 2.1 Feelings

Subcategory 2.2 Relationships

Category 3: Influence of the attitudes of others regarding ASD

Subcategory 3.1
Sharing knowledge about ASD
Category 4: Advocacy of the rights of the sibling with ASD
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Influence of ASD on the individual

Feelings

In contrast to the results of different studies indicating that there are difficulties in
dealing with the aggressive behaviour of a brother or sister with ASD (Benderix
& Sivberg, 2007; Mascha & Boucher, 2006; Petalas et al., 2009; Ross & Cuskelly,
2006), none of the participants in this study demonstrated the need to deal with ag-
gression on the part of siblings with ASD, although one of the participants admit-
ted to feeling “strange” with some of the actions and behaviour of the sister with
ASD. This is consistent with other studies carried out with siblings of children
with ASD, who demonstrated that the siblings reported strange behaviours and
feelings of embarrassment regarding the sibling with ASD (Benderix & Sivberg
2007; Petalas et al., 2009; Roeyers & Mycke, 1995). The six participants of this
study acknowledged that they did not feel sad, upset, angry, embarrassed or anx-
ious about the behaviour of their brother or sister with ASD. These results are in
agreement with the data obtained by Macks and Reeve (2007), who found that the
majority of participants in their study considered that the presence of a brother
or sister with ASD did not affect the relationship and intimacy between siblings.

All participants say that the reciprocity of their relationship with their sibling is lim-
ited, which sometimes involves having to forgo certain games or activities to satisfy
the sibling with ASD. However, they do not express feelings of loss or resentment
because they have a different relationship from other siblings, and refer to being sat-
isfied with their relationship. This data is therefore contradictory to that obtained by
Tozer and Atkin (2015), who report that most of the siblings in their study expressed
a sense of sadness and frustration with the lack of reciprocity in relationships with
siblings with ASD, namely a sense of loss for not having a typical sibling relationship.

With respect to the way ASD influences the lives of siblings, five of the six par-
ticipants report that parents attribute and focus their attention almost exclusively
on the brother or sister with ASD. One participant stressed: “He has to work
harder and sometimes my parents do not have as much time to help me do what
I need too.” Macks and Reeve (2007), also report that siblings of children with
ASD receive less parental attention and support.

However, participants in this study did not express any kind of resentment
about parents paying less attention to them, recognizing and accepting that their

200 Support for Learning - Volume 34 . Number 2 . 2019 © 2019 NASEN



siblings have additional care needs. This result is emphasised by Bachraz and
Grace (2009), who report that the parents of children with ASD provide more
attention and time to the care of the child with ASD. On the other hand, young
children accept this fact and are active in adapting to and accommodating family
circumstances.

Relationships

The presence of SEN for one of the siblings may be an additional factor that influ-
ences the life course and the relationship between siblings (Orsmond & Seltzer,
2007). Most participants in this study have revealed a close relationship with their
sibling stating that they play together every day. One participant said: “She likes
to play with me, she laughs a lot.”

Moyson and Roeyers (2011) argue that positive and negative experiences are in-
trinsically linked to sibling relationships because siblings themselves try to min-
imize the impact of ASD on their lives. Ross and Cuskelly (2006) report that
interactions between siblings provide opportunities for experiencing and mani-
festing many emotions, as well as practising them, and possibly mastering skills
such as self-control, conflict resolution, sharing, and listening.

It is notable in this study that the relationship between participants and their sib-
lings provides positive and negative experiences. Although all participants report
having a solid and close relationship with their siblings, they also report some
difficulties in their interaction, such as “he doesn’t understand that it is my turn
to do things.”

All the participants encountered difficulties in understanding on the part of the
sibling with ASD. “The most difficult thing is that he does not understand things
and, for example, his colleagues say something and he repeats it because he does
not know what it is (...) even once his schoolmates used a bad word and he came
home and repeated it.” One participant says that sometimes she is upset that her
brother does not understand when it is time to take turns, while another partic-
ipant mentions that games “sometimes go wrong”, in the sense that the brother
does not respect the rules of the game.

It is also important to note that having a sibling with ASD can have a positive
impact, and this is recognized by all participants. In this sense, one of the partic-
ipants said: “It’s not difficult at all, we get along very well and she likes me very
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much”. Petalas et al. (2012), report that in their study, the siblings demonstrated
an increase in tolerance and understanding regarding SEN and considered it pos-
itive to share moments of fun and pleasure.

Along the same line of thought, Bachraz and Grace (2009), report high lev-
els of social competence and positive behavioural adjustment in siblings of
children with ASD, compared with siblings of children with typical develop-
ment. They further reinforce that during childhood or adolescence, siblings of
children with ASD describe positive aspects of the relationship, such as being
partners in activities, showing great admiration for siblings and lower levels of
competition or conflict. Furthermore, Trubia et al. (2016), also point out that
there is equity in the sharing of feelings and affection between siblings with
and without ASD.

Data from this study also demonstrate that participants share moments of play
and fun with their siblings, and that they have a great sense of tolerance when
their siblings behave differently during playtime. In fact, no participant men-
tioned the existence of competition between the siblings, and stressed the im-
portance of minimizing conflicts. In this sense, the participants consider that
they should not contradict the decisions of the sibling with ASD and by doing
so, avoiding the development of a crisis in behaviour. At this level a participant
points out: “if he does something different from what I am doing, I just let him
play as he wants.”

Influence of the attitudes of others regarding ASD

A sense of uncertainty and tension is evident in some studies with adolescent
(Opperman & Alant, 2003; Petalas et al., 2009), and adult siblings (Tozer, Atkin,
& Wenham, 2013). Feelings of embarrassment, frustration, and anger occur when
siblings of children with ASD feel compelled to deal with the attitudes and reac-
tions of others, and even when they need to explain their sibling’s condition to
their peers (Petalas et al., 2009).

Most participants in this study, however, reported feeling good about talking to
their colleagues and friends about their brother or sister’s ASD, and did not show
feelings of embarrassment, frustration or anger. They admit to being comfort-
able, although one of the participants indicates that colleagues do not “under-
stand very well” what it means to be the brother or sister of a child with ASD.
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Opperman, and Alant (2003), reported that most of the adolescents participating
in their study felt that their peers did not accept their sibling with SEN and did
not often know how to act towards them. Roeyers and Mycke (1995), also demon-
strated that siblings of children with ASD felt more ashamed in the presence of
other children and colleagues than other sibling groups of children of other SEN
categories.

All respondents report that they react poorly to inappropriate attitudes of others
towards their siblings with ASD. They also admit to being upset or very angry
when someone makes a disparaging comment about their brother or sister with
ASD. However, only two participants reported having heard disparaging remarks
about their siblings. According to Skir (2010), children respond positively to a
child with perceptible SEN (for example, a child in a wheelchair or crutches), but
they respond with prejudice, suspicion and a lack of understanding to less percep-
tible SEN children, like those with ASD).

Sharing knowledge about ASD

In relation to the sharing of knowledge about the ASD of the siblings, the par-
ticipants present different perspectives. One of the participants indicated that
she had talked “with some people who did not know what was going on with
Matilde”. Two of the six participants report that they talk about ASD with their
closest friends and extended family members, and mentioned that they do not feel
constrained in doing so. Finally, one participant declares, “I only speak to my
mother,” and does not share information about the ASD of the sibling with other
family members, colleagues, or others. Orsmond and Seltzer (2007), reported that
more than half of the siblings of children with ASD who participated in their
study were not able to explain the needs of their brother or sister, and a third said
they could only talk to someone outside the family about the condition of their
sibling.

Advocate the rights of siblings with ASD

All participants said they were proud of the progress made by their siblings with
ASD. One of the participants expressed pride in their brother “when he can do
things he could not do before.” These data are in line with those found in the
study carried out by Stalker and Connors (2004), who report that participants
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in their study do not see their siblings with ASD as essentially different from
themselves.

According to Bachraz and Grace (2009), the participants of their study de-
scribed their sibling with ASD as an individual with unique and distinct char-
acteristics. The beliefs of the participants are based on family beliefs and these
participants see their siblings with ASD as complete individuals with personal
strengths and weaknesses. The results obtained by Bachraz and Grace (2009),
are equal to those obtained in this study, because the differences in the be-
haviour of the children with ASD were not presented as something that needed
to be altered, instead they are considered an integral part of the way of being
of the child with ASD.

In a qualitative study by Tozer and Atkin (2015), the results suggest that most sib-
lings without ASD maintained a strong commitment with their brother or sister
with ASD, which was well established during childhood. However, despite their
sense of commitment, most of the siblings were also aware of their intense ded-
ication to the brother or sister with SEN, and the imbalance of that dedication in
relation to other social and family obligations.

Participants in this study consider that they give more than they receive in their
relationship with their sibling with ASD. Often, they consider themselves as a
second parent yet they do not obtain any type of compensation for the support
they provide. According to Tozer et al. (2013), this result is similar to that found
among siblings in the general population, yet more particularly, brothers and sis-
ters of children with ASD as feel they have increased long-term commitment and
responsibility for their siblings.

Literature in general reports that adult siblings of individuals with ASD demon-
strate a strong emotional link, and assume increased family responsibilities in
relation to their siblings with ASD, compared to their peers with siblings with a
typical development (Petalas et al., 2009; Seltzer et al., 2005). This is of partic-
ular importance in times of transition, since many siblings leave their parents’
homes to keep in touch with their sibling with SEN, and providing them with
ongoing support (Heller & Kramer 2009).

In fact, all the participants of this study revealed to being quite protective to-
wards their siblings with ASD, affirming that this is the role they represent in
the dynamics of their relationship. Two of the participants say they take great
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responsibility for their siblings, mainly because; “I am the older sister”. All
the participants reported that if they had the opportunity to change something
about their brother or sister with ASD, they would not, because they like them
as they are.

Conclusion

There are several studies that attempt to define, describe and even explain how
the adolescent siblings of children with SEN perceive the different conditions that
characterize their younger siblings (Benson & Karlof, 2008; Kaminsky & Dewey,
2002; Rivers & Stoneman, 2003).

According to several studies, the presence of a sibling with ASD has negative
effects on the other siblings (Marciano & Scheuer, 2005; Moyson & Roeyers,
2011; Orsmond & Seltzer 2007; Yoder et al., 2009). What is more, some studies
highlight the existence of greater emotional problems and higher levels of anxiety
in those siblings of children with ASD (Fisman et al., 1996; Fisman et al., 2000,
Hastings 2003, Verté et al., 2003; Constantino et al., 2006; Giallo & Gavidia-
Payne, 2006; Ross & Cuskelly, 20006).

In contrast, other studies refer to the existence of positive feelings in the relation-
ship between siblings with and without ASD (Benson & Karlof, 2008; Kaminsky
& Dewey, 2002; Macks & Reeve, 2007; Walton & Ingersoll, 2015).

However, Macks and Reeve (2007), consider that having a sibling with ASD may
not be a risk factor in itself, and that children with ASD can positively influence
the lives of siblings with a typical development. Moreover, interactions between
siblings provide opportunities for experiencing and manifesting many emotions,
as well as demonstrating them, and possibly mastering skills such as self-control,
conflict resolution, sharing and listening. Therefore, siblings of children with
ASD play an important role in the promotion of these interactions (Petalas et al.,
2012).

Based on these assumptions, this study aimed to analyse and understand the per-
ception of adolescents in relation to their brother or sister with ASD. The results
of this study allow us to conclude that siblings who have a greater knowledge and
understanding about ASD, and who have an open dialogue with parents and the
family, share their knowledge with the rest of the family, with friends and even
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with strangers. Moreover, they also reveal less embarrassment in the relationship
with their sibling with ASD and greater acceptance of the challenges they face
daily.

Regarding the way the ASD influences their lives, the participants feel that their
lives are subjected to several influences. In this sense, they emphasize the dis-
crepancy that exists in the level of availability and attention given by their par-
ents, compared to the availability and attention that their parents give to their
siblings with ASD. They also mention the influence of the unpredictability of the
behaviour of the brother or sister with ASD in the different contexts they are in.
Despite these influences, the siblings of children with ASD report that they do not
feel the impact of this disorder on their lives as negative. However, this data is
not consonant with the study by Tozer and Atkin (2015), in which the participants
reveal feelings of loss because they have a different relationship to that of other
siblings.

Regarding the negative attitudes of others towards ASD, the participants are
equally unanimous when they report that they react badly to the less adequate
attitudes of others towards their siblings with ASD, and admit to being upset
or very angry when someone makes a disparaging comment about their sibling.
Although only two participants have heard derogatory remarks about their sib-
lings, the remaining participants admit to feeling hurt by comments made about
their siblings with ASD.

Another significant point is the importance of the knowledge acquired by these
brothers and sisters in relation to ASD. As a result, participants who are more
knowledgeable about ASD, and who talk openly with their parents and close fam-
ily members share this knowledge with other family members, friends, and even
with strangers.

Also of great importance is the feeling of pride that all participants admitted
to nurturing by their brother or sister, since all participants said they were
proud of the progress made by their siblings with ASD. This is in line with
other studies that point out that children do not consider their siblings with
ASD to be different from them, reinforcing the idea that they feel an increased
commitment and responsibility to their siblings in the long run, contrary to the
results found among siblings in the general population (Stalker & Connors,
2004; Tozer et al., 2013).
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It is also important to note that among the data shared by the participants, it is
quite notable that they describe the brother or sister with ASD as an individual
with a unique way of being. In the eyes of their siblings, the differences that chil-
dren with ASD present are seen as peculiar characteristics that form an integral
part of their way of being. In this context, all the participants say that they would
not change anything in their brother or sister with ASD, because they like them
exactly as they are. According to Petalas et al. (2012), providing support and pro-
moting positive relationships between siblings with and without ASD, provides
mutual benefits for siblings and other family members.
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