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Why your priorities for autism research are so valuable

It might seem obvious to ask those living

and working with autism what research they
want to see happening but traditionally
medical research is decided by funders and
researchers. We know that these groups have
very different ideas of what is important, so
in order to get the autism community setting
the research agenda, in January 2016, we
launched a process to set about defining a
list of research priorities: a James Lind Alliance
Priority Setting Partnership.

This independent initiative works in partnership with the
National Institute for Health Research (NIHR) by bringing
together individuals affected by a condition, carers and
clinicians asking them to identify and prioritise the top
ten uncertainties, or ‘unanswered questions’, that they
agree are most important. The process has a track record
of encouraging research funding in the areas identified
by the process, and has been carried out previously for
other conditions such as asthma, dementia and diabetes.

Autism is one of the most poorly funded areas of research
(we spend less than £6 per person with autism per year), yet
autistic people and their families face outcomes which would
be totally unacceptable to other groups.

Autism research has a complex history and given the broad
nature of the autism spectrum and the diverse views within
the community, finding agreement across such a mixed group
has always been challenging. With the successful consensus
that this process has produced, UK organisations and funders
can work together to form a national strategy that really
responds to the needs of autistic people and their families,

so that research has the greatest impact.

To find out more visit the project web page:
www.autistica.org.uk/top10

This report explains the process that was followed to
reach the agreed list of priorities, who was involved
to make sure that it was made as inclusive and as
independent as possible, and what's behind each of
the questions that you chose.
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?Top ten questions for
e autism research

Which interventions improve mental health or reduce mental health problems in people with
autism? How should mental health interventions be adapted for the needs of people with autism?

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

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

Which interventions reduce anxiety in autistic people?

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

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

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

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

How can sensory processing in autism be better understood?

How should service delivery for autistic people be improved and adapted in
order to meet their needs?
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1 Which interventions improve mental health or reduce mental
health problems in people with autism? How should mental health
interventions be adapted for the needs of people with autism?

The issue

Mental health problems have a devastating effect on an
individual'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 (for example, bipolar
disorder, depression, anxiety, obsessive compulsive disorder,
schizophrenia)? at some point during adulthood. Data from
Sweden indicates that autistic adults with no intellectual
disability are over nine times more likely to kill themselves
than the general population,® with data from the UK
suggesting that two thirds experience suicidal thoughts.*

What we know

Research suggests a genetic link between autism and mental
health problems, but mental health problems may also be
triggered or influenced by environmental factors, such as
social exclusion, bullying, and experiencing stigma. Emerging
evidence suggests suicidal thoughts and behaviours may be
different in autistic people.*

“| feel that the anxiety and
depression | have suffered over
the years is the result of my
autistic mind having to cope
with a neurotypical world.”

Jon Adams, autistic adult who attended
the final priority setting workshop

How research can help

We are starting to know what mental health treatments are
effective for people without autism. Currently there are no
autism-specific treatments, as research has done very little so
far to address mental health and autism together. There are a
number of approaches which may be beneficial, such as
anti-depressants, cognitive behavioural therapy, mindfulness
and dialectical behavioural therapy, but these all need further
research.>®
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The National Institute for Health and Care Excellence
(NICE) aims to improve health and social care through
evidence-based guidance. NICE recognises that some of
these interventions could be beneficial for people with
autism but stresses the need for further research

to address the following questions:

NICE recommendations for research:
Adults

What is the clinical- and cost-effectiveness of selective
serotonin reuptake inhibitors (SSRIs) for the treatment of
moderate and severe depression in adults with autism?

What is the clinical- and cost-effectiveness of facilitated
self-help for the treatment of mild anxiety and
depressive disorders in adults with autism? (Currently
being funded by the NIHR).

What is the clinical- and cost-effectiveness of Cognitive
Behavioural Therapy (CBT) for the treatment of
moderate and severe anxiety disorders in adults

with autism?

Children

What is the comparative clinical- and cost-effectiveness
of pharmacological and psychosocial interventions

for anxiety disorders in children and young people

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

The issue

Autism is primarily a disability that affects how a person
communicates with and relates to other people and the
environment around them. Difficulties with communication
and language affect autistic people’s ability to do everyday
things. One in four people with autism can speak few or no
words, whilst many other autistic people find it hard to apply
and adapt their communication skills to different
environments and situations.® We also know that language
ability at five years old is a good indicator of long-term
outcomes, with higher ability also reducing the likelihood of
challenging behaviours.

What we know

There are a wide range of approaches aiming to improve
communication and language skills in autism. AAC (Alterative
and Augmentative Communication) is one such approach

— this includes PECS (Picture Exchanges Communication
System) where cards with images are used to communicate.
There is some evidence to support the use of PECS, and
similar tech-based tools.’ The Royal College of Speech and

Language Therapists have highlighted the use of parent-led,
teacher-led (often behavioural interventions which are shared
between teachers and parents), and computer-based
interventions as potentially promising avenues.'® Social skills
groups seem to be helpful for many, but further research is
needed to know how effective they are for different people
and how effectively the skills learnt in the group can be
expanded to real-world situations."

How research can help

Research is needed to understand the effectiveness of
interventions which are currently in use, and to develop
new and innovative interventions to give autistic people
the communication skills they require to navigate the
world and live as independently as possible.

NICE recommendations for research:

What is the clinical- and cost-effectiveness of augmentative
communication devices for adults with autism?

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

The issue

Social care services provide community-based support for
autistic people and their families, and include advocacy,
residential care or supported living, short breaks and social
groups. Although there is limited data available (particularly
in ageing populations and those without learning disability),
a survey from the National Autistic Society suggests that a
very high proportion of autistic adults live with their parents
(38%) or in residential care or supported living (17%)."?

The Winterbourne View report found that people with
learning disability and/or autism are admitted to inpatient
settings unnecessarily or for reasons which could have been
avoided.” The report also found that many are often placed
in inappropriate settings, which are distant from their home
town and family. In addition, inappropriately high levels of
anti-psychotic use are also reported in such settings.'* This is
shown in the Mazars report, which demonstrated the need
to investigate unexpected deaths in those with a learning
disability.”

What we know

There is a significant lack of investment in social care
research. It seems clear that the recent moves this century
from institutionalised care to supported living have had a
substantial and positive effect on the quality of life of autistic
people.’® There is also some research looking at structured
behavioural programmes, generally with the aim of reducing
challenging behaviour, but these studies are lacking in scale
and quality, and don’t reflect the outcomes valued by autistic
people.”: '® Respite care is also included in social care
research. The limited research in this area finds positive
impacts on parental wellbeing.'® 2°

How research can help

A culture of research is critical for ensuring that social care
practices meet high standards and focus on clear outcomes.
There is a clear need for research funders and those
delivering social care to work together to build research into
practice to accelerate our understanding of the best ways to
deliver social care.



4 Which interventions reduce anxiety

in autistic people?

The issue

Anxiety can be defined as “a feeling of unease, such as worry
or fear that can be mild or severe”. Most people experience
fleeting worry, but this can develop into anxiety when it
becomes persistent, overwhelming and beyond the person’s
control so that it limits the ability to complete daily activities
and significantly lowers quality of life. 54% of autistic adults
have had an anxiety disorder,? and 41.9% of children with
autism have an anxiety disorder at any given time." Like
other mental health problems, anxiety in autism is likely

to have both social and biological causes. Anxiety can be
exceptionally debilitating and is likely to be different for
each individual.

What we know

Anxiety may be treated with Cognitive Behavioural Therapy
(CBT), which is a talking therapy that can help people
manage their problems by changing the way they think
and behave. Although this is effective for the general
population,?' it is likely to require adaptation to work for
autistic people.

How research can help

Research can help us better understand and define how
anxiety works for each autistic individual, which can lead to
better treatments. Early findings suggest that CBT could
work well in children with autism, but further research can
tell us how effective this is for different groups and how to
tailor it based on needs (for example, communication style).?*
23 One study has found that the TEACCH (Treatment and
Education of Autistic and related Communication-
Handicapped Children) programme lowers anxiety in
pre-school children.?* Other treatments for anxiety disorders,
including other types of psychotherapy (such as mindfulness)
and drug treatments, could help with the management of
anxiety in autism but also require research to ensure they are
autism-appropriate.

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

The issue

We know that the environment plays a role in affecting
developmental outcomes, autistic or not.?* Providing the
appropriate educational environment is critical to this end.
We also know that some people with autism can make vast
improvements on certain autism-specific outcome measures,
whilst others do not, but we do not know why this is

the case.

What we know

Much of the limited research in this area has been on using
cognitive or genetic factors to predict long-term outcomes in
autism,?* 2 but research into which environments make a
difference is limited.

Another extensive piece of work consulted with autistic
adults, families and professionals to consider environmental
changes which could lead to educational outcomes which
were deemed as desirable by these stakeholder groups.?’
Recommendations included breaking down targets, ongoing
consultations with pupils, flexible curricula which allow the
development of self-awareness and autism-specific
knowledge for pupils, better training, and ensuring that each
school has a staff member with specialist knowledge of
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autism. Preliminary research has shown that when steps are
taken to ease transition between primary and secondary
school, there is an improvement in wellbeing and daily
functioning in autistic pupils.2®

How research can help

Whilst these proposals seem logical, like other environmental
accommodations, we have little in the way of empirical
evidence to examine their effectiveness. Analysis of older
datasets and adaptation of datasets currently collecting data
could allow us to understand this question in further detail.
Another key to being able to answer this question will be
closer working between research and services to understand
which environmental accommodations make the largest
differences. Standardised autism-appropriate quality of life
measures would help compare different environmental
adaptations.
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6 How can parents and family members be supported/educated to
care for and better understand an autistic relative?

The issue

Parent-training approaches, where parents are taught
adaptive strategies and approaches to address the needs of
their autistic child and reduce parental stress, have been
subject to increasing levels of research over the last decade.

What we know

The National Autistic Society has developed a three-month
programme of weekly sessions for parents with the aim of
understanding autism and the needs of their young child
following diagnosis,*' with parents reporting emotional
benefits.??

The National Institute for Health Research has recently
funded a parent training intervention which aims to develop
the communication skills of children with autism.** Autistica is
also funding pilot trials of a stigma protection intervention,
family therapy, and an intervention which aims to address
challenging behaviour, all of which are delivered with parents
or families.>

How research can help

Further research is required to ensure that this work can be
sustainably implemented in services, and whether technology
could increase the reach of any intervention. Much of the
research focuses on childhood, but there is also a need to
consider family/parent-centred supports for autistic adults.

NICE recommendations for research

Is a group-based parent training intervention for parents or
carers of children and young people with autism clinically
and cost-effective in reducing early and emerging behaviour
that challenges in the short- and medium-term compared
with treatment as usual?

Are comprehensive early interventions that combine multiple
elements and are delivered by parents and teachers (for
example, the Learning Experiences — an Alternative Program
for Preschoolers and their Parents [LEAP] model) effective

in managing the core symptoms of autism and coexisting
difficulties (such as adaptive behaviour and developmental
skills) in pre-school children?

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?

The issue

Many autistic people do not receive an autism diagnosis until
adulthood, whilst many more don’t receive a diagnosis at all,
leaving them unrecognised and unsupported. Autistic adults
often report finding the process of seeking a diagnosis
lengthy and difficult. Diagnostic instruments currently used
have not been validated for use in an adult population, and
there is little in the way of professional training for clinicians
supporting adults.

What we know

A lack of validated instruments for diagnosis of autism in
adulthood lowers the accuracy of diagnosis, and increases
the time it takes. In some cases, the lack of appropriate
measures prevents an adult from receiving a diagnosis which
they desperately need to access services. The lack of adult-
appropriate diagnostic criteria and tools also creates issues for
clinicians who may have to use more subjective measures to
confirm diagnosis, in a population whose autism is already

challenging to identify >Recent research shows that
paediatric clinicians use standardised methods for diagnosis
ten times more frequently than clinicians working with adults ¢

How research can help

The role of research in respect of this issue is very clear: to
develop adult-appropriate autism diagnostic criteria and tools
for diagnosis which function across all sections of society
regardless of gender, culture, and age, amongst other factors.
Autistica is currently funding the pilot stages of this work at
Newcastle University, but further funding is necessary to
deliver maximum benefit to autistic adults.

“Diagnosis in adulthood unlocks the door to a
better quality of life for the autistic adult and gives
service professionals access to information that will
help them support each individual appropriately.”
Cos, autistic adult



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

The issue

15-20% of autistic adults are in full-time employment, but
according to the National Autistic Society, 79% of autistic
adults who do not work or are on benefits want to work.?” A
survey from the National Autistic Society also found that a
third of those with autism aged 16-24 are not in education
or employment. US research shows that 50% of autistic
youths do not take part in employment or education in the
first two years after leaving school, and that those who do

work are paid substantially less than the national average.®
39,40

What we know

The failure to get autistic people into work is something which
has a demonstrably negative effect on quality of life in a group
of people who commonly have unique and valuable skillsets.4!
The high unemployment and underemployment of autistic
people has obvious, negative economic consequences, and
represents a missed opportunity for society to utilise the
talents of autistic people. Employment training and interview
training interventions have been shown to be effective for
autistic people in terms of likelihood of getting a job, salary,

employment length, and quality of life.*? Research evaluating
the cost-benefit of employment training for autistic people
suggests that the benefits outweigh costs in economic and
social terms.#34445.46.47

How research can help

Research Autism is in the process of creating resources and
investigating ways to improve existing employment training
programmes. Participants in the JLA process were keen to see
employment training programmes that are individualised, and
don't just get people into work, but into a job which they can
maintain and which reflects their skillset and abilities.

9 How can sensory processing in autism

be better understood?

The issue

Although experiences are different for every individual,
sensory processing differences have been reported in autism
across all of the five senses, including: visual (sight), olfactory
(smell), auditory (hearing), gustatory (taste) and tactile
(touch).*®These differences commonly result in high
sensitivities to lighting, sudden or loud sounds, and specific
or strong smells. They can make daily life exceptionally
challenging for autistic people (for example, lighting which
provides an unpleasant sensory experience may negatively
impact on a child’s learning). Many autistic people report that
their unique sensory system can aid them in both their daily
lives and their work by giving them a unique perspective.
Alternatively, others have identified sensory processing
differences as reflecting the most negative thing about

their autism, and the root of challenging behaviour.
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What we know

Recent research has used our emerging understanding of
sensory differences to identify potential subtypes within
autism,***° and to use those differences within autism to
develop more tailored treatments and supports.®!

How research can help

Understanding sensory processing differences in autism
could help us to deliver treatments or supports which make
any problems sensory difficulties cause more manageable,
and make the world a more autism-friendly place, allowing
autistic people to feel comfortable in their surroundings
and reach their full potential.
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10 How should service delivery for autistic people be improved
and adapted in order to meet their needs?

The issue

Service delivery refers to how services are provided to people,

and the systems and pathways that are in place. Service
delivery can cover the diagnostic pathway right through to
accessing health and social care, as well as education and
other public services.

What we know

The accessibility and quality of services is likely to play a role
in recent findings which shows that autistic people face poor
health® and life expectancy >> We know that average age of
diagnosis has not reduced in the last ten years.> Recently
work has been undertaken by the Royal College of General
Practitioners (RCGP), The National Autistic Society, Research
Autism, Autistica and other autism charities to try and make
services such as GP surgeries more autism-friendly. Recent
research has also considered how to make paediatric
surgeries and dental services more autism appropriate >

How research can help

Research could consider innovative ways to efficiently deliver
autism-specific services to autistic people and their families.
Understanding which environment is best for delivering
autism-specific services is key as is whether online or tech

approaches are useful options. Research could also consider
making other general services (health care, social care,
education) appropriate to the needs of autistic people and
their families. Finally, an appropriate first step may be to
strategically consider specific questions related to service
delivery which could be answered through research. For
example, research could consider the range of available
methods for diagnosis of autistic children within the UK.




7 Your other priorities
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Which interventions are effective in the treatment/management of
challenging behaviour in autism?

How can training for health and social care professionals be improved so that they are
more able to recognise symptoms of autism/treat autistic people appropriately?

Which early interventions are most effective in autism? And do they lead to better outcomes?

What is the impact of adolescence on autism? And what support is effective in
helping autistic adolescents into adulthood?

How can we diagnose autism earlier? And does diagnosis/earlier diagnosis improve
outcomes and wellbeing?

Which interventions improve social skills in autistic people?

What training do school and nursery teachers need to achieve the best possible experiences/outcomes/
employment prospects for children with autism and/or identify the early signs of autism?

Which interventions improve sensory processing in autistic people?

What is the experience of living with autism? How can non-autistic people better understand what
it's like to be autistic? How can autistic people better understand themselves?

What are the causes of autism?

How can the benefits of autism/special talents of autistic people be recognised
and used more widely?

How can public understanding and tolerance of autism be improved? And what is the
impact of any improvement in awareness on the wellbeing of autistic people?

What mental health problems are common in autism?

Does Applied Behaviour Analysis improve wellbeing/developmental
progress in autistic people?

Which behavioural interventions are most effective for autistic people?

The full list of 89 top questions will be published on www.jla.nihr.ac.uk
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How we got to the top ten

To make sure every voice was heard, we went through a carefully considered,
inclusive process to reach your top ten autism research priorities.

Sorting your
Getting the right responses

people |nv0|ved The 3,331 questions were sorted and grouped
) into topic areas and duplicates were removed. The
In January 2015 we formed a steering group questions were then checked against previous
made up of charity and health organisation H H research to see if they had already been answered.
representatives with experience of autism, as well QueStlon gatherl ng

as autistic individuals. Together we invited partner
organisations to help us to get a broad range
of community views heard. This group guided
the entire process to keep it as independent and
inclusive as possible.

In May 2015 the steering group drew up a large-
scale survey to collect questions from anyone who
had an interest in autism, and partners circulated
this to get a broad range of responses. We asked
people for their top three questions for autism
research to answer.

May
2015

3,331

questions were
sorted into

89

questions

January
2015

Those that took part:

23%

o

individuals on the autism spectrum or strongly
suspect they are on the spectrum

52%

family members and caregivers

25%

clinicians and professionals




Prioritising
It was decided by the steering group that the
40 most frequently submitted questions of the
89 would go forward to the ranking stage.
So, in March 2016, we sent out a further survey
and asked the community to choose their top ten
questions. The results from this ranking exercise

The future

identified top 25 questions, which went
forward to the next stage.

1,266

people voted
for their

top ten

April
2016

Narrowing down to ten

In April 2016 a workshop was held to discuss the top 25 questions. The

The next stage in the process is to get
answers to our top ten, and use
these answers to shape policy and practice.

July
2016
onwards

workshop had equal numbers of autistic adults and young people, parents
and professionals. They shared their views, heard different perspectives and
came to an agreement on the ten most important questions.

The workshop decided on the final top ten

What is the James Lind Alliance (JLA)?

The JLA is an independent, internationally recognised non-profit organisation
with an established transparent process of bringing together people with
health conditions, carers and healthcare professionals to identify and prioritise
research, whilst taking into account existing evidence. They've worked with a
wide range of health conditions, including diabetes, depression, schizophrenia,
dementia and stroke. Previous JLA projects have been successful in
encouraging research spend in the areas identified by the process.

What are Priority Setting Partnerships?

These are groups of people — those with a particular health condition and
organisations representing them, together with carers and healthcare
professionals — who work together to identify and prioritise unanswered
research questions.

»
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Who was involved in the autism partnership?

The partnership was overseen by a steering group made up of representatives
from the JLA, Autistica, The National Autistic Society, Autism Alliance,
Research Autism and others, with support and funding from partner
organisations. You can see who was involved on page 16.

How do you know these are the true views of the
autism community?

By involving partner organisations we were able to reach out to a wide
range of individuals, families and professionals. When we launched both
surveys, we monitored responses and targeted our communications to
ensure that numbers of each respondent group were as balanced as
possible. We also looked at age, gender, ethnicity, geography, language
and intellectual ability to ensure a range of experiences were shared.

It is difficult to involve those who are young, isolated or unable to
communicate their needs, but by working with support and service groups,
providing easier to read paper surveys and involving parents who can
advocate for these individuals, we ensured their views could be heard.
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What's next?

Answering the Top Ten

We know that this process has a track record of increasing
investment from research funders.
Autistica will:

e Work with partner organisations and funders over the
coming months to get these questions addressed.

e Put out a call for research proposals, which will fund
a study on the topic of one of the top questions.

e Review our own research strategy following this process.

How can you get involved?

e Use these results to ensure we campaign for a national
strategic approach to autism research.

e |obby to establish a body responsible for identifying and
coordinating UK autism research including the views and
perspectives of autistic people and the wider autism
community.

e Lobby for increased investment in autism research.

Join us on the journey

Although the consultation has finished, we still have a lot of
work to do in deciding how to go about answering these
questions. We'd love to work with you, keep you updated or
hear from you.

e Join our campaign for more autism research based upon
community priorities.

e Share your experiences of the issues discussed in
this report.

e Put us in touch with anyone you think might be interested
in supporting our work.

e Join our mailing list via autistica.org.uk for updates.
e Follow us on social media for the latest research news and

developments on this project.

Use the top ten

If you are a researcher, funder or organisation working with
autistic individuals, please refer to this list as it will help guide
your strategy, giving your work the greatest impact for
those affected by autism.

Take part in research

Are you autistic or are you a family member? One of the
major things holding back autism research is the lack of
people taking part in research. Taking part in research can
mean as little as sharing your experiences in a survey, or
could be as transformational as involving your whole family in
an early intervention study. What you agree to is completely
up to you. You can register with one of the nationwide
databases at autismspectrum-uk.com. You can take part as a
family member or as an autistic adult. This will help us build a
huge bank of experience and volunteers for trials to drive our
knowledge and understanding forward.

Help us fund the research

Now we have the top ten, we need to fund work in these
areas. Support Autistica and any partner charities that plan
to address these questions, so that we can maximise the
scale and quality of the work we can do together.

Collaborate

The key to future success will be working together in
partnership. If we work together, the UK can lead the

world in having a consensus-driven national strategy for
autism research. We can then forge a path for transformative
autism research which will lead to longer, happier

healthier lives for the 700,000 autistic people in the UK.

For more information, to request updates or to let us
know how you are using these questions, get in touch:
info@autistica.org.uk
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