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Copyright and disclaimer

The information contained in this report has been published by the Autism CRC to assist public
knowledge and discussion to improve the outcomes for people on the autism spectrum through
end-user driven research. To this end, Autism CRC grants permission for the general use of any or
all this information provided due acknowledgement is given to its source. Copyright in this report
and all the information it contains vests in Autism CRC. You should seek independent professional,
technical or legal (as required) advice before acting on any opinion, advice or information
contained in this report. Autism CRC makes no warranties or assurances with respect to this
report. Autism CRC and all persons associated with it exclude all liability (including liability for
negligence) in relation to any opinion, advice or information contained in this report or for any
consequences arising from the use of such opinion, advice, or information.
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The Cooperative Research Centre for Living with Autism (Autism CRC)

The Cooperative Research Centre for Living with Autism (Autism CRC) is the world’s first national,
cooperative research effort focused on autism. Taking a whole-of-life approach to autism focusing
on diagnosis, education and adult life, Autism CRC researchers are working with end-users to
provide evidence-based outcomes which can be translated into practical solutions for
governments, service providers, education and health professionals, families, and people on the

autism spectrum.
autismcrc.com.au
A note on terminology

We recognise that when referring to individuals on the autism spectrum, there is no one term that
suits all people. In our published material and other work, when speaking of adults, we use the
terms 'autistic person’, '‘person on the autism spectrum’ or ‘person on the spectrum’. The term
'autistic person' uses identity first language, which reflects the belief that being autistic is a core

part of a person's identity.

Autism Spectrum Disorder (ASD) is diagnostic terminology used by the healthcare sector and is

used in the context of a person being ‘diagnosed with Autism Spectrum Disorder’.
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1.Executive Summary

1.1. Introduction

Autism research in the adult space has been a long-neglected field, particularly in health and
healthcare, despite clear health disparities between autistic and non-autistic people. Autistic adults
experience gaps in healthcare provision and numerous barriers to accessing healthcare.
Additionally, health professionals are also often under skilled, have low autism knowledge and low

confidence when working with this cohort.

Our body of work focused on understanding and improving health and wellbeing for autistic adults
by developing tools, strategies, and techniques. In our ‘Understand’ area of work, we aimed to
understand the health and wellbeing field in autism in adulthood through reviewing existing
information and collecting people’s experiences. In our ‘Improve’ area of work, we designed tools,

programs, and resources to improve health and wellbeing for autistic adults.
1.2. Understand

To understand the current landscape for resources, we reviewed existing information and

conducted small projects to develop understanding through experiences. We reviewed academic
and grey literature to establish the existing resources and training, including at the intersection of
autism, intellectual disability, and health status and lastly, the barriers to accessing healthcare for

autistic adults.

In working to understand through experiences, we sought to develop our understanding from
autistic adults through projects that looked at the diagnostic experience for adults, oral health,
diabetes, and anxiety. We also sought the experience of health professionals providing healthcare

to autistic adults.
1.3. Improve

In our efforts to improve the health and wellbeing of autistic adults, we focused on three areas:
access to healthcare, health and wellbeing, and improving access to health resources. Our
improving access to healthcare work saw the development of a tool, the Autism CHAP, to support
annual health assessments. We also investigated the utility of an American tool, the AASPIRE
toolkit, in an Australian setting. We also delivered training to GPs and identified GP training

priorities for future education initiatives.




We aimed to improve health and wellbeing of autistic adults through the delivery of cooking classes
and a program to support the management of anxiety, ACT on your life. Lastly, we sought the view
of autistic adults with intellectual disability and health professionals to understand what made an

accessible and appropriate health information website.
1.4. Conclusion

This body of work consisted of multiple projects that together worked to understand and improve
autistic adults’ access to healthcare. This revealed that autistic adults face significant barriers to
accessing healthcare, and the healthcare professionals also face difficulties in understanding how
best to work with autistic adults. Further, this program worked to improve the health of autistic
adults through improving access and directly through selected projects to improve aspects of
health and well-being. This program has demonstrated that there are several significant areas that
require further research and development and has laid the groundwork for future projects to build
on.
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