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Autistica is the UK’s autism research charity. This briefing summarises the most important scientific findings about access to
adult diagnosis. It was developed in collaboration with leading researchers and autistic people with experience of diagnosis in
adulthood as an insight into the latest evidence.

We strongly urge the Department of Health and Social Care, NHS policy-makers, commissioners, services and public research
funders to act on this information. Hundreds of thousands of autistic adults in the UK do not have a recorded diagnosis. This can
cause serious challenges for those people and for the NHS. Public policy needs to ensure autistic adults can access recognition

and support when they need it. www.autistica.org.uk/AutismStrategy

“I was able to make so many improvements to my life after | understood | was autistic. | could have made them earlier and saved so
much pain, time and money. Most of my mental health problems have been resolved now | have a better understanding of myself
as an autistic person and had therapy which understood this.” *

w “I was unable to work, barely eating, and had recently cut myself again. Doctors told me | couldn’t be
autistic because | could speak and was ‘high functioning’. | did not fit the image in their heads.” !

=  Most autistic people are adults,? but most autistic adults are not diagnosed.>*> Receiving a diagnosis of autism can
provide long-awaited answers and insight into a person’s strengths and difficulties, enabling them and others to make
adjustments to improve their well-being.”/8°1°

= Relatively few autistic adults are diagnosed, especially those in older age, because they largely grew up in a time when
autism was rarely recognised. However, adults seeking an autism diagnosis today continue to face a wide range of
barriers to assessment, including difficulties getting a referral to diagnosis services, inconsistent pathways, lengthy waiting
times and a lack of information during the process.?%11:12:13,14,15

= Between two thirds and three quarters of adults wait longer than the recommended 12 weeks in NICE guidelines?® for
an assessment, with one third waiting longer than 18 months.!! One study found that autistic adults wait an average of
two years after first seeking professional help to receive an autism diagnosis.® Another indicates that waiting times are still
rising.’! Although there is some evidence to suggest that adjustments to the referral and diagnosis process can reduce
waiting times, efficiency savings alone will not enable diagnostic services to cope with rising demand.

= Not every part of the country has a pathway for diagnosing autistic adults. NHS.uk recognises that “not all areas have a
specialist autism assessment centre” for adults'® and referral routes in over 4 in 10 local authorities are unclear or out of
area, with some authorities having no pathway for diagnosing adults at all.*?

= People with co-occurring mental health conditions find it even harder to access diagnostic assessments for autism,
waiting longer on average to receive a diagnosis.’?° This is a particular problem because almost 8 in 10 autistic adults will
experience mental health problems,?! which are a leading reason for someone to seek an autism assessment.%??

“I could not get assessed by local autism services because being a mental health patient left me ineligible for assessment
— mental health services were supposed to do it. But nobody had any knowledge about autism within this service”

What we need to find out “I have a long history of mental health issues (including inpatient psychiatric care for
an eating disorder). Not one professional suggested that | could be autistic.”*

Adult diagnosis is a top research priority for the autism community,? yet historically very little autism research has focused
on adults,?*?> with older adults being particularly excluded from research.?® We know that autism diagnosis can bring a sense
of relief and understanding’® and that many autistic adults have a positive experience of the diagnosis process.'* To ensure
that this is accessible to all autistic adults, we need to find out:

=  Which service models for diagnosing autism in adults are most effective and sustainable? How does the variation in service
models nationwide affect access to diagnosis?

=  How can we improve the identification of autistic adults within mental health services and the criminal justice system??’



= Do health professionals in primary and secondary care have the confidence and knowledge to identify potential autistic
traits and make appropriate referrals?

=  What are the most effective ways to support adults waiting for a diagnostic assessment, including mental health support?
What is the most appropriate way to manage self-referrals?

= How can diagnostic teams sustainably support professionals in their local health, education, welfare or criminal justice
systems to recognise when someone might be autistic and could benefit from a diagnostic assessment?

= How can we develop public health initiatives around autism diagnosis to reach under-represented groups?

What we should do now “Waiting times for diagnosis are extremely lengthy. AlImost makes you give up at the
start. It is not clearly signposted, so difficult to even start the process.” !

* Every English Autism Strategy has committed to improving diagnosis for autistic adults.?®?° In reality, funding and support
for the specialist services needed to deliver adult diagnosis has fallen far short of these ambitions and of increasing demand.

The next Autism Strategy should explicitly commit to increasing the availability of specialist autism diagnostic services
for adults.?° The Department of Health and Social Care and NHS England should work closely to ensure that Sustainability
and Transformation Partnerships (STPs) and Integrated Care Systems (ICSs) recognise that commissioning effective adult
diagnosis pathways is essential for tackling health inequalities and reducing inappropriate service use.

=  The NHS Long Term Plan did not mention the challenges adults face in seeking an autism diagnosis,?! despite including
autism amongst its key clinical priorities.3> Most autistic people are adults but most autistic adults are undiagnosed;
increasing the number of diagnosed adults would be a significant step in tackling health inequalities.33

The NHS Long Term Plan workstream on autism should prioritise action to identify optimal pathways for diagnosing
autism in adulthood and address geographical disparities in access.

=  Changes to the Mental Health Services Data Set (MHSDS) last April means that more reliable data is becoming available
about autistic adults’ interactions with NHS services.3*3° This could help provide valuable insight into making diagnosis
pathways more effective and efficient.

NHS Digital, NHS England and National Institute for Health Research should meet with the Department of Health’s
autism data group to discuss commissioning an analysis using the MHSDS and other public datasets into the patterns of
service use amongst adults who later receive an autism diagnosis.

=  Rising demand can mean that people who seek an autism assessment are left on waiting lists for years without support or
an estimate of when they will be seen.®

STPs and ICSs should know whether local diagnostic services are resourced to provide adults on waiting lists with regular

updates regarding their position and any support available.
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