








Therefore, increased investment in research and evidence
gathering should focus on:

¢ Producing statistics on premature mortality for
autistic people in the UK, underpinned by better
data collection

e Better understanding the link between autism and
epilepsy and using the emerging findings to develop
better treatments

¢ Increasing our understanding of depression and
anxiety in autism, particularly focused on the factors
which lead to suicide

e Tackling the factors which lead to poorer physical
health in autism.

But our response must go far beyond research. Policies,
support, services and treatments should have the ambition of
improving quality of life and reducing premature mortality for
each person with autism. There are already obligations on
government and services to meet the needs of people with
autism, but mortality should feature prominently in these
obligations. Indeed, local and service-based monitoring and
review of early death in autism is a key part of better
understanding and tackling this issue.

We very much welcome that The Government’s Mandate to
NHS England 2016-17 tasks NHS England with reducing the
health gap between people with autism and the population
as a whole?® A specific focus on reducing early death in
autism would help health services to work towards this goal.



Recommendations for action

We are calling on a wide range of organisations and bodies to join us in this vital mission.
This first report focuses on UK-wide and England-only organisations.

A. Building the research and knowledge base

Autistica will commit at least £10m of funding through
our Autism Lifesavers Fund into research on premature
mortality over the next five years. Our research will aim to
understand:

e The link between autism and epilepsy

¢ Mental health problems in autism and the factors
which lead to suicide and suicidality in autism

¢ The factors which lead to poorer physical health
in autism

¢ How to improve quality of life and lower the risk
of mortality for autistic people

¢ The crucial perspective and viewpoints of the
autism community.

Autism-specific funders, NIHR, MRC, the Wellcome
Trust and other charitable funders should collaborate to
define, commission and fund new studies into the major
causes of mortality in autism: epilepsy and suicide. These
studies should include both basic and applied research,
including comparative treatment trials, underpinned by
comprehensive community engagement.

Mental health research funders should prioritise suicide in
autism as a research area.

Research funders of the major diseases which contribute to
early death in autism should consider funding specific studies
aimed at preventing and treating poor physical health

in autism.

NHS England should immediately extend the Learning
Disability Mortality Review to include a new National Autism
Mortality Review to:

e Establish the mortality risk to autistic people with and
without learning disabilities in the UK

¢ Identify the leading drivers of early death in autism

e Audit the mental health and clinical services
responsible for tackling the leading causes of early
death in autism to ensure they are autism-appropriate

e Gather local, national and international evidence of
best practice in reducing early death in autism

e Make further recommendations to significantly reduce
early death in autism.

NHS England, Clinical Commissioning Groups and Health
and Wellbeing Boards should collect and analyse
standardised mortality data about all autistic people nationally
and locally. Autism mortality data should be published in local
population profiles and joint strategic needs assessments.




B. Developing policies and providing support, services and
treatment which aim to reduce premature mortality

The government should make tackling early death in autism
a national priority and ensure national bodies have clear and
specific plans to reduce premature mortality among this group.

Members of Parliament should actively support this
prioritisation at a national and local level, putting pressure on
commissioners and providers in their constituencies.

Local politicians should ensure local bodies have clear and
specific plans to reduce premature mortality among people
with autism.

The Department of Health should include preventing
premature mortality of autistic people as a key outcome in
the 2017-18 deliverables in the next refresh of The
Government’s Mandate for NHS England. The Department of
Health should also include preventing premature mortality as
a key outcome during the 2019 review of the England Adult
Autism Strategy. In the intervening period, the DH Autism
Programme Board should consider short- and medium-term
responses to the evidence base on premature mortality in
autism and offer strategic support to other organisations
acting on the recommendations in this report.

NHS England and Public Health England in partnership
with Clinical Commissioning Groups and Health and
Wellbeing Boards should conduct a rapid review to assess
health services' current capacity to:

¢ Clearly identify autistic people in the National
Health Service central registration system and in all
healthcare record systems, including any learning
disabilities where applicable

e Consider autistic people with learning disabilities a
high-risk group for deaths from epilepsy and autistic
people without learning disabilities a high-risk group
for deaths from suicide

¢ Provide autistic people a named healthcare coordinator
o Offer patient-held health records to all autistic patients

e Address barriers in autistic individuals' access to
health care by proactive referral to specialist services

¢ Maximise uptake of an increased range of NHS
Health Checks in autistic adults with and without
learning disabilities

e Conduct local case reviews of early deaths of
autistic people.

These bodies should then set out plans to address any gaps
in the above by the end of 2016, including in the
development of the Mental Health Taskforce’s proposed
‘autism mental health pathway".

These bodies should also ensure all relevant health and care
staff access autism training, as stated in the Adult Autism
Strategy statutory guidance. Local areas’ recent self-
assessment returns could help to target specific groups
within the local workforce.

All providers of care and support for autistic people should:

¢ Include reducing early death in their outcome
measures and monitor this over the long term to
track service performance

e Develop individualised risk plans to reduce
early mortality

e Ensure that autistic people are adequately supported
to access healthcare in a timely manner, including
screening services

e Screen autistic individuals for suicidal ideation, so
that suicidal crises can be prevented

¢ Include developing individuals’ own resilience to
prevent suicide in care and support plans

e Ensure all health professionals have a meaningful
level of adult autism training.

The Care Quality Commission and Monitor should
regularly assess providers' efforts to reduce premature
mortality among autistic people.

Suicide reduction organisations should ensure their staff
are trained in autism-appropriate communication techniques
and building resilience in people with autism. Services should
ensure front-line workers are aware of the high lifetime risk
of suicidal ideation and suicide plans or attempts, especially
in individuals receiving a late diagnosis of autism.

The pharmaceutical and technology industries should
examine the commercial viability of developing personalised
treatments for epilepsy in autism, with NICE and regulators
supporting the rapid adoption of innovative therapies,
including through the Early Access to Medicines programme
if applicable.



Conclusion

Research clearly shows that autistic people are dying prematurely, often decades before their non-autistic
peers. Across every major cause of death, mortality risk is increased in autism, but early deaths due to
epilepsy and suicide are particularly, and unacceptably, high. We cannot and should not accept that many
people on the autism spectrum will die 30 years before the typical population.

This crisis requires a national response. Failure to act would be tacit acceptance of the stark
inequality in outcomes for autistic people. We are urgently calling for a combined effort from
national and local government, research funders, the NHS, service providers and industry to
start saving lives now.

Autistica will share this report nationally and internationally, maximising discussion with the autism community,
galvanising responses from a broad range of relevant stakeholder organisations and pushing for concerted action.

Early death in autism should be reduced across the UK. Health and social care are devolved to the Welsh
Government, Scottish Government and Northern Ireland Executive. We would like to hold initial meetings with
these three administrations and relevant bodies to discuss how these research findings can inform policy and
practice. We then plan to re-present research findings and recommendations within a Welsh, Scottish and Northern
Irish context.
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