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INTRODUCTION

La Trobe University’s Olga Tennison Autism Research Centre (OTARC) welcomes the
opportunity to provide a submission to the New South Wales (NSW) government'’s
inquiry into the prevalence, causes and impacts of loneliness. Established in 2008,
OTARC is Australia’s first Autism research centre. Our vision is to help Autistic people,
their families, and carers thrive. Our internationally recognised research influences global
perspectives and drives change through public accountability, community engagement,
and collaboration with governments and industries. As a leading global research centre,
we prioritise working closely with the Autistic community, advocates, and researchers.

Autism'is a lifelong neurodevelopmental difference, characterised by challenges with
social communication and interaction, and engagement in non-social differences such
as repetitive behaviours, intense interests, and/or unusual sensory experiences including
sensory hyper-reactivity. In 2024, 290,900 (1.1%) Australians reported a diagnosis of
autism.? This is likely to be an underestimate, with recent studies estimating prevalence
closer to 3-4%.2 We estimate that over 296,000 Autistic people currently reside in
NSW.4

This submission focuses on providing evidence-based recommendations that aim to
benefit Autistic residents of New South Wales by highlighting their elevated risk of
loneliness (Term of Reference [TOR] b) and the significant impacts this has on their
physical and mental wellbeing (TOR c).

Autistic people are particularly at risk of loneliness and social isolation, experiencing
higher levels of disconnection than non-Autistic peers. For example, young Autistic
Australians frequently report feeling isolated and lacking companionship, with these
feelings linked to poorer mental health outcomes such as increased anxiety and
depression. Contributing factors include discrimination, stigma, bullying, and “othering,’
which exacerbate social isolation. Additionally, Autistic adults face unique challenges
such as fewer social supports and higher rates of depression and anxiety, all of which
contribute to increased loneliness.

Loneliness has significant psychological and physiological impacts, particularly for
Autistic people, and is a key risk factor for mental health issues and suicidality. Autistic
people experience higher rates of anxiety, depression, and suicidal ideation, with
loneliness and poor social support contributing to these risks. This experience is
exacerbated by intrapersonal factors such as difficulty expressing emotions and
cognitive inflexibility. Autistic people are three to five times more likely to die by suicide
than the general population. Systemic barriers, such as difficulty accessing healthcare,
further compound the effects, particularly for those with additional vulnerabilities such
as higher anxiety, disability, or dissatisfaction with social supports.

! American Psychiatric Association (2013); We use identity-first language (e.g. Autistic).
2 Australian Bureau of Statistics (2022)

3 Barbaro et al (2010), Barbaro et al (2022), Sadka & Barbaro (2024)

4 Australian Bureau of Statistics (2024)
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Disclaimer

The information contained in this publication is indicative only. While every effort is made to provide full and accurate
information at the time of publication, the University does not give any warranties in relation to the accuracy and completeness
of the contents. The University reserves the right to make changes without notice at any time in its absolute discretion, including
but not limited to varying admission and assessment requirements, and discontinuing or varying courses. To the extent
permitted by law, the University does not accept responsibility of liability for any injury, loss, claim or damage arising out of or
in any way connected with the use of the information contained in this publication or any error, omission or defect in the
information contained in this publication.

La Trobe University is a registered provider under the Commonwealth Register of Institutions and Courses for Overseas Students
(CRICOS). La Trobe University CRICOS Provider Code Number 00115M
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RECOMMENDATIONS

Our recommendations are based on national and international evidence and are
grounded in principles of intersectionality, co-production, neurodiversity-affirming
research, the social model of disability, and a human rights approach. These principles
acknowledge the intrinsic right of all to inclusion in all aspects of society, and that
attitudes, practices, and structures create barriers that hinder people from enjoying
equal rights within society.®

Recommendation 1. Recognise Autistic people as a priority group for higher risk of
loneliness and social isolation.

Recommendation 2. Entrench co-production® principles in all new mental health policy
and service delivery initiatives. The New South Wales government
authorities will take proactive steps to involve Autistic people
from the outset.

Recommendation 3. The New South Wales government to develop and implement an
evidence-based, comprehensive, lifespan-focused mental health
strategy that emphasises early identification and sustained
support for Autistic people experiencing mental ill health. This
strategy will:

e provide guidance across the lifespan including primary and high
school, and university to eliminate loneliness and improve
mental health among Autistic people;

e co-developed with Autistic people and the broader Autism
community;

e provide guidance for supports at key transitional stages. For
example, critical post-secondary support during the
challenging transition out of formal education, often referred to
as the "post-school cliff";

e outline training requirements for teachers and mental health
service providers about the unique presentation and risk factor
of mental ill health of neurodivergent people and the evidence-
based supports available;

e provide a road map to increase the accessibility and number of
appropriate community-based supports for Autistic people
with the goal of ensuring that no Autistic person is isolated
within their community.

Recommendation 4. Establish funding targeted, competitive grant or tender
opportunities to:
e encourage partnerships between neurodiversity-affirming
mental health organisations, autism peak bodies, autism peer

5 Australian Human Rights Commission (2007), Commonwealth of Australia (Department of Social Services)

(2021)
8 den Houting (2021)

OTARC 3



OTARC: RESPONSE TO THE NSW LONELINESS INQUIRY

groups and community groups to provide safe, supportive
environments for individuals of all ages to engage in social
activities;

e focus on loneliness in Autistic people with the goal being the
development of evidence-based support programs that are
community integrated.

Applications that involve the Autistic or autism communities must
demonstrate how the proposed project will contribute to the
reduction in social isolation and loneliness of Autistic people in
New South Wales. They must also demonstrate co-production
strategies to ensure the project’s relevance to those communities.

Recommendation 5. Implement strengthened, timely transition supports for Autistic
students into secondary school and into higher education and
training through comprehensive consultation with Autistic
students, their families and education, health and care
professionals targeting:

e accessible and equitable access to transition supports for
Autistic students;

e acceptability and suitability of supports for Autistic students
with an intellectual disability;

e supporting social connection and eliminating isolation;

e mental wellbeing.

Recommendation 6. Conduct a review of planning and building legislation with the view
to amend these laws to include consideration for accessibility of
public spaces for Autistic people.

Recommendation 7. Invest in community mental health initiatives that foster social
inclusion, particularly for those suffering from depression, which
can exacerbate loneliness.

Recommendation 8. The New South Wales government to engage in an evidence-
based, co-produced public education campaign on Autism to:

e dispel myths regarding a ‘right way’ to engage socially;

e increase awareness and acceptance of Autistic social-
communication styles, with an aim to facilitate social inclusion
of Autistic people;

o facilitate access to co-produced public mental health material
specific to Autistic people, such as The Suicide Response

Project.

4 La Trobe University’'s Olga Tennison Autism Research Centre
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1. AUTISTIC PEOPLE: A POPULATION AT RISK OF
LONELINESS AND SOCIAL ISOLATION

Identifying populations most at risk of loneliness and social isolation is critical, and
research shows that Autistic people experience higher levels of loneliness compared to
their non-Autistic peers across the lifespan.” Despite misconceptions that Autistic
people do not desire social and other (e.g., intimate) relationships, Autistic people in fact
desire social relationships in the same way as non-Autistic people but, due to social
communication differences associated with their clinical diagnosis, and others’
responses to these differences which can include rejection, discrimination, and
victimisation, face significant difficulties forming relationships with their peers.®
Consequently, within this population loneliness is endemic, with dire consequences for
mental health and wellbeing. Our research shows that Autistic Australians experience
higher levels of loneliness than their non-Autistic peers, correlating with elevated
depressive symptoms.® We asked young Autistic Australians (15-25 years) about their
connections to others. We found that they:

28% 30% 38%
rarely (or not at all) often felt that often or sometimes
felt “close to other “people are around felt that there was no
people” me but not with me” one to turn to

e Twice as likely to have often felt “isolated from others” (30%) and “left out” (31%)
than non-Autistic youth.

e Almost 3 times as likely to report a lack of companionship (28%) than non-
Autistic youth.

An Australian mixed-methods study'® shows that Autistic Australian adults score
significantly higher on the University of California, Los Angeles (UCLA) loneliness scale
than non-Autistic Australian adults. Stronger Autistic traits, reduced contact with friends
and family, fewer support persons and lower satisfaction with them, higher levels of
depression and anxiety (which are more common in Autistic populations), and
decreased self-efficacy were all linked to loneliness in both Autistic and non-Autistic
groups. Unemployment significantly contributed to loneliness exclusively among the
Autistic group. Qualitative responses from this study found three themes:

1. Satisfaction and dissatisfaction in socialisation — participants reported feelings
of isolation, with statements like: “I don't really socialise (...) as much as I'd like..
feel more isolated and alone than | do connected with the world,” “can’t seem to
have proper friendships.”

7 Hedley et al (2018b); Bauminger et al (2008); Orsmond et al (2004); van Asselt-Goverts et al (2015);
Whitehouse et al (2009)

8 Headly & Young (2006); Symes & Humphrey (2010)

°® Hedley et al (2018a)

0 Ee et al (2019)
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2. Interpreting socialisation - described past negative experiences that led them
to withdraw from social interaction: “people have been so cruel to me, | don't
socialise ever anymore.”

3. Barriers to and supports for socialisation - some participants felt
misunderstood in social settings, sharing sentiments like: “I think | come off to
others as aloof when that's not how | am,” “they cannot ever understand what
really goes on in my atypical mind.”

This feeling of isolation and disconnection persists over time. Our research" found that
Autistic Australians aged (15-70) experience a significantly lower quality of life across
four key areas—physical, psychological, social, and environmental—compared to non-
Autistic peers. Specifically, in the social domain, which covers personal relationships,
social support, and sexual activity, Autistic people consistently reported poorer
outcomes. Of concern, social quality of life did not improve over the two years of the
study.

1.1. CONTRIBUTORS TO SOCIAL ISOLATION AND LONELINESS

1.1.1. Discrimination, stigma, and "othering”

Several factors contribute to heightened loneliness in the Autistic population. Loneliness
in Autistic populations is influenced by several key factors, including discrimination,
stigma, and "othering” (being viewed or treated as fundamentally different). These
experiences can make it harder for Autistic people to feel accepted, leading to social
isolation and poorer mental health. Social and communication differences often result in
feelings of being disconnected from others (thwarted belongingness) and feeling like a
burden, which contribute to loneliness and is one of the primary factors underpinning
suicidal thoughts and behaviour.

“As outsiders, we are teased, ridiculed, ignored, turned on. It seems our
behaviour triggers others towards predatory actions, and this includes
exclusion. This feels painful and scary. Loneliness holds as many health risks
as poor lifestyle choices...”

Hall, 2019"

1.1.2. Bullying

Bullying is another major factor contributing to social isolation and loneliness. Bullying in
the general population is associated with higher depression symptoms, suicidal
ideation,” and suicide attempts, consistent across primary and secondary school
settings.” Those with multiple marginalised identities (e.g. autism, mental health
conditions, other disabilities) tend to show the highest rates of being bullied compared

| awson et al (2020)
2 Lawson (2020)

3 Chang et al (2024)
" Klomek et al (2011)

6 La Trobe University’s Olga Tennison Autism Research Centre
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to other vulnerable groups.” Bullying of Autistic adolescents is associated with
heightened depression and anxiety symptomology, and an increased risk of suicidal
thoughts or behaviours.” Peer rejection exacerbates these effects, particularly in relation
to depression, highlighting the need for targeted prevention programs and further
research.”

In Australia, 50-58% of Autistic youth reported bullying during
their schooling.”

Our research into the bullying experiences of Autistic youth (aged 15-15)" found that it is
very common, with 58% of Autistic youth without an intellectual disability, 50% of
Autistic youth with an intellectual disability and 44% of non-Autistic participants
reporting having been bullied or picked on at school. Teasing was the most common
form of bullying. Two-thirds of Australian Autistic youth had been teased or called
names at school.

Social isolation and loneliness are common among Autistic youth due to difficulties in
forming and maintaining peer relationships.?® Challenges associated with social
communication, can affect interpersonal relationships and friendships, leaving Autistic
youth socially isolated and vulnerable to bullying?. This in turn exacerbates anxiety and
isolation.?

“When | was younger and more obviously odd and strange | was thought of
as stupid and also badly physically and mentally bullied. | also lost
employment. | want to avoid the bullying mostly. | have even been spat at in
the street.”

Female, 49%

1.1.3. Minority stressors

Minority stressors, including everyday discrimination, internalised stigma, and
concealment, significantly predict poorer mental health for Autistic people, even when
general stress exposure is considered.?® In the general population, social and informal
support from family and friends is crucial for seeking professional help.?®> However, for
Autistic people, fundamental social-communication differences can make it more

5 Galéan et al (2021)

6 Holden et al (2020); Chou et al (2020); Wright et al (2019)
7 Wright et al (2019)

8 Richdale et al (2022)

¥ Richdale et al (2022)

20 Anderson et al (2017)

2 Junttila et al (2024)

22 Junttila et al (2024)

23 Hull et al (2017)

24 Botha and Frost (2020)
25 Han et al (2018)
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challenging to form supportive relationships, leading to increased loneliness and
depression.?®

“I had never heard the verb “othering.” Then one day a senior academic,
who | had been working with for several years, asked me to participate in his
talk. | stood on the stage as | was introduced to the packed conference:
“This is Cos, an Autistic adult.” So there | was, a woman in late middle age,
fully equipped with white hair and breasts; yet apparently this needed
stating, out loud, to my face, in front of an audience. | was being shown off
as a specimen and | was mortified. Nobody else was introduced as an adult,
as people are assumed to be adults, unless they are children.”

To fit in, Autistic people often engage in masking or camouflaging, where they use
strategies and behaviours to hide or ‘mask’ their Autistic differences.?® Masking may be
done in an attempt to appear “normal” and cope with life in a non-Autistic world or to
hide differences that would cause them to stand out, which can include pain and other
health-related symptoms. Studies have shown that masking is related to feeling anxious,
stressed, sad, and exhausted.?® A 2017 study asked Autistic people about the
consequences of camouflaging. The resulting quotes from the study displayed below
clearly demonstrate the impact of camouflaging on the Autistic person.®°

It's mentally exhausting constantly having to be something else, literally
never being able to be myself, and kind of sad too | guess?
Female, 20

| feel sad because | feel like | haven't really related to the other people. It
becomes very isolating because even when I'm with other people | feel like
I've just been playing a part.

Female, 30

Recommendation 1. Recognise Autistic people as a priority group for higher risk
of loneliness and social isolation.

26 Mazurek (2014); Rai et al (2018a; 2018b)

27 Michael (2021)

28 Cook et al (2021)

29 Bargiela et al (2016); Hull et al (2017); Tierney et al (2016); Miller et al (2021)

30 Hull et al (2017)

8 La Trobe University's Olga Tennison Autism Research Centre
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2. EVIDENCE OF THE PSYCHOLOGICAL AND
PHYSIOLOGICAL IMPACTS OF LONELINESS ON
AUTISTIC PEOPLE

2.1. PSYCHOLOGICAL AND PHYSIOLOGICAL IMPACTS OF LONELINESS

Loneliness has profound psychological and physiological consequences that affect
mental and physical well-being, particularly for Autistic people. Loneliness is a significant
interpersonal risk factor linked to suicidality in Autistic people, alongside unmet support
needs.” In addition, several intrapersonal factors contribute to this risk, including
alexithymia (difficulty identifying and expressing emotions), emotion dysregulation,
rumination, low self-esteem, camouflaging efforts (concealing Autistic traits or
behaviour), communicative impairments, and cognitive inflexibility.3? These factors,
particularly loneliness, play a crucial role in the mental health challenges faced by
Autistic people.

2.2. CO-OCCURRING MENTAL HEALTH CONDITIONS

Autistic people are at exceptionally high risk of co-occurring mental health
conditions,®® with up to 46% of Autistic adults reporting current clinical anxiety or
depression, significantly exceeding rates in the Australian general population (i.e. 26%).34

Autistic people are almost twice as likely to experience
mental illness compared to the Australian general
population®

Our research showed that female gender and a greater extent of Autistic traits increased
the risk for anxiety and/or depression.® The risk conferred by Autistic traits was due, in
part, to feelings of loneliness and (dis)satisfaction with social supports.®’ Lower reported
loneliness and higher satisfaction with social supports was protective against depression
and suicidal ideation.®® Therefore, when considering the mental health of Autistic adults,
satisfaction with social supports is more important than the quantity of social supports

3 Hedley et al (2018b); Cassidy et al (2018)

32 Arwert & Sizoo, (2020); Cassidy et al (2018, 2020); Connor et al 2020; Costa et al., 2020; Paquette-Smith
et al 2014; Richards et al 2019; South et al 2020

33 Murray et al (2019); Kent et al (2017); Thomas et al (2017); Uljarevié et al (2020); Hollocks et al (2019); Lin et
al (2018)

34 Australian Bureau of Statistics (2020-21)

35 Australian Bureau of Statistics (2020-21)

36 Hedley et al (2018b); Uljarevi¢ et al (2020)

37 Hedley et al (2018b)

38 Hedley et al (2018b)
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and thus reducing loneliness could buffer against suicidal ideation. These factors likely
have a significant impact on the quality of life experienced by Autistic Australians.

2.3.LONELINESS AND SUICIDE

Autistic people face a significantly heightened risk of suicidal ideation, suicidal
behaviour, and premature mortality by suicide when compared to the general
population. Our research demonstrates that Autistic people face a threefold to fivefold
increased risk of death by suicide, particularly among those without a co-occurring
intellectual disability.®® National and global data confirm the significantly elevated risk of
preventable death by suicide. Using national coronial data, an investigation into suicide by
young Australians (2006-2015)* found that 4.6% of young Australian males who died by suicide
had a diagnosis of autism—a rate far higher than the estimated national autism prevalence of
1.3%.4

Loneliness is a transdiagnostic (cutting across diagnostic boundaries) risk factor for
suicide;*? consistent with this, our research demonstrates that loneliness and poor social
support are transdiagnostic risk factors for suicide in Autistic Australians.*® Research
indicates that several key factors likely contribute to the significantly increased suicide
risk faced by Autistic people. The compounding effects of cultural and social exclusion,
including discrimination and bullying, exacerbate these risks and further isolate
vulnerable people.

Co-developed suicide prevention resources for Autistic people

La Trobe University researchers partnered with the Autistic and LGBTQIA+ communities
to address this urgent issue. Led by Associate Professors Carina Chan, Darren Hedley,
and Josephine Barbaro, along with Dr. Karien Hill and Mick Leahy, the team launched the
Suicide Response Project website in 2021.

This website provides crucial resources, including 12 accessible modules, animated
videos, and fact sheets, offering practical strategies for recognizing and responding to
suicide risks. These resources are specifically designed to meet the unique needs of
Autistic individuals and those within the LGBTQIA+ community, equipping people with
tools to offer effective support.

With backing from Suicide Prevention Australia, AMAZE, and ASPECT, the impact of the
project grew in 2023 when its resources were incorporated into the R U OK? website,
further increasing their availability. This initiative highlights the power of collaborative
efforts in creating life-saving resources, offering much-needed mental health support to
Autistic people and helping reduce the risk of suicide in this vulnerable group.

39 Santomauro et al (2024)

40 Hedley et al (2022)

4 Australian Bureau of Statistics (2018)
42 Glenn et al (2017; 2018)

43 Hedley et al (2018a; 2018b; 2017)
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2.4.BARRIERS TO ACCESSING HEALTHCARE

Systemic barriers that Autistic adults face in accessing healthcare and suicide
prevention services further compound the negative impacts of loneliness. Australian
research demonstrates that Autistic adults encounter significant barriers to accessing
healthcare and suicide prevention services, ** a finding echoed by international studies.*
Nationally, research identified that access to healthcare was confounded by factors
including increased autism traits, somatic symptoms, depression, anxiety, loneliness,
poorer physical health, greater disability, and decreased satisfaction with social
support.*® Autistic Australians were more likely to experience barriers to health care if
they:

e were gender diverse,

e had higher levels of anxiety,

e experienced greater levels of disability, or

e were less satisfied with their current social supports.

Recommendation 2. Entrench co-production*” principles in all new mental health policy
and service delivery initiatives. The New South Wales government
authorities will take proactive steps to involve Autistic people
from the outset.

Recommendation 3. The New South Wales government to develop and implement an
evidence-based, comprehensive, lifespan-focused mental health
strategy that emphasises early identification and sustained
support for Autistic people experiencing mental ill health. This
strategy will:

e provide guidance across the lifespan including primary and high
school, and university to eliminate loneliness and improve
mental health among Autistic people;

e co-developed with Autistic people and the broader Autism
community;

e provide guidance for supports at key transitional stages. For
example, critical post-secondary support during the
challenging transition out of formal education, often referred to
as the "post-school cliff";

e outline training requirements for teachers and mental health
service providers about the unique presentation and risk factor
of mental ill health of neurodivergent people and the evidence-
based supports available;

e provide a road map to increase the accessibility and number of
appropriate community-based supports for Autistic people
with the goal of ensuring that no Autistic person is isolated
within their community.

44 Arnold et al (2024); Wilson et al (2024)
45 Nicolaidis et al (2015)

46 Arnold et al (2024); Wilson et al (2024)
47 den Houting (2021)
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Recommendation 4. Establish funding targeted, competitive grant or tender
opportunities to:

e encourage partnerships between neurodiversity-affirming
mental health organisations, autism peak bodies, autism peer
groups and community groups to provide safe, supportive
environments for individuals of all ages to engage in social
activities;

e focus on loneliness in Autistic people with the goal being the
development of evidence-based support programs that are
community integrated.

Applications that involve the Autistic or autism communities must
demonstrate how the proposed project will contribute to the
reduction in social isolation and loneliness of Autistic people in
New South Wales. They must also demonstrate co-production
strategies to ensure the project’s relevance to those communities.

Recommendation 5. Implement strengthened, timely transition supports for Autistic
students into secondary school and into higher education and
training through comprehensive consultation with Autistic
students, their families and education, health and care
professionals targeting:

e accessible and equitable access to transition supports for
Autistic students;

e acceptability and suitability of supports for Autistic students
with an intellectual disability;

e supporting social connection and eliminating isolation;

e mental wellbeing.

Recommendation 6. Conduct a review of planning and building legislation with the view
to amend these laws to include consideration for accessibility of
public spaces for Autistic people.

Recommendation 7. Invest in community mental health initiatives that foster social
inclusion, particularly for those suffering from depression, which
can exacerbate loneliness.

Recommendation 8. The New South Wales government to engage in an evidence-
based, co-produced public education campaign on Autism to:

e dispel myths regarding a ‘right way’ to engage socially;

e increase awareness and acceptance of Autistic social-
communication styles, with an aim to facilitate social inclusion
of Autistic people;

e facilitate access to co-produced public mental health material
specific to Autistic people, such as The Suicide Response

Project.

12 La Trobe University’'s Olga Tennison Autism Research Centre
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