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Our vision Is a world where all
autistic people and their families
live a long, healthy, happy life.
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1 project conducted an international survey with 2,000 participants
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From: Warner, G., Cooper, H. & Cusack, J. (2018), A review of the autism research funding landscape in the UK. London: Autistica.




How can research make a difference?
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How research can change the weather

< Autism is strongly genetic but varies greatly
© There is an environmental link
"I Diagnosed based on behaviour

« [anguage and cognitive ability at age 5 are the
best predictors of later life outcomes

® Autistic people die younger
= More likely to be under employed



Which interventions improve mental health or reduce mental health problems in
1 autistic people? How should mental health interventions be adapted for the needs
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What are the most effective ways to support/provide social care for autistic adults?
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Which interventions reduce anxiety in autistic people?

5 Which environments/supports are most appropriate in terms of achieving the best
education/life/social skills outcomes in autistic people?

6 How can parents and family members be supported/educated to care for and better
understand and autistic relative?

7 How can autism diagnostic criteria be made more relevant for the adult population?
And how do we ensure that autistic adults are appropriately diagnosed?

ames
Jl_lnd 8 How can we encourage employers to apply person-centred interventions and support
A“ to help autistic people maximise their potential and performance in the workplace?
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Priority Setting Partnerships
9 How can sensory processing in autism be better understood?
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to meet their needs?



What research has told us about our
priorities: mental health

e A substantial number of people experience mental health problems
and suicide is a big problem

* There are likely to be biological and environmental reasons for this.
* That typical approaches may not work for some people

* We know in children that some types of cognitive behaviour therapy
seem to help alleviate anxiety, but not always.

* Problems with mental health are related to a range of other issues
such as employment.

* Many autistic people with a learning disability have untreated or
mistreated mental health problems.



How research can be translated:
uncertainty and anxiety

Understanding Developing an Implementation

anxiety Intervention




How emerging research can make a
difference: anorexia and autism

1. We know that in 1 in 5 of people with anorexia might be autistic
2. Current approaches are unlikely to work

Thus...

1. Ensure we identify autism more pro-actively
2. Ensure autism-enabling adjustments are in place
3. Invest in finding new approaches to help autistic people



Examples of things we don’t know (yet!)

1. Could we identify anxiety and depression in autistic people who
speak few or no words?

2. Could we understand why autistic women are more likely to have
anorexia nervosa?

3. Could an app help autistic people to manage their own anxiety?

4. Could we prevent future suicides by learning from suicides of the
past?

5. Could we learn how to manage seizures in autistic people?

6. What are the sensory experiences of autistic people in day to day
life?



But barriers to research do exist...

. Wel fund virtually no research in key areas like social care and in priority areas like autism and
epilepsy

« Groups are neglected

* |Issues around authenticity of findings

» Specificity of findings: how useful is it to look across heterogeneous groups?
* What do people actually want from research?

« We fall miles behind other conditions in terms of evidence quality

» Lack of strategic action to address gaps in knowledge



1. Boost autism research in the UK
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2. Maximise involvement at all levels
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International summits



International summits

The Process

Mapping the

research landscape

The group work together to

consider what research has already

been conducted in the area. Talks
Brief preserstations

stimulate thinking in the
ressarch ares.

Blue sky thinking

The group are encouraged
to generate lots of o
creative ideas.
Clustering
The ideas are dustered
o into common areas of
interest.
Pricrrtisation
Fesearch areas are
priaritised with pateritia! G
impact in mird.
Idea development

Potential research designs are
co-areated in small groups for
each of the prioritised ideas.

O

Idea refinement
The research ideas are refined
in light of the feedhack.

Lrve review

The expertise of the wider
group & drawn upon o consider
how the potential resesrch
designs could be improved.

Innovative co-created
research concepts



Insight Group




Study Groups
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Conclusions

Research has told us a lot already, but we have only really just got started.
Groups and areas are neglected but we can tackle that through strategic action.

Need to work more collaboratively to bring research and evidence closer to real life
by involving autistic people, families and professionals.

We need to become better at personalisation and understanding individual needs.
There is no “one size fits all” approach and research needs to adapt to this.

Research and evidence are key for many people if we are to ensure that all autistic
people can live a long, healthy, happy lite






AUTISTICA

Building brighter futures through autism research

James.Cusack@autistica.org.uk

St Saviour’s House
39-41 Union Street
London

SE1 1SD

www.autistica.org.uk

Registered Charity number: 1107350. All rights reserved. Company Limited by Guarantee (England & Wales) no. 05184164 Registered Office as above.



