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Abstract

This is the first qualitative study to investigate experiences of, and attitudes towards, autism in Aboriginal and Torres
Strait Islander communities in Australia. Understanding the complexity of these attitudes is crucial because they influence
the recognition of autism as well as the ways in which individuals and families are supported. Twelve families with 16
autistic children living in diverse regions of Australia participated in a semi-structured interview. The interviews were
thematically analysed using the six-step process outlined by Braun and Clarke. The analysis identified a marked tension
in participants’ accounts. On the one hand, participants described negative feelings, including shame associated with
atypical behaviour, stigmatisation and the social isolation of families, which potentially point towards under-identification
or misdiagnosis. On the other hand, they also described inclusive attitudes, including ‘looking after each other’ and a
growing acceptance of autistic differences. This positive model of support for and acceptance of autistic children and
their families may well contribute to good outcomes for autistic children and adults in Aboriginal and Torres Strait
Islander communities. More research is needed on cross-cultural and pluralistic understandings of autism, parental
perceptions and family experience.

Lay Abstract

There has been almost no research done about autism in Aboriginal and Torres Strait Islander communities in Australia.
This article is the first detailed report on attitudes to autism in these communities. Understanding attitudes to autism
is important because they influence whether or not children are diagnosed, as well as the kinds of support autistic
people are getting. Twelve families who lived in different parts of Australia were interviewed. They told us that there is
a range of attitudes to autism in Aboriginal and Torres Strait Islander communities. These include negative ideas such as
sometimes feeling shame associated with children’s unusual behaviour, as well as feeling stigmatised and socially isolated.
The negative attitudes reported may mean that some children are missing out on an autism diagnosis or being wrongly
diagnosed with a different condition in these communities. They also included positive ideas such as the importance
of looking after each other and of accepting autistic people and their differences. We can all learn from these positive
attitudes. It will be interesting to know in future projects whether these accepting attitudes lead to better outcomes for
autistic children and adults in these communities. This research helps us to understand how autism is thought about in
different cultures and how attitudes impact diagnosis and support. It will also help people to plan supports that reflect
what Aboriginal and Torres Strait Islander families actually want and need.
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cultures and communities (Hahler & Elsabbagh, 2015;
Kim, 2012). This article investigates attitudes towards
autism in one specific sociocultural context: Aboriginal
and Torres Strait Islander communities in Australia. Such
an understanding is crucial because the ways in which
autism is conceptualised and understood in different socio-
cultural contexts has a direct impact on the lives of autistic
people and their families, profoundly influencing how
autism is identified, managed and supported (Grinker,
2015; Ravindran & Myers, 2012).

Aboriginal and Torres Strait Islander people constitute
3.3% of the total Australian population (Australian Bureau
of Statistics [ABS], 2019). Over 700,000 people make up
this culturally diverse population, comprised of more than
250 different language groups. Aboriginal Australians rep-
resent one of the longest continuous cultural complexes
known, with archaeological evidence for their continent-
wide presence dating back approximately 50,000 years
(Tobler et al., 2017). The Torres Strait Islands are a group
of very remote islands located off the northern tip of
Australia. Torres Strait Islanders are predominantly of
Melanesian origin with the majority now living in main-
land Australia. They have a distinct history and cultural
traditions. The capitalised term Indigenous is commonly
used to refer to both Aboriginal and Torres Strait Islander
peoples. The terms First Peoples or First Nations, which
apply to all indigenous peoples across the globe, are also
sometimes used in the Australian context to refer to
Aboriginal and Torres Strait Islander peoples.

The qualitative research presented herein contributes to
the growing literature on cross-cultural and pluralistic
understandings of autism, parental perceptions and family
experience (e.g. Barrio et al., 2019; Dyches et al., 2004).
The diagnostic features of autism — persistent difficulties
in social communication and interaction as well as
restricted, repetitive patterns of behaviour, interests or
activities (American Psychiatric Association, 2013) — may
be variously interpreted according to culturally-framed
notions of ability and disability, health and illness (Grinker,
2007) as well as local behavioural expectations and con-
ventions (Ochs et al., 2004).

There is a very limited research literature addressing
experiences of autism in Indigenous or First Nations con-
texts across the globe. Lindblom (2014) has argued that
autism is under-detected among First Nations children in
British Columbia, Canada, due to a combination of factors,
including a lack of culturally sensitive diagnostic and
assessment tools and limited access to healthcare in remote
regions. Disparities in Indigenous peoples’ access to autism
diagnosis and supports have also been documented in the
United States (Di Pietro & Illes, 2014). Other scholars have
addressed how core cultural values of Maori in New
Zealand (Bevan-Brown, 2013) and Navajo Native
Americans (Kapp, 2011) support the inclusion of family
members with developmental disabilities, including autism,

providing a positive framework that encourages the provi-
sion of culturally appropriate care across the lifespan.

In the Australian context, research on autism in
Aboriginal and Torres Strait Islander communities suggests
under-identification. In Western Australia (WA), Aboriginal
mothers are more likely to have a child identified with
Intellectual Disability and less likely to have a child diag-
nosed with autism (Leonard et al., 2005, 2011). Diagnostic
substitution has been confirmed by a review of 14 adult
Aboriginal psychiatric patients previously identified with
schizophrenia in WA. Thirteen of these patients were reas-
sessed as autistic when a developmental history was taken
(Roy & Balaratnasingam, 2010). Cultural factors, includ-
ing language barriers as well as an accepted ethos of accom-
modating a broad range of individual differences and
capacities within families, have been raised as potentially
contributing to under-ascertainment (Parker et al., 2014).

Studies investigating trends in the frequency and age of
diagnosis of autism in Australian children aged under 7
years have reported that 1,500 children or 4.7% of those
accessing a federal government scheme assisting families
of autistic children identified as Aboriginal and/or Torres
Strait Islander (Bent et al., 2015, 2017). Responding to the
clear presence of autism in Aboriginal and Torres Strait
Islander communities and the extremely limited research
undertaken, there have been calls for a more sustained
research agenda (Bailey & Arciuli, 2020; Bennett &
Hodgson, 2017; Wilson & Watson, 2011), including con-
sideration of how culture affects understandings of autism
and access to services.

Overall, Aboriginal and Torres Strait Islander people
experience widespread socioeconomic disadvantage and
health inequality (Australian Institute of Health and
Welfare [AIHW], 2018), including being 1.8 times more
likely to be living with disabilities than other Australians
(ABS, 2017). Such disparity is especially evident in rates
of childhood disability (DiGiacomo et al., 2013b; Green
et al., 2014) with research to date largely focused on hear-
ing loss (DiGiacomo et al., 2013a) and Foetal Alcohol
Spectrum Disorder (FASD) (e.g. Bower et al., 2018;
Fitzpatrick et al., 2015, 2017). Canadian research (Di
Pietro & llles, 2016) with health professionals and
researchers working on the frontline with First Nation
communities has raised the possibility that autistic chil-
dren may sometimes be misdiagnosed with FASD due to
stigmatising cultural stereotypes. We do not currently have
sufficient data to assess the likelihood of diagnostic substi-
tution with FASD occurring in the Australian context.
However, Secretariat of National Aboriginal & Islander
Child Care (SNAICC, 2010), the national non-government
peak body in Australia representing the interests of
Aboriginal and Torres Strait Islander children and their
families, have commented that general knowledge about
autism is low and that families face many barriers to a
child being diagnosed early and receiving supports.
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In general, the sociocultural factors shaping experi-
ences of impairment and disability in Aboriginal and
Torres Strait Islander communities have been under-
researched (Gilroy & Emerson, 2016). Discrepancies
between Aboriginal and Western biomedical conceptuali-
sations of disability appear to contribute to low rates of
participation in disability services (Ravindran et al., 2017).
A qualitative study of the experiences and needs of carers
of Aboriginal children with a disability in a metropolitan
setting demonstrated that financial cost, mistrust of outsid-
ers and social isolation as well as racism and lack of cul-
tural sensitivity on the part of providers were key barriers
to service access and utilisation (DiGiacomo et al., 2017;
Green et al., 2018). For analytic purposes, however, no
distinctions were made according to disability type, mak-
ing it unclear whether these barriers apply to families of
children on the autism spectrum. Certainly, in general, the
legacy of the Stolen Generations of Aboriginal children
forcibly removed from their families by successive
Australian governments as well as the large, and growing,
numbers of these children placed in out-of-home care
(Australian Institute of Family Studies, 2017) can make
people very wary of engagement with mainstream services
(Bailey & Arciuli, 2020; O’Neill et al., 2004).

Gorman and Toombs (2009, p. 4) have eloquently
remarked,

If we aspire to social justice for [Australian] Indigenous
people, especially in the area of health, then we must
undertake appropriate research that addresses the needs of
Indigenous people as they perceive them in a way that fits
within their frame of reference.

The current study, therefore, reports on Aboriginal and
Torres Strait Islander experiences of autism, as described
by women supporting their autistic children and grandchil-
dren. This article explores ‘key epistemic tensions’ (O’Dell
et al., 2016) in attitudes about autism and attitudes towards
autistic children and their families in urban, regional and
very remote communities, documenting how socially inclu-
sive attitudes and autism acceptance exist alongside experi-
ences of social isolation, shame and stigmatisation. In so
doing, it provides a sociocultural perspective that is urgently
required as part of the process of building a research agenda
that illuminates experiences of autism among a very diverse
Indigenous population, who are bound together by experi-
ences of colonisation and marginalisation in the broader
context of the Australian nation state.

Method

Participants

Families with Aboriginal and/or Torres Strait Islander chil-
dren on the autism spectrum were recruited through the
networks of our partner organisations (see below) and

through researcher contacts. Twelve families — including
eleven mothers and one grandmother — agreed to partici-
pate in a semi-structured interview. While the research
project was open to all family members and/or primary
carers, only women consented to participate, which may
be a reflection of broader gendered expectations in relation
to caring for children in both Aboriginal and Torres Strait
Islander communities and wider society. They came from
diverse parts of Australia, including the Australian Capital
Territory (ACT), Victoria, New South Wales (NSW),
Queensland, the Northern Territory (NT) and the Torres
Strait Islands. Some resided in major cities; others lived in
regional or remote Australia. Table 1 shows participants’
demographic information as well as details on their 16
children (female: n=1; male: n=15), who ranged in age
from 2 to 22 years.

Ethics and community involvement

The research was designed in consultation with Positive
Partnerships, who are funded by the Australian Government
Department of Education and Training to deliver national
programmes and workshops supporting the families and
schools of Aboriginal and Torres Strait Islander children on
the autism spectrum, and First Peoples Disability Network,
the national organisation of and for Australia’s First Peoples
with disability. Ethical approval for the research protocol
was granted by the Aboriginal Health and Medical Research
Council (1433/18) and Macquarie University Human
Research Ethics Committee (5201832104269). The proto-
col was also approved by Positive Partnerships’ National
Reference Group, consisting of Aboriginal and Torres Strait
Islander leaders from key organisations and services across
Australia.

The research team was comprised of two non-Aborigi-
nal [Rozanna Lilley and Elizabeth Pellicano] and one
Aboriginal [Mikala Sedgwick] researchers, whose disci-
plinary backgrounds span psychology, anthropology and
Indigenous policy and health. Two of the team members
[RL and MS], including the Aboriginal researcher, are
mothers of autistic children, and thus contributed experi-
ential expertise to the design, implementation of the meth-
ods and interpretation of the findings, beyond their
knowledge and skills as researchers.

Procedure

Positive Partnerships were involved in the recruitment of
participants using their previously established networks.
The semi-structured interview schedule asked a series of
open questions to examine participants’ experiences of their
child’s early development and diagnostic pathways, access
and barriers to relevant supports and services, as well as
education placements and experiences (see Supplementary
Material). Participants were free to introduce other topics
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reflecting their interests and experiences (Salmon, 2007).
Throughout, the emphasis was on sharing stories in natural
and casual ways (Burkett et al., 2015). Five participants told
their stories face-to-face and seven were interviewed via
Internet conferencing or telephone, depending on prefer-
ence. Aboriginal advocates experienced in the disability
sector were available for support during face-to-face inter-
views. Interview durations ranged from 47 to 151 minutes
with an average time of 80 minutes. To preserve anonymity,
pseudonyms are used (see Table 1), and identifying infor-
mation has been removed following verbatim transcription
of recordings. Following participatory research guidelines
(Salmon, 2007), participants were given the opportunity to
edit their deidentified transcripts and to comment on a sum-
mary of the research findings, which were then edited to
include their suggestions. No substantive changes were sug-
gested by participants.

Data analysis

Interview transcripts were thematically analysed using the
six-step process outlined by Braun and Clarke (2006). The
research team share a critical realist standpoint, acknowl-
edging the ways in which individuals make meaning of
their experiences as well as the broader social context in
which those meanings are constructed and mobilised.
Themes were identified using an inductive ( ‘bottom up’)
approach (i.e. without integrating the themes within any
preexisting coding schemes or preconceptions of the
researchers), involving close reading and re-reading of
transcripts.

To begin, one researcher [RL] took the lead in indepen-
dently familiarising themselves with the data, reading and
re-reading the transcripts, and assigning codes to data
extracts. A second researcher [MS] independently coded
three of the 12 transcripts. They then met and discussed the
coding scheme until consensus was reached. Once all the
data were coded and collated, all three researchers liaised
several times to review the themes and subthemes, focus-
ing on semantic features of the data (i.e. ‘staying close’ to
participants’ language), resolving discrepancies and decid-
ing on the final definitions of themes and subthemes. The
analysis was thus iterative and reflexive in nature and
moved backwards and forwards between data and analy-
sis. This article provides a detailed account of a group of
themes related to attitudes towards autism in Aboriginal
and Torres Strait Islander communities that emerged as a
distinct data set within the overall data corpus.

Results

We identified four themes relating to Aboriginal and Torres
Strait Islander attitudes towards autism (see Figure 1).
Overall, there was a marked tension in these accounts
between the growing acceptance of autism in these

communities and the continuing stigmatisation of autistic
individuals and their families as well as between feeling
supported, especially by family, and being socially isolated
because of child preferences and shame associated with
atypical behaviour.

Theme |. Looking after each other

Subtheme A: looking after our own mob. Our participants
frequently referred to the importance of looking after
related others and, in turn, the expectation of children
being looked after by family members, both immediate
and extended. The role of the immediate family in sup-
porting autistic children was especially salient. Partici-
pants told us that they sometimes lived in households
spanning three generations and that the relationship
between grandparents and grandchildren was close and
supportive. For example, Nevach moved into her parent’s
home with her husband and her 2-year-old son following
his autism diagnosis. She described her parents as a ‘mas-
sive support . . . when we’re spent, someone else is there
playing more games with him and encouraging him to
talk’. Layla, the only grandmother interviewed, has three
autistic grandchildren. She said she helps to look after
her grandchildren whenever she can: ‘we look after our
own mob’.

This emphasis on familial support was also apparent in
accounts of the relationships between peer groups of
Aboriginal children, often described as ‘cousins’, a term
that encompasses both actual and fictive kin. Ava, who has
two autistic sons, referred to the inclusivity of these peer
groupings, stating that “whenever my boys are around
other Aboriginal kids, they’re just them . . . There’s no
autism because we’ve not grown up with “that child has
something”, it’s ‘oh, that’s your cousin’”. Ava contrasted
this inclusive attitude with disabling attitudes towards
autistic children in wider Australian society: ‘It’s such a
different way of thinking and it’s so much more positive’.
Willow, whose family includes both Maori and Aboriginal
kin, described how the children in her extended family
protect her autistic son, Kai:

They’re like little lions . . . if anyone from outside the family
comes in and says or does something in a playground with
Kai, all those little cousins will come in and they enclose a
circle around him and they protect him. Then they explain to
the other kids that he’s got autism.

Participants also conveyed their deep concerns for other
extended family members who are supporting autistic chil-
dren and/or adults. Olivia said that she has ‘plenty of fam-
ily members who have children with autism or other
disabilities’ and that she informs them about how to access
a diagnosis and services. For some mothers, these efforts
to support other families were largely informal. But others
had established more formal networks of support,
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Figure |. Aboriginal and Torres Strait Islander attitudes to autism.

including one mother, Alexis, who founded a support
group for Aboriginal parents of autistic children in her
regional town.

Participants also frequently expressed a preference for
Aboriginal or Torres Strait Islander staff interacting with
their autistic children, in childcare centres, schools and
health clinics. Nevaeh sends her son to a local Aboriginal
children’s centre, which includes staff who are related to
him and which makes the centre ‘very family-orientated,
he’s got cousins that go there and I like that safety feel’.
Olivia said that at her autistic daughter’s special school
‘it’s nice to see another Aboriginal face, especially if it’s
someone you know’. Ava described how one of her autistic
sons was ‘looked after’ at an Aboriginal health clinic, stat-
ing that the staff ‘connect better with Aboriginal people’.
She explained further: ‘It doesn’t matter if you’re my col-
our, your colour or whatever; it’s not about that. It’s about
the fact of understanding what it’s like to be an Aboriginal
person’.

Subtheme B: everyone has a place. Participants expressed
the view that all individuals have a place and are entitled to
a sense of belonging. Sometimes this was described as an
acceptance of each individual’s diverse characteristics: “in
a lot of communities, it’s just like ‘oh that’s just how so
and so is’ and it’s accepted” [Ella]. Other mothers men-
tioned that all children in their (Aboriginal) communities

are loved unreservedly: ‘But in communities all the kids —
no matter what they’re like, everyone just loves them. It’s
really funny, it’s like there’s just all acceptance of who
they are’ [Olivia]. Willow contributed that ‘blackfellas’
don’t see her son as being autistic because ‘he is treated as
an equal’.

Alongside the idea that everybody has a place, partici-
pants expressed the strong belief that all children have a
right to their culture. Layla described how she tried to
encourage pride in Aboriginality with her autistic grand-
son, gifting him an Aboriginal flag. Willow was enthusias-
tic about ‘going on Country’ as a form of therapy for her
son, telling traditional stories and imparting knowledge
about local flora and fauna as a way to connect him with
his heritage and to help him ‘self-regulate’. Alexis said
that if she won the Lotto, she would open her own
Aboriginal school for autism and other disabilities, ‘teach-
ing our culture and stuff like that’.

The idea that everybody belongs in community was
sometimes related to scepticism towards diagnostic labels.
The ‘labelling’ of children was described, at times, as a
Western preoccupation. In the Torres Strait Islands, one
participant remarked, ‘there’s no label put on them . . . we
don’t actually have labels and in the Western world you’re
actually putting a label on a specific condition’. Ava con-
curred: ‘It’s only when they’re put into Western standards
that there’s judgment’. Mothers believed there was
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a positive side to not labelling children: ‘I think that we
definitely grew up with people in our communities and in
our families who were on the spectrum. It was just them
and, in some ways, | wished it was still like that’ [Nevaeh].

Theme 2. Accepting autism

Subtheme A: embracing autism diagnosis. Although mothers
expressed some scepticism towards diagnostic labels, most
reported that they were “happy for the diagnosis’. Ava said
that the diagnosis of her sons was positive because ‘I now
know that I’m not mad and I now know I can get help’. For
Nevach, the autism diagnosis ‘helped me be a better mum
... we know what makes him tick, we know what makes
him have a meltdown, we read him a lot better than we
did’. This was also the case for Sienna who said that after
her son was diagnosed she realised what she had to do,
‘not treat him different, but understand the way he is
thinking’.

For participants, autism diagnosis often forced a re-
examination of themselves and their wider families. Some
reinterpreted family members as potentially autistic fol-
lowing the diagnosis of their child. Olivia raised the pos-
sibility of misdiagnosis, stating “digging deeper we’re
finding a lot of family history where people have always
just referred to family members, ‘oh no, they’re just a bit
slow’”. She asserted that she now recognises ‘those people
as potentially being on the spectrum’. Alexis felt that
autism was a non-stigmatising explanation for the behav-
iour of her siblings:

I look back at my brothers now — even though they were
little bastards when they were growing up, I can see why
now. There was none of this autism back then. They had
issues but they were just the bad kids. They’re the ones
getting into trouble and all that sort of stuff. But now I know
what autism is.

One participant spoke about how her children’s autism
diagnoses encouraged her to re-evaluate her previous dif-
ficulties, including a history of being taken advantage of
sexually, and to self-identify as autistic. ‘I started ticking
some boxes for myself’, Ava explained. For this mother,
the point of diagnosis is that ‘it can explain a lot; it can
help me understand my life’.

Participants also spoke about their role in educating the
broader community about autism. Willow said that she and
her husband educated their extended families about autism:
‘“They’re sort of all across it now’. Ella, too, mentioned:
‘We just try to help educate [the community] and try to help
them understand that we need to do things differently so
that Oliver is comfortable and can manage in this world’.
Sophie said that while a ‘lot of parents and people in the
community are becoming more comfortable in hearing the
term autism and knowing that it’s around’, many families
remain unaware of ‘what the signs and symptoms are’.

Subtheme B: thinking positively about autism. Participants
expressed a range of positive views about autism. Olivia,
who often travels to remote communities as part of her
work, believed that autistic people had a special status in
traditional Aboriginal society as ‘medicine men, or healers
and things like that’. She contrasted this with contempo-
rary discriminatory attitudes:

The perception of autistic children is that they’re damaged,
they’re worthless in society, but historically I reckon
Aboriginal children were probably looked at as like, wow,
you’re special, in a good way.

Willow emphasised her son’s talent at drawing, stating
that autism has ‘a lot of beautiful gifts’. Sophie, too,
focused on the capacities of her children, repeatedly refer-
ring to their ‘very interesting minds’. In relation to her
adult son, Sienna reported, ‘There’s nothing I would
change about Elijah’. Other mothers felt that their own
capacities and talents had been developed as a result of
supporting their autistic children. Olivia summed this sen-
timent up when she said ‘it’s been, I guess, a big learning
journey’.

Sophie commented on her positive approach to explain-
ing autism to community: “Well, when I first started
informing family members and friends about it, they were
like, "Oh, I’m so sorry to hear that’. I was like *"Why? He is
not dying. He’s just a little bit different’”. Olivia, too,
expressed the view that autism is a difference, not a deficit
when she explained her daughter’s autism to other people:
‘I was just like, yep, she’s good, she just needs to learn a
different way’. Ella also mobilised the trope of difference
when explaining her son to others: ‘We would just explain
that he is wired differently’. Ava went a step further in her
support of what might broadly be defined as a neurodiver-
sity viewpoint, arguing that autism is an evolutionary
advance:

What if it’s actually that they’re so much more intelligent and
smarter than everybody else, that it’s just evolution. That’s the
next stage for everyone. Why they don’t fit in our bubble now
is because we just don’t fit in theirs.

Theme 3. Feeling shame and being stigmatised

Subtheme A: thinking negatively about autism. While partici-
pants expressed a range of positive views about autism,
they also reported negative views in their own communi-
ties and beyond. Nevaeh, whose son had only very recently
been diagnosed, commented ‘it’s been a very scary, hard
journey, and I’'m only at the beginning’. The extent of her
distress was evident when she recalled saying to a friend,
‘if autism had a face, I would punch it’.

Sometimes negative views of autism were related to the
concept of ‘shame’, which is a concept with complex cul-
tural salience in Aboriginal communities. Semantically,
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shame is associated with a fear of disapproval or of nega-
tive consequences arising from a perceived wrongdoing. It
can also simply refer to being the centre of attention.
Shame is often used as a noun in Aboriginal English, as in
‘that’s a shame-job’ or ‘I’ve got shame’ (Hamilton et al.,
2016). A number of mothers linked autism and shame in
their observations. Alexis reported that, in her regional
community, ‘a lot of the parents don’t go anywhere because
the kids run amok — shame job’. Ava, too, referred to inter-
nalised feelings of shame:

Kids are getting missed, you know, slipping through because
some parents are in denial or parents don’t know what help to
get or parents are made to feel like they’re mad because they’re
thinking it. Or, even worse, that it’s shame if you think it.

Because of shame, participants said that families may
avoid disclosing their children’s autism diagnosis to fam-
ily and friends. This was contrasted with more inclusive
attitudes towards people with physical disabilities by
Olivia, who pointed out:

But I do have cousins that have physical disabilities, and
everyone’s all — no problem with that. I think it’s just the ones
where you can’t see that everyone gets a bit shame about, or
even shame saying anything, for fear of offence maybe.

Nevaeh corroborated this reluctance to discuss autism in
her urban community: ‘Even with my cousins and stuff, even
though you know that there’s a diagnosis, we’ve not really
talked about it. Like everyone is kind of in their own world
with it’. Ella also said that once her son was diagnosed,

that there were lots of Aboriginal and Torres Strait Islander
people that I knew that had relatives or that were on the autism
spectrum too . . . but it’s not really commonly talked about. I
think in some communities there’s definitely still that shame
factor associated with any disability.

Other mothers reported that autism was associated with
negative attributions in their families. Ava explained that
her mother initially had a negative response to her grand-
child’s autism diagnosis: “When they first found out, Mum
was like “eek” but that’s because her mind was still set in
the fifties with the stereotypical one type of autistic child’.
For Aaliyah’s relatives, ‘there was really the perception
that if you’re autistic you were stupid and you didn’t have
any social skills’. Sophie mentioned that some members of
her community assumed that her son had FASD, which,
she felt, reflected badly on her as a mother.

Participants’ starkest accounts of stigmatising interac-
tions occurred with non-Aboriginal people and across
numerous contexts, including diagnostic assessments,
therapy sessions, shopping centres, schools and hospitals.
Sometimes mothers felt that service providers did not suf-
ficiently respect their family’s privacy and confidentiality.
At other times, mothers felt blamed for their child’s

behaviour. Sienna said she was ‘accused of spoiling this
child, having no control over him, and this was teachers
that were at my school’. Sienna also spoke about how she
needed to monitor her adult son’s behaviour when out
shopping:

He walks normal, he talks, like he does everything normal
like a normal kid, but there are some things that he does. Likes
he’s six foot four and if he’s in a happy mood he will skip, like
in the shopping centre, and I have to say mate, you can’t do
that in the shopping centre. I said you have to walk like
everybody else now because it’s not what you do, darling.

Amelia’s son, Mason, has a co-occurring diagnosis of epi-
lepsy. She reported that a doctor in a public hospital asked
her if she had caused his brain bleed by throwing him
against a wall: ‘That really haunts me still’.

Subtheme B: limited awareness of autism. Participants told
us that autism was a relatively new concept in their com-
munities. Ruby reported that her son, Noah, is the only
child ever diagnosed with autism in her outer island com-
munity in Torres Strait. Her support person, Mia, added:

These are the kinds of things that we never grew up with. We
don’t know of autism, Asperger’s, Down Syndrome . . . this is
something new for our communities and our communities are
at that real rudimentary level of not absolutely knowing
anything about it.

The relative novelty of autism diagnosis in communi-
ties prompted etiological reflections from some partici-
pants. Mia noted that because autism was unknown in the
past, there are no traditional medicines to treat the condi-
tion: ‘it’s something new that came about because we’re
living this new life in the Western world’. Layla, who is in
her 60s, commented that ‘in my time and with my kids’
there was ‘nothing like this . . . is it this generation that it’s
coming out?’

Sophie remarked that her traditional Aboriginal family
‘wouldn’t even be thinking of any of that at all, let alone
know how to get the skills or the support to have a child
diagnosed or to find out this information and then how to
take care of them and support them . . . These are all big
things’. Other mothers raised the issue of misdiagnosis,
suggesting that some Aboriginal children who are autistic
are being misdiagnosed with other disorders including
Oppositional Defiance Disorder, ADHD and FASD:
‘There’s not enough understanding about what autism is’
[Ella].

A further concern raised was that autistic children may
be missing out on diagnoses because of the presence of
many other pressing problems and issues in Aboriginal
communities. Willow, who works in the health sector, said,

I think if you have some families who have a lot of challenges
or are facing a lot of other things, income and all that sort of
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stuff or whatever the challenge might be, then those little
kids, without that support, that’s probably who will slip
through the net.

Sophie raised similar concerns:

My kids are okay, but I’ve seen a lot of other children on the
spectrum who are more impacted by other factors, whether
it’s a matter of a crowded house or somebody in the home
with an addiction or mental illness. Some of them don’t even
have homes. Those other factors there are so predominant for
some of these kids. Yeah, they’re under the radar; they’re just
completely missed or they’ve been diagnosed and unless
there’s some consistent carer there or somebody that manages
that, a lot of these children are actually put into the welfare
system. It’s a sad side of things.

Theme 4. Social isolation

Subtheme A: staying home. Participants frequently men-
tioned that their autistic children or grandchildren pre-
ferred to stay home, which meant that they were ‘stuck in
a house’. Aaliyah felt that getting her son out of the house
was like ‘pulling teeth’. Sienna noted that Elijah ‘doesn’t
like big crowds, doesn’t like lots of people, hates shop-
ping’, and even exempts himself from socialising at home:
‘Like even if I have family come over, when the mob
comes, he just goes in his room’. In relation to her son,
Neveah remarked,

I could deal with a lot of that other stuff. I just want to really
see that shift in his ability to socialise. If I had to choose
something that I could fix, it would be that little bit, socialising
with other humans.

Participants also mentioned that sometimes families are
reluctant to take autistic children out because they want to
avoid stigmatising encounters. Layla’s grandson Hunter
has diagnoses of autism and intellectual disability, which
made it very difficult for her daughter to travel with him,
even to the nearest capital city:

They stay in a motel or whatever but she tries to get somewhere
where it’s not a lot of other people. Because he runs around
playing and he screams out, in circles and stuff, because he
can’t talk. He laughs loud, and stuff like that.

Subtheme B: limits to inclusion in community. While many
participants stressed the inclusivity of their communities
and the support offered by their families, they also told us
about limits to inclusion. Ruby mentioned that it was very
difficult to include her son in traditional cultural activities
and family events in the Torres Strait Islands: ‘It’s hard to
go. If we have family gatherings, whether it’s a birthday
party or tombstone opening,! sometimes we don’t go
because they can’t connect with Noah or communicate
with Noah’.

Other participants spoke about the limits to family sup-
port in their communities, related to the age and health of
the grandparents of autistic children, and/or living so far
away from their families: ‘“We lived in Queensland with
my Mum and my sister, but no we don’t have any family or
connections down here’ [Aaliyah]. Sienna preferred not to
ask others for help, choosing to care for her adult son and
her mother without assistance: ‘Like I’ve got mob here,
but I’'m too proud to ask for help, and I know I'm
stubborn’.

Sophie stressed that although she could ask family for
assistance, she also wanted access to formal respite
services:

My family is spread out all over the Northern Territory and all
along the east coast of Australia. But you want to be able to
function as a family and not always have to rely on your
family, you know what I mean? So it’s nice to be able to
access that carers support as well and that way when you’re
with family, you can just be with family and enjoy them too.
It’s not about putting the pressure back on them. I’m sure they
accept it and they tell me that [’'m being stupid otherwise, but
it doesn’t matter. It’s full-on.

Discussion

This is the first study to report on perceived attitudes
towards autism in Aboriginal and Torres Strait Islander
communities. Alongside an emphasis on inclusion, there
were accounts of isolation. As well as an acceptance of
autism, there was a questioning of the value of diagnostic
categories. Some participants believed autism had always
existed in their cultures while others thought it is newly
introduced. Shame and stigma were widely reported but
so, too, were, positive attitudes emphasising neurodiver-
sity and autism’s gifts. This diversity in attitudes partly
reflects the great diversity of Aboriginal and Torres Strait
Islander cultures. It also reflects the diversity of attitudes
towards autism that exist in the broader Australian society
in which those cultures are now embedded. The complex-
ity of attitudes towards autism reported in this study is
typical of the range of views, sometimes paradoxical, held
in many societies (Frith, 2003; Hebert & Koulouglioti,
2010; Lilley, 2011; Myers et al., 2009), including a wide
variety of beliefs about autism causation, varying views on
likely future outcomes for diagnosed individuals, scepti-
cism regarding the increasing numbers of autism diagno-
ses as well as the coexistence of stigmatising and inclusive
attitudes. Nevertheless, the analysis presented here illumi-
nates specific aspects of the current experience of support-
ing Aboriginal and Torres Strait Islander autistic children.
Our findings show that while participants’ experiences
varied, an inclusive ethos, expressed as an expectation that
people look after each other, characterised attitudes towards
autistic children and their families. Participants emphasised
that they looked after family and, in turn, family looked
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after them. Everybody has a place in Aboriginal and Torres
Strait Islander communities because relationships of mutual
care are prioritised, enacted within the framework of kin-
ship obligations (Ariotti, 1999). This inclusivity has been
noted by other scholars (Gilroy & Emerson, 2016; O’Neill
et al., 2004). Avery (2018), for example, has described a
widespread Aboriginal ‘culture of inclusion’ in relation to
people with disabilities. An inclusive ethos towards autistic
people has also been reported in other indigenous contexts,
including among Maori (Bevan-Brown, 2013) and Navajo
(Kapp, 2011) peoples.

This inclusive ethos extended to interactions between
families and services. Respondents in this study clearly
stated that they prefer to access services provided by
Aboriginal and Torres Strait Islander professionals, in part
because they provide a sense of cultural safety. Previous
studies on childhood disability (DiGiacomo et al., 2013b)
and disability in general in Indigenous communities (Dew
et al., 2018; Gething, 1994; O’Neill et al., 2004) have ech-
oed this finding.

One novel finding of this study is that the peer group
interactions of Aboriginal children, often described as
‘cousins’, provide a supportive environment for autistic
children, in which they are encouraged to participate in
play-based activities and protected from potentially nega-
tive interactions with other children. This is because the
primary social learning environment for many Aboriginal
children is their peers (Eickelkamp, 2010) and children,
who have considerable autonomy from adults, are encour-
aged to be compassionate and generous towards each other
(Heath et al., 2011).

Although inclusion was salient, participants also
reported the social isolation of their own and other families.
There was considerable variation in the degree to which
participants either received or wanted the support of their
extended families. The social isolation of some Indigenous
families supporting children with disabilities has previ-
ously been documented (DiGiacomo et al., 2017) but this is
the first available data specific to autistic children.

Gilroy and Emerson (2016) have reported that
Indigenous children with low cognitive ability may be at a
higher risk of social exclusion than their peers. This find-
ing is concerning because research has suggested that cul-
tural experiences play an integral role in positive health
and wellbeing outcomes for Australian Indigenous peoples
(MacLean et al., 2017). One mother in our study reported
that in her Torres Strait Island community it was difficult
to include her son in valued cultural activities, suggesting
that while an inclusive ethos may be predominant, it is
important to remain aware of the possibility of exclusion.

The acceptance of autism reported in this study, includ-
ing embracing diagnosis as a pathway to better manage-
ment and support as well as a source of understanding, is
reported in other studies (e.g. Fernell et al., 2013). Our
participants were concerned about the situation of other

families and a number reported advocating on their behalf.
While the central role of Aboriginal women as carers and
advocates for people with disabilities has been acknowl-
edged (Dew et al., 2018), this is the first study to document
the importance of mothers as advocates for autistic chil-
dren and their families in Aboriginal and Torres Strait
Islander communities.

Alongside an acceptance of autism diagnosis, partici-
pants reported widespread scepticism towards diagnostic
labels, including autism. A variety of factors contributed to
this scepticism. First, Aboriginal and Torres Strait Islander
notions of developmental typicality and atypicality as well
as cognitive normality and abnormality may not conform
to Eurocentric perceptions (Vicary & Westerman, 2004).
Second, in general, people from socioeconomically disad-
vantaged backgrounds are less likely to access services for
children with disabilities, in part because poor health is
normalised within their communities (Green et al., 2016;
Hollinsworth, 2013). Our participants were concerned that
children may be missing out on diagnoses because of the
coexistence of multiple intersecting disadvantages. Third,
extensive and traumatic experiences of child removal by
government agencies, both past and present, affect atti-
tudes towards autism diagnosis. Mistrust of government
and of official organisations may inhibit families from
accessing disability supports (Green et al., 2016; Ussher
et al., 2016).

Given scientific uncertainty about the specific causes
of autism, it is unsurprising that lay theories attribute
autism to different causes. Our participants variously
interpreted autism as either having always existed, and as
conferring religious status, or as a novel disease entity
caused by colonisation and the effects of Westernised
modes of living and diet. This is the first report of beliefs
about autism causality in Aboriginal and Torres Strait
Islander communities.

Some researchers have remarked on the association
between childhood disabilities and stigma or ‘shame’ in
Aboriginal communities (DiGiacomo et al., 2013a; O’Neill
et al., 2004), with concerns that FASD, in particular, feeds
into stereotypical assumptions of substance abuse in
Indigenous families. Stigma and shame about mental ill-
ness have also previously been reported in Aboriginal
communities (Vicary & Westerman, 2004). Some partici-
pants reported that ‘shame’ about autism was widespread
leading to the social isolation of autistic children and their
families. They also reported that people often avoided
talking about autism, relating this to an attempt to protect
the feelings of interlocutors from shame. This finding is
consistent with autism stigma being also widely reported
in Australia (Broady et al., 2017; Gray, 1993, 2002; Lilley,
2013a, 2013b) as well as other countries (e.g. Kinnear
et al., 2016; Veroni, 2019).

When describing their children, mothers often drew on
ideas about children with disabilities that have broader
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social currency. This included the idea of autistic children
both as having special gifts and as conferring the gift of
teaching mothers how to be better people. The notion that
disabled children transform those around them is common
to many cultures (Altiere & von Kluge, 2009; Landsman,
1999). It has also been specifically noted among families
of autistic children (Fleischmann, 2005; Huws et al., 2001;
Jegatheesan et al., 2010; Myers et al., 2009; Tait & Mundia,
2012). Some of our participants also drew on discourses of
neurodiversity to assert that their children’s brains are
‘wired differently’ and that they should be conceptualised
as different rather than impaired (see den Houting, 2019;
Tan, 2018). Cascio (2012) has documented the neurodi-
verse sentiments of mothers (predominantly White Anglo
women) in the United States. Our research suggests that
these sentiments are also adopted by parents in other cul-
tural contexts.

The findings of this study demonstrate that there are
multiple attitudes towards autism in Aboriginal and Torres
Strait Islander communities. On the one hand, some of
these attitudes potentially point towards under-identifica-
tion or misdiagnosis. Misdiagnosis may be related to a
number of factors, including stereotyping and prejudice,
and the use of inappropriate diagnostic tools that have not
been culturally adapted or socially validated (Soto et al.,
2015). Furthermore, where people experience widespread
poverty, chronic poor health, marginalisation and racism,
autistic children may not be diagnosed, may be diagnosed
later and/or may not always receive the kinds of supports,
at home or at school, that could benefit them (Norbury &
Sparks, 2013). On the other hand, we also found a wide-
spread ethos of ‘looking after each other’ and of embracing
individual differences. In this respect, Aboriginal and
Torres Strait Islander attitudes towards autism provide a
positive model of support for and acceptance of autistic
children and their families.

Limitations

There are some limitations to this research. While our
participants came from city, regional and remote loca-
tions in different states and territories of Australia, the
small and self-selecting nature of the sample mean that
the findings of this study cannot be generalised as repre-
senting the views of all Aboriginal and Torres Strait
Islander peoples supporting autistic family members.
Further, all of the participants in this research are women.
More research is needed to elicit the views and perspec-
tives of larger numbers of Aboriginal and Torres Strait
Islander peoples about autism, including fathers and
grandfathers, living in diverse circumstances across
Australia. No studies have been undertaken on autism
service provision, including diagnostic practices, in
these communities. Such studies would shed light on
how best to support autistic individuals and their fami-
lies in Aboriginal and Torres Strait Islander communities

and provide a starting point for genuine dialogue on
these issues.

Conclusion

This is the first research to explicate attitudes towards
autism in Aboriginal and Torres Strait Islander communi-
ties in Australia. The underrepresentation of Aboriginal
and Torres Strait Islander people in autism research
impedes access to culturally-appropriate supports and ser-
vices and the building of a sound knowledge base on which
to construct culturally-safe policies and practices. Quality
research that can inform future services, programmes and
policies and which is based on participatory principles that
recognise Aboriginal and Torres Strait Islanders as the
experts on their own lives is urgently needed. This research,
highlighting the complexity of attitudes towards autism
and the realities of social isolation and stigma, is the first
step towards that goal.
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Note

1. Tombstone openings are a traditionally valued cultural
practice commemorating the deceased through the unveil-
ing of headstones, accompanied by communal feasting and
singing.
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