Journal of Autism and Developmental Disorders
https://doi.org/10.1007/510803-024-06412-4

ORIGINAL ARTICLE q

Check for
updates

Close Relationships Despite the Challenges: Sibling Relationships
and Autism

Sebastian Trew'

Accepted: 15 May 2024
© The Author(s) 2024

Abstract

This study explores the experiences of siblings of autistic adolescents within families. Without the novel insights generated
from engaging with siblings of autistic adolescents within a qualitative framework, it can be challenging to develop strate-
gies for practicing effectively with this group or structuring interventions with these families. Using a social constructivist
approach and qualitative participatory methodology, the exploratory study was conducted using in-depth interviews with
ten non-autistic siblings, analyzed via a thematic analysis method. The results reveal a common feeling of uncertainty and
apprehension in the relationships, leading siblings to physical and emotional detachment from their autistic brothers or
sisters. The research emphasizes the caregiving roles predominantly taken up by sisters, especially when the autistic sibling
is a brother with intellectual disability. These roles exert substantial demands, with unclear boundaries suggesting potential
role confusion. The findings have important implications for family practice, necessitating the need to address role conflict
and promote role clarity. They also underscore the gendered nature of caregiving, advocating for support to sister-siblings
in these roles. This study revealed the complexities of sibling relationships in families with a member who is an autistic
adolescent sibling. The study suggests interventions that promote open family dialogues for a balanced approach to family
roles, providing valuable guidance to practitioners to enhance siblings and family well-being.
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Introduction or at work (Centre for Disease & Control Prevention, 2022;
Hyman et al., 2020).

Autism spectrum disorder is a developmental condition Characteristic features of social communication and inter-

thought to arise from a combination of complex, indi-
vidualized genetic anomalies, and environmental factors
(Abbeduto, 2019; Centre for Disease & Control Preven-
tion, 2022). Though the diagnosis may be considered per-
manent, the symptoms and behaviours may fluctuate and
include deficits in social communication and interaction and
repetitive motor movements that impact on daily functioning
(American Psychiatric Association, 2013). Autistic children
can have difficulties developing and maintaining friendships,
communicate with peers and adults as is socially expected,
or have difficulty understanding the behaviors that are
accepted from them in social situations including at school
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action encompass a range of behaviors. These include the
avoidance of eye contact, a restricted range of facial expres-
sions (e.g., happiness, sadness, anger), a lack of reciprocal
interest sharing, reduced responsiveness to the emotional
states of others (particularly in situations of distress or dis-
comfort), and a notable absence of engagement in play or
interactive activities with peers (American Psychiatric Asso-
ciation, 2013). Restricted and repetitive behavior include
repetition of words or phrases known as echolalia, getting
upset or stressed with changes to routine, obsessive inter-
ests, a need to follow a set routine, and stimming. Autistic
people can also have sensory stimuli to sound, taste, smell,
and touch. Sensory behaviours or needs can affect a per-
son’s physical, emotional, relational, and social wellbeing,
such as fear, anger, sadness, anxiety, and social isolation
(Acker et al., 2018; American Psychiatric Association,
2013; Sibeoni et al., 2022; Spain et al., 2020). This may be
coupled with a rigidity in behaviour, a need for persistent
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sameness in routine, and minimal social communication
skills (Sibeoni et al., 2022).

Family members, including siblings, experience a wide
range of mental health impacts when caring for an autistic
family member (Australian Institute of Health & Welfare,
2019; Spain et al., 2020) and have a high level of needs
for acquiring knowledge, identifying resources for social
and emotional supports (Colombet et al., 2023). These are
families who most likely experience challenges associated
with reduced educational or social opportunities or res-
pite and disability service support access and are known
to experience difficulties and adversities due to a lack of
these (D’Arcy et al., 2023). Parenting an autistic child has
been described as difficult due to behaviours such as tan-
trums, aggression, and violence towards family members
(Im, 2016). Grandparents of an autistic child can also be
impacted (Prendiville & Kinsella, 2019) and include fewer
familial interactions and less involvement in recreational
activities than families who do not have a member who is
an autistic person and when the presence of other social sup-
ports are limited (Spain et al., 2017; Trew, 2024). In some
studies (Chan & Goh, 2013; Connell et al., 2014; Trew,
2021; Zechella & Raval, 2015) parents reported the impact
autism had on the parent—child relationship with the child
without an autism diagnosis. This included parent guilt due
to a lack of time spent with their child and low levels of
energy to engage meaningfully with them but also open and
supportive relationship.

Impacts on Siblings and Sibling
Relationships

Reported impacts on siblings of an autistic brother or a sister
in the family include stress and issues with anger, and the
autistic siblings’ reduced communication and social interac-
tions (Hartman, 2012;; Orsmond & Seltzer, 2007; Petalas
etal., 2012). In a study investigating aggression and sibling
interaction for siblings aged 8-15, 84% reported aggres-
sion as a key factor in interactions with their sibling with
an autism diagnosis (Orsmond & Seltzer, 2007). In several
studies (Mascha & Boucher, 2006; Ozsivadijan et al., 2012;
Petalas et al., 2009; Ross & Cuskelly, 2006), communica-
tion and interaction deficits have been reported as a disap-
pointment for siblings trying to interact with their autistic
sibling, as the response reported in these studies was pri-
marily aggression, violence, and unpredictable and erratic
behaviour.

There are several studies that report on sibling relation-
ship impacts when there is an autistic brother or sister in
the family (Atkin & Tozer, 2014; Chu et al., 2021; Corsano
et al., 2017; Cridland et al., 2016; Day et al., 2019; Diener
et al., 2015; Gorjy et al., 2017; Hastings & Pet al.,as, 2013;
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Jones et al., 2019; Kaminsky & Dewey, 2002; Laghi et al.,
2018; Nuttall et al., 2018; Orsmond & Fulford, 2018; Petalas
et al., 2015; Petalas et al., 2009, 2012; Pollard, et al., 2013;
Rivers & Stoneman, 2003; Roeyers & Mycke, 1995; Shiv-
ers & McGregor, 2019; Thomas et al., 2019; Tomeny et al.,
2017; Tsai et al., 2018; Tudor et al., 2018; Walton et al.,
2015). Most of these studies were conducted in the United
States (US) and the United Kingdom and others were con-
ducted in Canada, Italy, Belgium, Taiwan, and just two stud-
ies were conducted in Australia. Across the studies, inform-
ants were mostly older or adult siblings of autistic brothers,
and some parents, mostly mothers. Just two of these studies
(Petalas et al., 2015) a qualitative study conducted in the US
and a qualitative study (Cridland et al., 2016) conducted in
Australia included adolescent siblings as participants. There
remain limited studies conducted in Australia with children
and adolescents and from a qualitative perspective which
have investigated autism and sibling relationship impacts.

In several of the studies (Laghi et al., 2018; Orsmond
& Fulford, 2018; Pollard et al., 2013; Tomeny et al., 2017,
Walton et al., 2015), negative outcomes found for the sibling
relationship suggest, overall, negative interchanges between
siblings and fewer positive sibling relationship attitudes than
those where neither sibling has an autism diagnosis, includ-
ing less involvement, and more avoidance. Three studies
(Hastings & Pet al.,as, 2013; Jones et al., 2019) investigated
behaviours and suggested that sibling relationships are at
risk of poor outcomes when the autistic brother or sister
has significant behavioral problems. Siblings across a few
studies (Atkin & Tozer, 2014; Chu et al., 2021; Corsano
et al., 2017; Cridland et al., 2016; Day et al., 2019; Gorjy
et al., 2017; Tsai et al., 2018) reported on mixed experi-
ences with their autistic sibling. These siblings shared the
difficulty they experienced in juggling the changing and
developing nature of their relationship with their autistic
brother, describing relationships initially mixed with diffi-
culty, sadness, and frustration at communication difficulties
and the minimal exchange, then changing to encompassing
love and protectiveness.

Some quantitative studies indicate that sibling relation-
ship quality may be dependent on the level or severity of
autism characteristics presenting in the diagnosed child
(Petalas et al., 2009, 2012; Rivers & Stoneman, 2003). Other
quantitative studies suggest that the birth order rank of the
autistic child significantly moderates the relation between
externalising behaviours in autistic children and externalis-
ing behaviours in their typically developing siblings, with
higher levels of behaviour and conduct problems present in
both only when the autistic child is the eldest (Orozco, 2014;
Tomeny et al., 2014).

Quantitative studies have provided a firm understanding
of the measurable impacts that autism has on siblings of
autistic brothers and sisters. However, quantitative research
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does not fully investigate the effects and the variables on
these relationships (Spain et al., 2017). This is a limitation in
current knowledge because the “what is it like?” question is
not addressed and the varying descriptions of human experi-
ences within these groups are not revealed when quantitative
measures are solely used (Wertz et al., 2011). As such, we
do not have a good current understanding from a qualita-
tive perspective of how and why autism impacts children
and adolescent siblings and the relationship held with their
autistic adolescent brother or sister.

Research Aims and Question

Few studies within health psychology have qualitatively
investigated family members’ perspectives on how autism
impacts relationships between family members, such as
partner or couple and spousal or marital dyad relationships,
sibling dyad relationships, parent—child dyad relationships,
and the family as a unit (Chan & Goh, 2013; Corsano et al.,
2017; Cridland et al., 2016; D’Astous et al., 2013; Divan
et al., 2012; McCabe, 2012; Petalas et al., 2015; Prendeville
& Kinsella, 2019; Trew, 2021; Zechella & Raval, 2015).
The qualitative studies that have investigated relationships in
families with a member who is an autistic child have mostly
focused on the parent or caregiver and their interactions with
the autistic child. Many of these studies report understand-
ing from a maternal perspective (Phelps et al., 2009; Smith
et al., 2010) and limit the consideration of other perspectives
or other familial relationships such as sibling relationships.
A heavy focus on the maternal perspective might be because
mothers are reported to be the primary caregiver of autistic
children and young people (AIHW, 2019; ABS, 2016, 2020).

Although it is crucial to capture the maternal perspective,
relying solely on this has limitations, as the maternal per-
spective may not be reflective of all family members, such
as fathers or siblings or of autistic adolescents in the family.
Without the perspectives of multiple family members there
is limited guidance on how to structure family interventions
that could offer mutual benefits and provide positive experi-
ences for the family as a unit in a therapeutic setting, and
limited guidance on how to identify issues specific to certain
family member groups, such as non-autistic siblings (Var-
ghese et al., 2020).

This study addresses this gap by including siblings of
autistic brothers and sisters and provides some greater depth
to the quantitative findings in the literature. Without the
novel insights generated from engaging with siblings within
a qualitative framework, it can be challenging to develop
strategies for practicing effectively with this group or struc-
turing interventions with these families.

In response to the gaps described above, this study seeks
to investigate how autism impacts the sibling relationship

in families with an autistic adolescent family member. To
do so, it considers the perspectives of 10 siblings—four
brothers and six sisters of autistic adolescents, drawn from
10 families. By doing so, this study aims to explore their
perspectives concerning their experiences of the condition
autism and the impact had on the relationships between them
and the autistic adolescent sibling. The findings emphasize
the importance of understanding siblings shared and diverse
experiences in the context of living with and holding a rela-
tionship with their autistic brothers and sisters. Embedded
throughout the findings, this study provides practice recom-
mendations and guidance to practitioners working within
families that help address the factors that influence the rela-
tionship experiences of siblings of autistic adolescents. This
is to promote better well-being and quality of family-life for
siblings.

Research Design and Approach

This exploratory study is guided by a social constructivist
approach, that personal construction of meaning is socially
situated, experienced, and influenced by an individual’s
interactions with others and their surrounding context
(McKingley, 2015). Researchers working from a social con-
structivist approach typically rely on participant perspec-
tives and do not aim to generalize to a group or population.
The study utilizes a qualitative participatory methodology
and was informed by a phenomenological approach to the
research design. A phenomenological approach supports the
research in departing from the natural sciences and focuses
on the phenomena or lived experience (everyday world) of
an individual (Gray, 2009). The participatory model adopted
for this study acknowledged children and young people as
active social agents in the telling of their life worlds (Davies,
2005). A participatory research methodology facilitated an
approach to “join with” and “learn from” rather than “speak
for” or “intervene into” children’s and young people’s lives
(Cannella & Lincoln, 2011, p. 83). This framing helped to
create an accessible space for children and adolescents to
discuss and make sense of autism and their relationship
experiences in their own ways. This meant remaining alert
to the importance of keeping power balances in check and
to ground the generation and development of themes in the
narratives of the participants.

Methods

Ethics approval for this study was provided by the Austral-
ian Catholic University National Human Research Ethics
Committee, approval number 2019-33H. The study utilized
data from interviews with 10 participants from 10 families
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who participated in the research. The study was conducted in
the region of Canberra, Australian Capital Territory. Study
information was advertised via local primary and high
schools and disability support agencies. It was expected that
around ten to twelve participants would be recruited and for
data saturation to occur (Hennink et al., 2017; Luborsky &
Rubinstein, 1995). Participants were 10 adolescents 15-18
years of age and comprised of six females and four males.
Table 1 provides study participant information and further
details of the participants and sampling plan are provided
in Appendix A.

Consent and Interview Process and Questions

Information about the research and project was provided
to the study participants. Parental consent was required for
all participants and a separate tick-box form was used to
obtain the child's assent. Interviews were conducted in per-
son with all participants using an interview guide and were
audio recorded. Interviews were conducted with any sibling
who expressed an interest in the study and who consented
to an interview. Interviews ranged between 30—60 min. The
interview guide listed broad open-ended semi-structured
questions based on topics about siblings’ relationships, how
they interacted and communicated as siblings, the positives,
and strengths of the relationship and some of the challenges.
Examples of questions asked of participants are provided in
Appendix B.

Data Analysis and Theme Construction

The data for analysis was the transcribed audio-recorded
interviews and was analyzed using a thematic method, a
qualitative approach known as thematic analysis (TA).
Thematic analysis is a versatile method that can be applied
to various epistemologies, interpretive frameworks, and
research questions (Braun & Clarke, 2014; Charmaz, 2006).
TA is employed to identify, analyze, organize, describe, and

Table 1 Study participant information

Sibling  Age Age of autistic brother/sister ~Family

Sarah 15 17 (sister) 2 parent family
Layla 15 19 (sister with an ID) 2 parent family
Will 15 19 (brother) 2 parent family
Greg 15 19 (brother with an ID) 2 parent family
Martina 18 15 (brother) 2 parent family
Luke 18 16 (sister) 2 parent family
Chris 16 19 (sister) 2 parent family
Eileen 15 18 (brother with an ID) 2 parent family
Amandi 18 19 (brother with an ID) Single parent family
Kate 18 19 (brother) Single parent family
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present themes derived from datasets (Braun & Clarke,
2006). In addition to providing a systematic structure for
data, it allows for a comprehensive and in-depth investiga-
tion of the underlying patterns within the dataset (Attride-
Stirling, 2001). The analysis process is provided in Appen-
dix C.

Reflexive Methods

Child and adolescent social research emphasize the use of
reflexive methods and processes which highlight and focus
on the role and position of the researcher (Bishop-Fitzpatrick
& Rubenstein, 2019; James & Prout, 2015). To limit bias a
reflexive stance was adopted throughout the research pro-
cess (Attia & Edge, 2017). This included reflexive note tak-
ing and journaling to describe the researchers background,
experiences, and perspective and to ensure the role of the
researcher was documented as honestly as possible (Rice &
Ezzy, 2007). When the role and position of the researcher
are recognized and acknowledged, reflexivity is strengthened
(Whittemore et al., 2001). Throughout the research process
five main methods for reflexive practice were employed:
(1) journaling, (2) critiquing interviews, (3) recording and
written memos, (4) debriefing and supervision, (5) reflexive
questioning during data analysis. These five main methods
are described in Appendix D.

Results

Global Theme: Close Relationships Despite
the Challenges

Siblings experienced a range of aggressive physical behav-
iours from their autistic brother or autistic sister such as
kicking, punching, and hitting, and verbal behaviours, such
as swearing and arguing. Common behavior that impacted
the sibling relationship included overexcitement and mini-
mal self-control, rudeness, and fixations or obsessions of the
autistic sibling. Siblings shared that because of these kinds
of behaviours, they found it “hard to cope” living with their
autistic brother or autistic sister and needed time away iso-
lated in their rooms. Despite the difficulties and challenges
siblings faced, all siblings reported that they got along with
or loved their autistic brother or autistic sister. Most siblings
shared of how much they enjoyed hanging out and playing
with their autistic brother or autistic sister.

Most older siblings and a few younger siblings shared
their worries and concerns for a future spent caring for their
autistic brother or autistic sister, particularly siblings who
had an autistic brother or autistic sister with intellectual disa-
bility. Despite these concerns, most of these siblings experi-
enced a relationship free from sibling rivalry or harassment.
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Notwithstanding the difficulties and challenges in the rela-
tionship, and siblings’ concerns about an ongoing caring
role, all siblings expressed a deep love and care towards their
autistic brother or autistic sister and reported getting along
with them. Several subthemes were constructed within this
global theme. These subthemes are presented and supported
with anonymized participant quotes via pseudonyms.

Subtheme 1: Getting Along

Within families, siblings appeared to be close with and pro-
tective of their autistic brother or autistic sister. Despite the
difficult and challenging relationship dynamics within the
sibling relationship, all siblings reported that they got along
with or loved their autistic brother or autistic sister. For
example, siblings Sarah said, “We get along”; and Martina
said, “We like to get along a lot”. Luke reported, “I get along
with them great”; and Amandi said, “Me and my brother, we
love each other. We actually get along really well.”

Most siblings shared examples of how much they enjoyed
hanging out and playing with their autistic brother or autistic
sister. For example, sibling Layla said, “My sister is really
funny, she can do a funny voice and it’s really funny and
she says jokes and she plays around, it’s a lot of fun, I like
playing with her like that.” Chris shared that “they are my
favourite people in my family.”

In most families, the sibling dynamic fluctuated based
on the behaviours of the autistic adolescent and the inter-
actions between siblings. Families with multiple siblings,
both autistic and non-autistic, generally characterized the
sibling dynamic as a typical sibling relationship, regardless
of autism being present. In most families with an autistic
sibling with intellectual disability, the sibling relationship
dynamic was typically described as close and loving. This
was despite the minimally speaking interactions and reduced
communications exhibited by the autistic sibling with intel-
lectual disability. Sibling Amandi described the dynamic
with her autistic brother with intellectual disability and
reported on the absence of conflict in the relationship:

Amandi: [Our relationship] is a lot closer and has been
for a lot longer than average. Longer than families if
they didn’t have someone with autism and disabil-
ity. We are really close as a result... A lot of friends
throughout my life are absolutely at their siblings’
throats. They’ve always been complaining, “Oh, my
sibling did this, they’re so annoying. We had this mas-
sive fight, this, that, and the other thing.” I stop and go
I don’t know what that’s like. I don’t really know what
it’s like to fight as siblings.

For the remaining families with an autistic brother or
autistic sister with intellectual disability, sibling relationship
dynamics were largely absent of conflict or rivalry.

Subtheme 2: Not Just a Sibling but a Carer Too

Nearly half of all sibling study participants described a sib-
ling relationship dynamic that differed from a typical sibling
relationship. Greg reported that:

Greg: the neurotypical sibling often gets short-changed.
They have to wear some of the burden of care of the person
on the spectrum, if not directly supporting them. Yes, they’re
a brother or sister, but indirectly in that way.

Families reported the relationship between siblings as
strange, interesting, and different. Eileen described her
relationship with her autistic brother as, “a bit of a strange
relationship because I feel like when he does bad things, 1
also tell him not to do it even though he’s older than me.”
Sister siblings described caregiving duties as a challenge to
the sibling relationship. Amandi shared the challenges she
experienced in caring for her autistic brother with intellec-
tual disability:

Amandi: It’s probably I to think that it is a different
relationship because it’s really not, because I am very
much his carer. Challenges would be the fact that I do
genuinely have to look after him. If I’'m looking after
him, I can’t just sit down and do my work and let him
do his thing. I need to make sure he’s staying out of
stuff. I need to make sure he gets fed.

Amandi further described her two roles in the relation-
ship, one as a carer and one as a sister:

Amandi: I automatically shift into a caring role, but
not in a bad way. Not like I’'m just his carer and not his
sister. I was happy to look after him, he’s, my autistic
brother. I love him and from quite early on I knew how
to look after him.

In most families with an autistic adolescent with intel-
lectual disability, concern about sister siblings’ future care
responsibilities for their autistic brother or sister weighed on
some siblings’ minds. Eileen explained she wanted balance,
seeking to have a “normal life” and see her autistic brother:

Eileen: I still want to be able to see [my autistic
brother] a lot but also have a relatively normal life
when I leave home would be good. I guess just being
able to have my own place and grow up and do usual
things and have kids and have a job. I'd like him to be
part of my life, but I wouldn’t have to always be taking
care of him.

Subtheme 3: Aggression and Frustration

Nearly all siblings disclosed a range of behaviours that
characterized the sibling relationship dynamic. All siblings
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reported their autistic brother or autistic sister kicking,
punching, or hitting them, often accompanied by verbal
outbursts, such as swearing. Noteworthy, no siblings
reported any safety concerns and parents were reported to
be responsive to the behavior.

Sarah explained: “Sometimes my sister, she’s angry, so
sometimes I’m scared to say anything to her.” Kate shared
that there are many times her autistic brother:

Kate: ... will get frustrated at something, or some-
thing that [his other sister] does, or something that’s
not quite going right, like he can’t get something to
fit the way he wants it to, and they’ll be a bit of anger
or frustration. I don’t want to deal with it, but we’re
sort of working around that, “Maybe if we tried this,
or if we tried that.” This is something that other sib-
lings wouldn’t have to do without being forced really,
to take other approaches.

Some siblings reported that autism played a significant
role in the number of arguments present in the relation-
ship. This affected how siblings felt about their autistic
brother or autistic sister. Sarah reported:

Sarah: [My sister] gets too much sometimes. She has
autism so she’s not always going to be like a normal
sibling, because we have a lot of arguments. I reckon
if she didn’t have as much, autism, like she didn’t
really have autism, then I reckon we could definitely
prevent more arguments. Because sometimes I really
don’t like her, at the time.

Eileen said her sister can be, “really rude and mean,
she swears at me a lot. When she’s being mean she’ll say
very unnecessary things and kick and punch at me.” Sarah
described physical and verbal conflict with her sister:

Sarah: He used to hit me and kick me a lot which I
was kind of fine with, I just hit him back or fight him.
He does a lot more verbal stuff now and I don’t like
that, like swearing at me.

Sibling Will, describing his autistic brother as “dif-
ficult,” said that his autistic brother “jumps on me and
attacks me and swears at me.” Some siblings reported that
overwhelming stress led to meltdowns, escalations, frus-
trations, and self-harm. Amandi shared that her autistic
brother, “can tell when someone loses their patience with
him [due to stress], and he will escalate.” Several siblings
reported on the impact of anger on the sibling relationship.

Most siblings reported a variety of irritating behav-
iours. For example, Kate said about her autistic brother:
“He does things not because he’s trying to be annoying,
and some of the things he does aren’t just because he’s a
brother, it’s because he’s got a couple of things going on,
autism is one.” Amandi reported on her need to automate
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her responses when stressed out by or interrupted by her
autistic brother:

Amandi: I feel myself losing my patience, due to
stress, or if he’s interrupting me when I am trying to
work, I definitely lose my patience a lot. I really need
to work on giving out automated responses without
losing it.

Subtheme 4: Time Together and Time Apart

Most siblings disclosed the negative impacts autism had on
the time they spent together with their autistic brother or sis-
ter. For families with one sibling-dyad, the sibling dynamic
was often described as being fraught with difficulty. In these
families, siblings isolated themselves or needed time apart
from their autistic brother or autistic sister. These siblings
reported that the behaviour of their autistic brother or sister
was the primary reason why they retreated. This subtheme
shows how these behaviours are a reason why siblings want
to separate from their autistic brothers and sisters.

Martina explained that she went to her room as a means
of avoiding potential conflict with her autistic brother:

Martina: When [my autistic brother] is not in the right
headspace it’s hard to talk to him and try to get him
in the right headspace. I usually go to my room, so he
doesn’t think that I'm a part of it.

Arguments between siblings were a main factor in the
sibling dyad relationships that caused significant impacts on
quality of time shared amongst siblings. Siblings had trouble
coping with these arguments, which occurred daily. Some
siblings felt torn, wanting to spend time with their autistic
brother or autistic sister but feeling they had to stay away to
avoid arguments. Sarah shared that she wanted to be able to
spend more time peacefully with her autistic sister:

Sarah: I want to spend more time with my sister, like
peacefully. I would be here on the couch doing things,
but I'm afraid that my sister is going to say something
to me, and I won’t either want to answer it, or feel the
need to answer it. So that’s why I go to my room. I’'m
scared that she’s going to yell at me or do something.
I know there’s going to be an argument.

Most siblings articulated the importance for service pro-
viders to help with arguments. Sarah shared that...:

Sarah: First, people could ask them [siblings] what
it’s like at home for them, getting to know the family. I
would ask them, are there many arguments [had with
your autistic sibling] at home? ... I would help with
that. Because I know arguments are a really big thing
in this house ... like I said before, we cannot go one
day without an argument.
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A few siblings reported on erratic, repetitive, or obsessive
behaviour that impacted on the quality of time that they spent
together with their autistic brother. For some siblings, the
repetitive or obsessive interests of the autistic brother limited
the types of activities they could share and impacted the enjoy-
ment for some autistic sisters. Eileen reported:

Eileen: I’ll do things with him like go on the trampoline.
He’ll really want me to do it. ... But it’s not that fun to
2o on the trampoline 50 times a day. Some things that he
wants to do, I don’t necessarily want to do. Sometimes I
do it and sometimes like, no!

Siblings across several families reported on the difficulty
of understanding and connecting with their autistic brother
or autistic sister. Siblings described ambiguity or uncertainty
in the relationships with their autistic sibling. For example,
Eileen said, “I guess I get along with my autistic brother.
Sometimes, I don’t know, I just exist with him.” Kate reported,
“I’ve struggled to connect with them ... I still don’t quite get
that perspective.” Amandi recalled the presence of her autis-
tic brother whilst growing up, but the absence of a sibling
playmate:

Amandi: Growing up I was like, “My autistic brother has
a brain problem, so I don’t have anyone to play with at
home.” Maybe I wouldn’t have felt so, not sure if alone
is the right word, but isolated and like an outlier.

Supports identified for non-autistic siblings, such as sibling
groups or mentors, were suggested by some siblings to help
limit the factors of isolation and caring responsibilities in the
sibling-dyad. For example, Amandi shared her idea for a sib-
ling group with mentors:

Amandi: I think it would be really helpful. I wanted a
siblings’ group because it’s very weird and I would have
very much appreciated if someone, growing up, told me
like, “Hey, it’s OK.” ... Cause it’s very different talking
to someone about caring who has no idea what’s going
on, because they understand the condition [autism],
but they don’t understand the actual experience of it,
and that’s a game changer. ... If someone was feeling
isolated, I can help, I can be a sort of mentoring guide
to someone who’s got a [an autistic] sibling. Because 1
never had anyone to talk to about that stuff growing up
and so I wonder what would have changed...maybe I
wouldn’t have felt so isolated and an outlier, it would be
nice to have that sort of commonality between me and
someone else.

Discussion

The aim of this study was to explore with siblings of autis-
tic adolescents their perspectives concerning their expe-
riences of the condition autism. The key findings of the
study: the disengagement and absence in the siblings’ rela-
tionships; and the unclear boundaries and role confusion
observed in the siblings’ relationships, are now discussed
and supported by theory.

Disengagement and Absence in Sibling
Relationships

Presented in subthemes 1, 3 and 4, a key finding from
this study indicates potential disengagement and absence
in the siblings’ relationships and the lack of attunement
on the relationships. Disengagement observed in sibling
relationships is characterized by emotional and physical
withdrawal, alongside manifestations of hostility and anger
(Bascoe et al., 2012). Such disengagement, indicative of
a dismissing coping style, is associated with reduced rela-
tionship quality (Cichy et al., 2013). Within the family
context, sibling disengagement manifests as aggression,
rejection, and alienation, contributing to externalizing
problems (Hetherington, 1999). Hetherington (1999)
further describes these disengaged siblings as avoiding
interaction, with their encounters marked by criticism and
aggression. While acknowledging the limitations of apply-
ing Hetherington’s (1999) findings directly to the autism
context, the study underscores the importance of cultivat-
ing effective coping strategies for siblings to manage stress
and conflict in their relationships.

Attunement, or the capacity to recognize and respond
to the needs and emotions of others, is crucial for relation-
ship health (Perry, 2005; Trozzi & Dixon, 2006). How-
ever, the atypical behaviors and communication difficul-
ties inherent in autism present significant challenges for
siblings striving for attunement with their autistic siblings
(Chang et al., 2018; Connor et al., 2020; Di Renzo et al.,
2021). This study reveals that sisters often experience
a psychological absence in their relationship with their
autistic brothers, despite a physical presence, leading to
feelings of loss and grief. This sense of absence is exac-
erbated by the autistic siblings’ restrictive and repetitive
interests, highlighting a critical area for further investiga-
tion and support.

These experiences resonate with the concept of ambig-
uvous loss, which describes a situation where there is a
physical presence but a psychological absence, leading to
unresolved grief (Boss, 1977, 1999, 2004, 2009). Origi-
nating from family stress theory, ambiguous loss theory
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suggests that the most profound family stresses are those
that are unclear and difficult to resolve (Boss & Yeats,
2014; Carroll et al., 2007; Collings, 2008; Hillegas, 2012).
This framework provides a valuable lens for understanding
the unique challenges faced by siblings in families with an
autistic sibling, emphasizing the need for supportive inter-
ventions that address these complex emotional landscapes.

Unclear Boundaries and Role Confusion in Sibling
Relationships

Presented in subthemes 2 and 3, this study reveals the
intricate nature of sibling relationships affected by autism,
marked by unclear boundaries and role confusion. The con-
cept of boundaries, as defined by Berge and Holm (2007),
interprets the expected roles and functions within a fam-
ily, which can range from open to closed, impacting fam-
ily cohesion and fluidity (Olson, 1985). In this context, the
blurring of roles can lead to a sibling assuming additional
responsibilities, often merging the roles of a sibling and
a caregiver, especially prevalent among sisters of autistic
brothers with an intellectual disability and in single parent
families.

In instances where familial boundaries were ambiguous,
there was an observed tendency for sisters to adopt car-
egiving or even parental roles, pointing towards a potential
gendered aspect of caregiving in these family dynamics.
This role expansion often led to a perceived vulnerability in
their autistic brothers, whom they felt compelled to protect
and support, despite the considerable impact on their own
wellbeing.

The study aligns with the concept of boundary ambiguity
described by Boss and Couden (2002) and Boss and Green-
berg (1984), highlighting the confusion around family roles
and membership. This ambiguity particularly affected sis-
ters, who found themselves in a complex position of caregiv-
ing, compounded by the demands of emotional and physical
support.

Sisters’ sense-making of the protective element of caring
for autistic brothers helped these sisters to come to terms
with the additional caregiving duties despite the significant
impact these duties seemed to have on their wellbeing. The
findings support previous research (Atkin & Tozer, 2014;
Chu et al., 2021; Corsano et al., 2017; Day et al., 2019;
Gorjy et al., 2017; Tsai et al., 2018) that reported on siblings
mixed relational experiences with their autistic sibling. In
these studies, and this study, siblings shared the difficulty
they experienced in juggling the changing and develop-
ing nature of their relationship with their autistic brother,
describing relationships initially mixed with difficulty, sad-
ness, and frustration at communication difficulties and the
minimal exchange, then changing to encompassing love and
pride and protectiveness at great personal cost.
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Furthermore, the study delves into family dynamics, par-
ticularly in single-parent households, where siblings may
face increased responsibilities, altering the traditional sib-
ling subsystem as suggested by family theory (Whiteman
et al., 2011). This shift often places a significant emotional
and logistical burden on the siblings, necessitating a broader
support system. Attachment theory (Bowlby, 1969) suggests
that the structure of social relationships and individual dif-
ferences between a person and family members impacts
their behavioral patterns (Whiteman et al., 2011). Attach-
ment theory might help to explain how in these families the
sibling may be engaged to care for their autistic brother or
sister to ease demands on the parent or to serve as an ally
with their parent against the aggressive behaviours of the
autistic sibling (Drzymala et al., 2022).

However, family dynamics in a single-parent family
might better explain these findings, too (Chanfreau & Goisis,
2024), as in the cases of the 2 siblings who lived without the
father at home (due to divorce and death) the family dynam-
ics are differentiated. This change in the family system has
drastically altered the sibling’s subsystem- as the family
theory suggests (Whiteman et al., 2011). In a single-parent
family due to a loss (e.g., divorce or death) the relationships
of the siblings and the roles assumed by the typically devel-
oping sibling towards the autistic sibling are differentiated.

The study findings also highlight the multifaceted nature
of caregiving roles within these family structures, transcend-
ing simple household tasks to include emotional support
and care, as outlined by Carpenter (2010) and Morris et al.
(2007) and Schulz and Eden (2016). The study suggests that
sisters of autistic brothers with intellectual disability took
on a caregiving role in the sibling relationship and that this
caregiver role was present despite the birth order, with some
sisters being older and some being younger than their autis-
tic brothers. This caregiving role, particularly pronounced in
families with an autistic sibling with intellectual disabilities,
underscores the need for a nuanced understanding of the
challenges faced by these families.

Implications for Practice

This study highlights the crucial role practitioners can play
in supporting families of autistic adolescents, emphasizing
the need to address the intricate dynamics and challenges
these families face, particularly concerning role clarity and
emotional well-being amongst siblings.

Addressing Role Conflict and Emotional Well-Being

Role conflict and ambiguities within family structures can
significantly contribute to psychological distress among fam-
ily members, including depression and anxiety, a concern
accentuated by the higher prevalence of these conditions in
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families caring for an autistic adolescent (Boss & Couden,
2002; Dababnah & Parish, 2016; Dabrowska & Pisula,
2010; Dale et al., 2006; Davis & Carter, 2008; Estes et al.,
2009; Gray, 2003; Ludlow et al., 2011; Sharma et al., 2013;
Spain et al., 2017). Practitioners can mitigate these risks
by addressing role conflicts through family interventions,
fostering an environment that encourages open discussion of
each family member's roles and concerns and without attrib-
uting individual blame (Berge & Holm, 2007; Holm et al.,
2008). For example, siblings could explore their concerns
about their present and future role as carers without feelings
of guilt as siblings often take on a caring role without prepa-
ration of planning (Long et al., 2023; Spain et al., 2017).

Special Considerations for Sister Siblings

The study particularly underscores the unique position of
sister siblings in families with an autistic brother with an
intellectual disability, who often assume significant caregiv-
ing responsibilities highlighted by societal gender roles and
familial needs in society which see females socialized to be
nurturant and empathic (Connell et al., 2014; Cridland et al.,
2016; Kaminsky & Dewey, 2002; Loffler & Greitemeyer,
2023; Long et al., 2023; Spain et al., 2017). Practitioners
should be attuned to the gendered nature of caregiving,
offering support and strategies to manage the increased car-
egiving load and pressures faced by sister siblings.

Support Strategies and Family Interventions

Advocating for regular respite and facilitating access to
resources and support services can alleviate the burden on
sister siblings and the family. In single-parent families, this
support becomes even more critical, given the amplified
responsibilities placed on sister siblings. Family interven-
tions that encourage a clear delineation of roles and respon-
sibilities, guided by the concept of boundary ambiguity
(Boss & Greenberg, 1984), can help in clarifying role expec-
tations and reducing uncertainties. Such interventions aim to
balance the boundaries within family relationships, ensuring
a healthier dynamic and clearer role distinctions, especially
between sibling and caregiver roles (Cridland et al., 2014).

Conclusion and Study Limitations
and Contributions

This explorative qualitative study has expanded the knowl-
edge concerning how siblings, brothers and sisters of autistic
adolescents, experience autism and the impacts had upon
them and the relationship with the autistic sibling in the
family. This study not just provides a voice to siblings but

foregrounds their insights with theory and practice to pro-
vide suggestions and guidance for family therapists and
practitioners when working with brothers and sisters of
autistic adolescents and within families.

A limitation of this study is the small sample size and
that the demographic profile of the study participants were
mostly white heterosexual female and male participants. All
participants were from middle to high socioeconomic status
and from a single geographic area—being like other samples
in previous studies investigating the sibling relationships in
families with an autistic sibling member. Another limitation
of the study is, it is possible that siblings and families expe-
riencing greater difficulties, challenges, or impacts to their
relationships than the ones reported on in this study, would
not participate in this type of study. These are families who
most likely experience challenges associated with reduced
educational or social opportunities or respite and disabil-
ity service support access. There is a recognised need for a
greater focus on a more structured and thoughtful method
for inquiring and efficiently responding to queries regard-
ing siblings, their families, and impactful services for all
involved (Tudor & Lerner, 2015).

Another limitation is that the study took the perspective
of only one of the siblings and was based on self-reported
data, which may lack some validity. These factors limit the
generalizability of the study findings.

To conclude, a strength of the current study is that it
reported on child and adolescent sister siblings who have
an autistic brother or sister with intellectual disability, of
which there are limited accounts reported in the literature.
By doing so, the study provided novel insights into the
experiences of adolescent sisters of autistic brothers with
intellectual disability—a group whose voice would benefit
further from the inclusion in future research on the topic.
As such, this study offers tailored suggested guidance and
practice for family therapists when working with or structur-
ing an intervention with these adolescent sister siblings and
their families.
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