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 Autistica is a small charity doing 
big things. The innovative, 
collaborative approach they 
have taken in recent years is 
gaining attention from far 
larger, more established research 
organisations. At AMRC, we 
often use examples of their 
community involvement activities 
as examples of best practice.  
I look forward to following their 
progress – they are doing all the 
right things to bring real change 
to the lives of autistic people.  

Aisling Burnand MBE, Chief Executive,  
the Association of Medical Research  
Charities (AMRC)

 Over the last few years Autistica 
and the National Autistic Society 
have worked in partnership to 
understand the research priorities 
of autistic people and their allies. 
We support this new strategy, 
which presents a positive plan 
to ensure research addresses 
those urgent priorities and helps 
deliver the outcomes that work 
for autistic people. We are pleased 
that Autistica is setting the 
agenda for autism research in  
the UK and look forward to 
working in partnership with  
them in the future.   

Carol Povey, Director of the Centre for 
Autism at the National Autistic Society

 Autistica is a unique and highly 
respected autism research funder. 
They have become renowned 
for identifying and prioritising 
some of the most critical 
challenges within autism research. 
Autistica actively seeks to work 
collaboratively with government 
and other funders across the 
globe to achieve the changes 
autistic people and their families 
urgently need to see.  

Dr Louise Wood, Director of Science, 
Research and Evidence, Department  
of Health
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Executive summary

We need to move past traditional models of thinking 
about autism. Rather than trying to understand autism 
as a homogeneous category, we are attempting to 
begin to understand every autistic person.  
This means embracing the diverse nature of autism 
and recognising that autism is related to many other 
conditions and interacts with a range of societal  
issues across the lifespan.

In the next twelve months our new strategy will 
prioritise research into some of the most important 
areas for autism research: mental health, physical 
health, language and epilepsy. 

We invite you to join us on the journey to a future 
where autistic people and their loved ones can  
enjoy long, happy, healthy lives empowered  
through research.

Dr James Cusack (Director of Science)  
and Jon Spiers (Chief Executive)

September 2017

Autistica is the UK’s national  
autism research charity. Our vision  
is a world where all autistic people 
and their families live a long, healthy, 
happy life. Our new research 
strategy presents a plan for  
achieving this vision and 
transforming the unacceptable 
outcomes faced by autistic people 
through world-class research. 

This strategy replaces our previous 2015–2020 Research 
Strategy, which has already met its ambitious scientific 
goals thanks to our investments in groundbreaking 
science, underpinned by our significant income growth. 
Thanks to research by Autistica and others, we now 
understand more about autism than ever before.  
We have identified the enormous challenges that 
autistic people face across their lifespan in terms of 
health, quality of life and life expectancy. Our new 
strategy will build on its predecessor’s foundations  
to directly address these outcomes.

Our newly launched autism research network, Discover, 
is a central hub for UK autism research, acting as a 
platform for national and international partnerships. 
We have made our processes for funding as clear, 
competitive and transparent as possible, so that 
we only support the best science. Through Discover 
we will maintain our absolute commitment to our 
community’s top ten priorities for autism  
research, alongside our new involvement strategy 
involving autistic people and their families in all 
elements of research.

Dr James Cusack
Director of Science

Jon Spiers
Chief Executive
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About us

Recent  
achievements

Established crucial 
research infrastructure 

such as the Discover 
autism research network 
and Autism Brain Bank.

3

Leveraged millions of pounds 
of further investment from 

other funders to continue our 
innovative early stage projects.

5

Highlighted the 
appalling rates of 

premature death in 
autism, kickstarting a 

global response  
to save lives.

1

Shown that signs of 
autism can be detected 
from six months and 
supported very early 
interventions, which have 
been shown to improve 
social communication.

4

Driven a new era of 
adulthood research  
through our pioneering 
programme of work at 
Newcastle.
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Autistica is the UK’s leading autism research charity. We exist to deliver long, 
happy, healthy lives for autistic people through research.

What is autism?  
Autism is a lifelong developmental disability which changes the way people 
communicate and experience the world around them. Some autistic people 
are able to learn, live and work independently but many have learning 
differences or co-occurring health conditions that require specialist support. 
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Our values
Three core values underpin everything we do:

Our community  
is involved at all levels
Our research priorities are largely derived from the top ten questions for 
research as identified by autistic people and their allies. We are already 
leaders in involvement but our new involvement strategy takes this to new 
heights. It ensures autistic people are involved during the full research  
cycle through dialogue between researchers, autistic people and families.  
This means research will have greater, faster impact for the people we serve.

We are confident in our  
vision and in autism research’s 
capacity to change lives
We don’t accept the life chances that autistic people currently face. When 
that meant facing up to the early deaths of autistic people, we campaigned 
worldwide to make this a research priority. Now we will fund vital studies to 
address this appalling inequality. We have clear ideas based on cutting-edge 
evidence and we fund innovative ideas and kick-start research in new areas.  
We make the right decisions, not the easy ones. 

We collaborate 
with others
Progress is best made together. We work in partnership and want 
everyone to win. Autistica is working with international funders 
to develop autism research, including initiatives to understand 
global trends in funding for autism research. We proudly work with 
national and international research funders, and charities for autism, 
neurodevelopmental disability and mental health.
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As a small funder, this focus on the areas where we can have greatest impact 
means that we can be sure we are spending every penny we receive from donors  
in the best possible way. 

Improving outcomes
We fund the translation of cutting-edge early stage scientific ideas to demonstrate 
their potential to other, larger funders.

Breaking new ground
As the autism charity that acts as the bridge between science and autistic people,  
we make early investments in the most challenging and urgent research areas.

Supporting people
We support the next generation of leaders in autism science,  
filling a critical gap in their career development.

Driving research
We invest in new ways to support everyone working together and make previously 
impossible research possible. We see research through until it improves lives. 

Our role
At Autistica we get research started. We play a key role in the 
funding and development of research in four ways:

Basic
science

PhD

Full clinical
trial

Lecturer:
fellowships/

grants

Delivery

Senior leader with
large team

Pilot trials/
target

identification

Early career
(1st award)
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Together, we will take steps to  
deliver longer, healthier, happier lives

Our scientific vision

We will set ourselves these ambitious 
goals over the next four years to 
make this vision a reality:

1. Increasing the UK’s autism research   
 spend from £4 million to £12  
 million a year. 

2. Getting 20,000 autistic people and   
 family members involved in research.

3. Tackling three crucial areas of autism  
 science to improve lives:

•  Better understanding of each autistic person and 
their life experience, including the conditions and 
social issues they face. This will allow us to develop 
personalised interventions that work for every 
autistic person.

•  Finding practical and rapidly effective ways to 
monitor and improve mental and physical health  
in autistic people. 

•  Testing effective interventions and supports  
to improve autistic people’s quality of life by 
addressing the top ten priorities for research  
of autistic people and their allies.

4. Developing at least two innovative   
 international partnerships to address  
 the most difficult and pressing  
 research challenges.

5. Nurture at least five new independent  
 leaders within autism research.

 Autistica is the autism research 
funder who sets the standard  
for community engagement.  
They work with autistic people 
and their allies to ensure that  
they focus on the most important 
issues for the community they 
serve, ensuring involvement  
runs from the inception to  
the completion of research.  
This sharp strategic focus means 
Autistica is now well respected  
as the autism research funder  
who can deliver positive change 
for autistic people.  

 Jon Adams, autistic adult
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Our strategy to achieve these goals
We will concentrate on four areas to 
catalyse real change for autistic people:

World-class research
We will launch annual schemes  
to support the best science  
and scientists

Our clear, transparent process for funding research  
will allow us to fund the best science and the best 
people. We have a gold-standard peer review process 
for funding high-quality research demonstrated 
through our membership of the Association for 
Medical Research Charities. Our new model, delivered 
through our new research network, means researchers 
and the people we serve can see exactly how we fund 
research and how we are addressing the community’s 
research priorities.

Improving outcomes: The community we serve 
has told us its top ten priorities for research and we 
are responding to them. Each year we will announce 
a competitive call for research ideas on a theme based 
on a community priority. This means we can quickly 
develop new research studies and trials in the areas  
of greatest need and maximum potential impact.

Future leaders awards: Science is the most 
powerful vehicle for change, but to drive that change 
we also need exceptional people. To build a bigger  
and better future generation of scientists, we need  
to bridge a bottleneck in the career trajectory 
of scientists from leaving their PhD to becoming 
independent scientists. We will do that by giving 
researchers their first step to independence through 
our future leaders awards. 
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Desired outcomes: 
• Better quality research 
• New innovative ideas 
• A new generation of research leaders
• More collaborative research
• Efficacious interventions which either: 

i) improve quality of life, health, or life 
expectancy or ii) improve outcomes 
highlighted from our top ten 
questions for autism research 

• We will leverage all of our research  
funding to ensure it makes as large  
an impact as possible.

Collaborative  
workshops:  

Many research areas have gone  
under investigated because they are 

hard for individual researchers to solve 
and require a concerted multi-

disciplinary focus. To resolve this, we 
will hold strategic workshops so 

researchers and funders can develop 
proposals together and understand 
the quickest route to progress for 

autistic people and  
their families.

Strategic  
investments:  

We will work with other  
funders to address gaps  

and make strategic  
investments  

in priority research  
areas.

Collaborative  
grants:  

Co-creators (autistic people, 
families, researchers and 
professionals) of projects 
developed through our 

workshops can apply for  
grants to develop  

their ideas.

Kick-starting research priority areas:  
We have the confidence to make discoveries and drive 
progress in new areas. To do this we will bring together  
great minds through our collaborative workshops to develop  
a plan for this area. We will then make strategic investments  
in game-changing research as well as giving research teams 
the funds they need to get an innovative new idea started.
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As well as delivering future Autistica funding  
through Discover, we will work intelligently to ensure 
that we can catalyse more and better research by 
creating the infrastructure necessary to allow  
autism research and autism researchers to succeed.  
This will include information on involvement, access  
to a national research participant database and 
opportunities for training on the topics researchers  
tell us matter most. 

Finally, we are committed to ensuring that research 
leads to change in the real world for the people we 
serve, by sharing the latest results and explaining their 
relevance through our website and Discover. We will 
amplify the voice of researchers to call for greater state 
investment in autism science and to make sure research 
findings and evidence-based practices are integrated 
within services. 

Outstanding 
environment
We will be a catalyst for world-class 
science and scientists, leading to a 
three-fold increase in annual UK 
autism research spend by 2021

As the UK’s leading autism research charity we see it 
as our job to get research started. We have launched 
the Discover autism research network, a strategic 
hub for autism science in the UK to drive progress and 
kickstart research. One of the primary objectives of 
Discover will be to bring people together. For the first 
time, we will hold an annual science meeting alongside 
specialist meetings on priority research areas, to foster 
collaborations between researchers from different 
institutions as well as autistic people and their family 
members. We will use Discover to support partnerships 
between funders and industry, both within the  
UK and globally.

Desired outcomes: 
• Improvement in research quality 
• Increase in autism research spend in the  

UK from £4m per year to £12m per year 
• National and international partnerships 

which mean that previously impenetrable 
questions are answered 

• Faster implementation of  
research findings.

2
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Desired outcomes:  
•  20,000 autistic people and family 

members in research by 2021 
•  Better standards of involvement across 

the board in research, leading to more 
meaningful and impactful research

• Increase in autistic-led research.

Innovative 
involvement
Autistic people and family members 
will be at the heart of everything 
we do, increasing involvement 
in research through our new 
involvement strategy

Ninety percent of autistic people and their families want 
to participate in research. Yet researchers often struggle 
to recruit autistic people and families for their studies. 
We will work on ways to engage autistic people and 
families in research, explaining how being involved  
can help them, and supporting them to make their  
first steps into research. Researchers can apply  
through Autistica to invite autistic people and family 
members to participate in or provide feedback on 
research projects. Researchers will be expected to 
disseminate their findings and share the data from 
studies where appropriate. 

We will be looking for autistic people and family 
members to support our peer review process, monitor 
research projects, provide feedback on research  
design and give early input into proposals. Autistic 
people will also be at the heart of our collaborative 
workshops and be supported to develop early stage 
ideas with researchers.

 We took part in Autistica’s study 
on anxiety, and the strategies 
have already had a big impact on 
my daughter’s life. Last year she 
missed all her exams because she 
got so worked up; this year she sat 
every one. Practical mental health 
research like this has the potential 
to be life-changing.  

Parent of a teenager who took part in an 
Autistica study

3
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•  We want research that attempts to 
understand autistic people in a more 
personalised way. We will identify 
which approaches work and address 
the needs of each person, as well as 
exploring the crucial components of 
effective interventions.

•  We know autism is linked to a 
range of other neurodevelopmental 
disabilities and mental health 
problems. Understanding how  
autism is linked to these conditions  
is a priority.

•  Autism is lifelong but research 
investment continues to focus on 
children. Research must broaden 
across the entire lifespan and autistic 
people of all ages should have the 
opportunity to participate in research. 

•  Autism affects physical and mental 
health and, sadly, autistic people,  
on average, have a lower life 
expectancy than the general 
population. We are committed to 
addressing this appalling inequality 
through new research.

•  We are committed to serving  
under-represented groups, including, 
but not limited to, people with a 
learning disability, women, older 
autistic people, disadvantaged and 
minority communities.

Clear 
focus
We will always focus on the most 
urgent research priorities

We are committed to reviewing our research priorities 
every year to ensure we capitalise on the biggest 
research opportunities. We will consider community 
priorities, our annual scoping review, emerging 
research and opportunities to partner with others.  

Although we will review our immediate priorities  
for funding every year, we will always follow these  
longer-term principles:
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•  Autistic people and their allies should 
set the research agenda and have 
a say in where scarce funding is 
allocated. We will be led by their  
top ten questions for research:

1.   Which interventions improve mental health or reduce 
mental health problems in autistic people? How should 
mental health interventions be adapted for the needs  
of autistic people?

2.  Which interventions are effective in the development  
of communication/language skills in autism?

3.   What are the most effective ways to support/provide 
social care for autistic adults?

4.  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 an  
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?

8.  How can we encourage employers to apply  
person-centred interventions and support to help  
autistic people maximise their potential and  
performance in the workplace?

9.  How can sensory processing in autism be better 
understood?

10.  How should service delivery for autistic people be 
improved and adapted in order to meet their needs?
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Lisa Wood, parent

13

Autistica punches way above 
its weight and is becoming a 
powerful force in autism research. 
As parents of an autistic son, 
we’ve supported Autistica for 
many years. Their research has 
great real-world impact because 
they listen to, and work with, 
autistic people and their families.



Addressing mental health and suicide: 
Mental health problems have a devastating effect on 
a person’s quality of life. 70% of autistic children have 
a mental health problem, with 79% of autistic adults 
meeting criteria for a mental health problem. It is 
therefore no surprise that the autism community’s  
top priority for research is: Which interventions improve 
mental health or reduce mental health problems in 
autistic people? How should mental health interventions 
be adapted for the needs of autistic people? 

We will fund three new studies from our recent call 
for proposals. We have funded four PhD students 
who continue to research why mental health 
problems are linked to autism, and a prestigious 
fellowship with MQ (a mental health research charity) 
to help understand the interaction between mental 
health and autism. We hosted our first annual summit 
and study on suicide and autism, and will consider 
further strategic investments in this area. 

Physical health: Autistic people are at risk of 
early death and experience poorer physical health 
than the general population in almost every area. 

We will host a meeting on this under-researched area 
and make strategic investments to support early stage 
ideas. In particular, we will investigate annual health 
checks as a way of monitoring and improving physical 
and mental health.

Language and communication: For an 
autistic five-year-old one of the best predictors of  
their life chances is their language and 
communication ability. Autistic people also deserve 
the right to advocate for their own needs and to 
express themselves. That is why finding ways to 
improve language and communication is the second 
biggest research priority, according to autistic people 
and their allies. 

We will host an open call for proposals, which will  
allow researchers on the theme of language 
and communication to develop pilot trials to test 
innovative therapies and improve knowledge in this 
area. We will investigate the validity and possible 
application of digital tools.

Research priority  
areas for 2017/18

14



Epilepsy and autism: The leading cause of 
early death in autistic people with intellectual disability 
is epilepsy, acting as a major contributor to poor 
quality of life, physical health and mental health. The 
prevalence of epilepsy in autistic people is understood 
to be substantially higher than the general population, 
at 20–40%, versus 1% in the general population. 
Epilepsy may also be different for autistic people and 
given the neurobiological links between autism and 
epilepsy, research to understand shared mechanisms 
could help us better understand both conditions and 
drive forward new treatments. 

We will hold a strategic meeting with other research 
funders to develop a research strategy and make 
targeted investments in new studies that could  
better control seizures in autistic people, improve 
quality of life and, ultimately, reduce mortality. 

Long-term hopes: 

•  Practical and rapidly effective ways 
of monitoring, managing and 
improving physical health in autistic 
people which significantly tackle 
early death. 

•  A better understanding of the link 
between epilepsy and autism, with 
an improved understanding and 
better management of seizures in 
autistic people. 

•  A better understanding of the  
risk and protective factors that 
underpin suicide. 

•  Practical guidance for managing  
and detecting mental health 
problems and suicidality.

•  Effective interventions, supports  
and treatments that directly  
address the mental health problems 
experienced by autistic people. 

•  Effective interventions that  
support and improve language  
and all forms of communication.

Research priority  
areas for 2017/18

 I’m so pleased Autistica are looking at poor physical health and early 
death in autism. It gives me hope that if I’m not around in the future, 
services will care for my son in the best way possible.  

Linda, parent of a young adult
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Find out more and support us at www.autistica.org.uk 
Registered with the Charity Commission in England No. 1107350 Company No. 5184164

St Saviour’s House, 39–41 Union St, London SE1 1SD United Kingdom. 

T: +44 (0)20 3857 4340 E: info@autistica.org.uk

Thank you
We would like to extend our thanks to autistic, parent  

and scientific advisors, as well as our trustees, who have  

helped to shape this strategy.

We’re breaking new ground and finding answers that autistic  

people and families are calling for. But autistic people still face too 

many barriers and too few opportunities.  

By applying to carry out cutting-edge science, or donating to support 

our research programmes, you can help us build long, healthy,  

happy lives for all autistic people.




