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Autistica is the UK’s autism research charity. This briefing summarises the most important scientific findings about suicide in the

autistic community. It was developed in collaboration with leading researchers, autistic people and bereaved family members
as an insight into the latest evidence.

We strongly urge the Department of Health and Social Care, NHS policy-makers, local authorities, services and public research
funders to act on this information. The evidence about suicide in the autistic community has evolved rapidly in recent years;
prevention efforts must now do so as well.

www.autistica.org.uk/AutismStrategy

“You go to the professionals thinking these people have trained for years and years and years and they will know.
Someone will know... Charlotte died on 25" January 2016, on her own, locked in her room, mobile phone switched off.” ?

w “Both my sons were refused assistance because they had not attempted suicide and

were therefore ‘not severe enough' despite self-harming.”*®

= Adisproportionate number of people who die by suicide are autistic. Ongoing research suggests that up to 11% of people
who die by suicide in the UK may be autistic?, even though only 1% of the population is on the spectrum.® Those UK
numbers are preliminary but fall within the range found by a Swedish population-level study*® and are supported by a
rapidly growing international evidence base around suicidality and autism.%78°

= Suicide is a leading cause of early death within the autistic community. Autistic people are substantially more likely to
consider, attempt, and die by suicide than other groups.*>1%1%1213 |n 2018, NICE guidance on suicide prevention
recognised autistic people as being among those at highest risk.1

=  Autistic women are markedly more likely to die by suicide than non-autistic women.*>! It appears that an even greater
proportion of women who die by suicide are autistic, compared to men.

= Young autistic people with suicidal thoughts have been denied access to CAMHS.'>617.18 Some overstretched services
are forced to use risk assessment tools to determine who to support with limited capacity. This practice is explicitly
criticised in NICE guidelines?®, has been a repeated theme in inquests?® and is particularly dangerous for autistic children,
especially girls, whose suicide risk is even less likely to be predicted by those tools.?! One small study found that autistic
children are 28 times more likely to consider or attempt suicide than their non-autistic peers.!3

=  Factors known to increase people’s risk of suicide are more common in the autistic community, including social isolation,
unemployment, trauma, abuse and other social and biological factors that increase the likelihood of mental health
problems.2%23242526 However, autistic people are still more likely to have suicidal thoughts in studies where both they and
non-autistic people have the same rates of these risk factors.” It’s also likely that autistic people face other issues that
make them more likely to consider ending their own lives. 2728

= Autistic people struggle to access appropriate support for mental health problems or suicidal thoughts.>16212% Some
suicide prevention organisations are now exploring ways to make their services more accessible to autistic people.3%3!

“I was discharged from adult mental health services on two occasions while suicidal. On one
of those occasions | was discharged directly after a suicide attempt. The reasoning was that
the services didn't feel equipped to offer psychological support to me due to my ASD.”*>



What we need to find out “With the words ‘help me’ screaming in my head, | was too afraid to
pick up the phone”1®

Mental health is the autism community’s top priority for research,3? yet research into autism and suicidality remains under-
developed. This represents failure to listen to autistic people and families and lack of strategic direction within autism science.

Autistica, the International Society for Autism Research and the James Lind Alliance are supporting researchers from the
Universities of Nottingham, Newcastle and Coventry to work with the autistic community in identifying the next steps for
research.3? Their recommendations are due in 2019 and should become the basis of an international collaboration to prevent
suicides in the autistic community. Priorities will likely include:

*  What adjustments help autistic people at risk of suicide access support when they are at crisis point?3
*= How does social camouflaging?’ influence suicidality amongst autistic people?

=  Which life events and environmental, behavioural or biological risk factors affect the onset of mental health problems or
suicidality in autistic people?

=  What is the developmental trajectory of suicidal thoughts and behaviours in autistic people?

=  Why are autistic women so much more likely to die by suicide than non-autistic women? Do the methods used for suicide
attempts differ between these groups?

=  Does help-seeking behaviour differ between autistic people and non-autistic people?

What we should do now

= A connection had barely begun to be made between suicide and autism when the Autism Act (2009)3> and Think Autism
Strategy (2014)3° were published. The Government recently made reducing early death the primary aim of the Autism
Strategy3”-38 and have now launched a review of the Strategy for the future.3®

To reduce early death, the Department of Health and Social Care must ensure that suicide prevention becomes a

“priority challenge for action”,*® as part of a wider theme on reducing morbidity and mortality following their review.

= |nthe Government’s Fourth Progress Report on Preventing Suicide in England, the Minister for Suicide Prevention made a
welcome commitment to exploring what more can be done to meet the specific needs of autistic people at risk of suicide.**

We invite the Minister to join the collaboration between researchers and charities looking at research priorities in this
area. Her Department and the National Institute for Health Research should consider what they can do to help close the
most pressing evidence gaps around prevention.3

=  The disparity between the demand for and funding of CAMHS is forcing services to make impossible decisions about who
to support. Some services are using suicide risk assessment tools to set those access thresholds. Using these tools with
such a limited evidence base is dangerous, particularly for young autistic people whose risk of suicidal behaviour is both
higher and less likely to be predicted by those tools.*3?!

The Long Term Plan promises investment in specialist community teams to support autistic children and their families.*?
Investment in those community teams must be sufficient for CAMHS to dismantle the arbitrary thresholds that prevent
families from accessing support before autistic people reach a crisis.

= Autistic people are almost never mentioned in local suicide prevention plans. The guidance informing local authorities
about suicide prevention planning is currently being reviewed.

Public Health England should take this opportunity to update that guidance and encourage local authorities to consider
the autistic community in their prevention plans.

=  The lack of recorded diagnoses amongst autistic adults and the manner in which suicide datasets are currently collated
means they are unlikely to reliably represent the deaths of autistic people. The Health and Wellbeing Alliance*® are
currently developing a pro-forma to support coroners in identifying relevant factors surrounding deaths by suicide.

This pro-forma should allow for recognition of an autism diagnosis in order to better record the true scale of deaths by

suicide in the autistic community.
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