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Foreword
It’s time to act

Why we chose this topic

We are focusing on improving post-diagnostic and ongoing support because autistic people have
told us it is essential for ensuring they enjoy the happier, healthier, longer lives they have the right

to. For years we have worked with autistic people and families to understand their priorities and find
better ways of meeting these. Recently, we have begun working more closely with NHS England and
the Department of Health and Social Care through partnerships and secondments to embed the
breakthroughs made by research.

We've guessed away autistic people's lives for far too long. It is not OK to give someone a lifelong
diagnosis, tell them their outcomes may be poor and then abandon them with little or no support.

Together we can do better. The last two years have shown how research can be mobilised to fight a
pandemic, to develop life-saving tests, therapies, and vaccines for COVID-19 at scale and pace. If we
can utilise science to build a support system that works for autistic people, we can redress many of the
worst disparities in our society. We can ensure that autistic people and families feel empowered by a
diagnosis. We can ensure autistic people’s mental and physical health doesn't deteriorate into a crisis.
We can prevent the tragic stories that have plagued our field. The status quo is financially, politically,
and morally unacceptable. This plan is an opportunity to build a better future for autistic people.

We can make breakthroughs

Autistica is the UK's leading autism research and campaigning charity. We make breakthroughs that
enable autistic people and families to live happier, healthier, longer lives.

When | began my career as a researcher, research often fixated on questions that could not deliver
the impact that autistic people and families need. Now, Autistica and other funders support hundreds
of studies every year into the top community research priorities. Meaningful involvement practices,
many of which I'm proud that Autistica helped develop, are no longer rare but are becoming standard
practise across our field.

It took years for our warnings about early death in the autistic community to be heeded. Now, NHS
England has a dedicated team, the first in its history, to tackle the health inequalities facing autistic
people. A few years ago, when Autistica investigated issues like social care, epilepsy management,
suicide prevention or post-diagnostic support, all we'd find were studies describing problems. Now we
have research developing and testing solutions.

A decade of change

We have laid the foundations for success, but we're yet to build on them. All that progress matters little
if we can't use it to deliver real and lasting improvements to autistic people’s lives. Together, we can
create a future where every autistic person knows support is out there if they need it, where parents
never feel helpless in the face of their child’s distress.

We've never been in a stronger position to improve autistic people’s lives. We have more
effective processes for involving autistic people and families in decision-making. We have clearer and
more ambitious policy commitments to enable public bodies to act. We have better evidence than ever
before to help us design solutions that could really work.

It's time for the hard work

There are no shortcuts to reversing entrenched inequalities. Many campaigners, governments,
and organisations talk a good game about supporting autistic people, but nice sentiments and high
ideals won't cut it. To make reliable progress, we need to be systematic and scientific. We need to
pinpoint precisely why autistic people are systemically let down. We need to implement programmes of
research to methodically tell us what works to address these inequalities. We need to provide services
with the funding to put new evidence into practice.

With this plan, Autistica is committing ourselves to doing the hard work. This plan is a roadmap
for transforming the support available to autistic people and families. In it, we describe a series of
projects that we believe have the best chance of delivering effective change. Individually, each project
is a chance to make a breakthrough in one part of the support pathway. Together, they are building
blocks towards a support system that is organised, evidenced, and tailored to autistic people’s needs.

How this plan was co-developed

This plan is the culmination of a lot of work. Autistica's neurodiverse team have been scoping elements
of this plan for years: exploring issues with autistic people, tracking evolutions in the evidence base,
working with NHS England to understand operational requirements, and undertaking priority-setting
exercises.

We brought together autistic people, parents, service leads, and researchers to review initial proposals
for this plan. We then asked dozens of lived, professional, and scientific experts to help us refine drafts
of it.

The co-production will not stop here. We need help to bring about change, to raise funds for the
projects in this plan, and to help deliver them. As we progress and begin to test out ideas, we will learn
more about what does and what does not work. As we learn more, we will look for opportunities to
update and improve this plan.

Principles behind this plan
We used three fundamental principles to decide on what to include and exclude from this plan.

1. Autistic people deserve support that is well evidenced. We cannot continue subjecting autistic
people to interventions and service models that lack anything like the levels of evidence
expected in other areas of healthcare. We must prioritise testing supports to ensure they are
acceptable, effective and safe for autistic people. We've guessed away people’s lives for far too
long.

2. Support must be designed with autistic people and families to match their priorities. The
proposals in this plan are designed around what autistic people have told us, directly and
through dozens of research studies, they need at different points in their lives. Supports need to
be adapted for different people, based on their needs.

3. Support must be realistic. There is no point demanding supports that cannot be maintained.
We have worked with professionals to ensure the proposals in this plan are ambitious but
achievable.

Dr James Cusack
Chief Executive, Autistica




The Cost of Inaction
The current approach has failed

There is no meaningful system of support

Autistic people should receive proven support from day one. At the very least, autistic people should

be offered support that we know works from the day they are diagnosed. This support is key to autistic

people thriving.

This has not happened. Autistic people, families and clinicians' biggest complaint about autism
diagnostic pathways is the lack of support afterwards; that they feel abandoned with no hope'*#5
There is practically no guidance, nor resources, to help services and commissioners build consistent
pathways. There have occasionally been national initiatives to improve elements of support, but they
have lacked coordination, rigour, and ultimately impact.

The signs of system failures are proliferating. Government statistics on inpatient admissions,
research papers on autistic people’s outcomes, Care Quality Commission (CQC) reviews of autism
care services, and coroner reports on autistic people’s deaths all indicate that progress has faltered.
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The impact on autistic people
Autistic people currently experience some of the worst disparities in our society.

» Autistic people dominate admissions to inpatient mental health settings.’

» Autistic people face the lowest known employment rate of any disabled group.®®

- Autistic people continue to die decades before the rest of the population.”®"?

- Stories of neglect and abuse in state-funded care have become so harrowingly common that
scandals hit the headlines on a monthly, sometimes weekly, basis.

The impact on the economy

By failing to support autistic people, we subject them to appalling outcomes that cost the UK
economy a staggering amount every year - at least £32 billion on the best available models.” ' That
is significantly more than comparable costs associated with high profile health issues, like cancer or
heart disease.”™"®

Most of these costs are not inevitable; they arise from failing to meet autistic people’s needs before
they escalate. The highest cost factors are lost productivity from autistic adults and parent-carers who
are left unable to work, the cost of providing intensive social care to autistic people who were never
enabled to live a more autonomous life, and the cost of providing invasive crisis healthcare to autistic
people whose needs have become critical. We need to invest to save (in both lives and money).

The impact on public services

We find far too many autistic people ending up in parts of the NHS and social care system where we
don't want them to be. Autistic people are over-represented in secure mental health services, including
inpatient eating disorder clinics, elective waiting lists and accident and emergency rooms. It is very
difficult, and very expensive, to help people effectively if they require support in these circumstances.
They are the parts of the pathway where poor outcomes are most likely and where NHS and
Government policy commitments expect to see change. This isn't inevitable. The reason so many
autistic people end up in acute, inpatient or crisis care is because we are not meeting their health and
care needs effectively before they escalate.

These disparities look set to become even more apparent and system failures look set to become
even more routine. We have become much better at recognising autistic people over the last couple
of decades.”” Even in the last five years, the number of autistic people known to NHS services almost
doubled (see Figure 1)."® However, services remain detached from autistic people’s needs. There has
been a failure to resource health and care services to meet the demands placed on them and
we have not prepared them for the increase that is coming. The NHS Long Term Plan committed
to ensuring that “all people with a learning disability, autism, or both can live happier, healthier, longer
lives'™® The NHS will need considerably more support to deliver on that promse.

Figure 1 - Adjusted forecast number of autism diagnosis in GP records
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Figure 1 - This table shows the number of NHS patients with an autism diagnosis recorded in their GP
record over the last five years. These figures are from a sample of ¢.50% of GP records in England and
so would need to be doubled to give an estimated number of diagnoses across the country. The dark
green and pink bars forecast how those numbers are likely to rise by 2024/25 based on the trends over
the previous four years. The pink bar is a more conservative forecast, which assumes the prevalence of
autism diagnosis in each age group will never exceed 3.5% of the population.™




The impact on the government

The government has made many promises to autistic people and families; to prevent abuse and
neglect, reduce inpatient admission, improve diagnostic pathways, and finally level up support.

Many of those promises have been heard over, and over, and over again. They were heard in

the first Autism Strategy; they were heard after Winterbourne View. They were heard in the second
Autism Strategy; they were heard after Whorlton Hall. They were heard about the Transforming Care
Programme; they were heard about the NHS Long Term Plan. They were heard after high profile
death, after high profile death. Those promises have now been heard in the Government’'s new Autism
Strategy, written more boldly than ever before. The new Strategy has a good vision. It's time for the
Government to show the autistic community that they should believe what they hear. This plan is
intended to help the Government fulfil its promises.
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Figure 2 — The gap in support for autistic people.
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Figure 2 - An illustration of the lack of pro-active support available to meet autistic people's needs. We
predict that, as the number of recognised autistic people continues to expand, the number of autistic
people seen in acute or crisis services will also rise. A meaningful support system for autistic people is
needed to avert this.

A Better System
Building world-class support
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Our goal by 2030 is for all autistic people to have

proven support from day one

The stages of support

The types of support that will make the most difference to autistic people and families will vary at
different points in their lives. Operationally, we recommend that public services consider support in
three stages.

Support Understanding Autism

First, we should improve support for autistic people and families around and shortly after
receiving a diagnosis. Receiving a diagnosis can be big news. All autistic people and their
families should be empowered to understand their diagnosis and starts to come to terms
with what being autistic means to them, personally.

We have no excuse for having ambiguous care pathways at this stage. Although
experiences of being diagnosed differ, this is one of the most consistent and predictable
parts of an autistic person'’s journey.

Support Preparing for the Future

Second, we should use the time after diagnosis to help autistic people and families prepare
for the future. We need evidence-based systems that help match autistic people to the
right therapies and services for their personal profile of needs. We need to connect people
to safe, practical advice from peers who have been through the same everyday challenges
they are facing.

Clear, evidence-based systems are what will make the difference at this stage. The
diversity of autistic people’s support needs has been taken as an excuse to allow a free-
for-all. In an unguided meleeg, it is too easy for autistic people’s needs to go unmet. If we
don't have mechanisms for adopting new therapies or processes to ensure supports are
evidenced, we cannot really claim to have a real support system.

Lifelong Support

Third, we need a feasible way of meeting autistic people’s evolving needs, from early
childhood to later life. Autistic people’s support needs fluctuate over time and according
to circumstances - an issue sometimes described in public services as “transitions” If we
keep making autistic people and families fight to find support when they need it, we are
inviting crises to happen. We need self-directed supports that can help autistic people and
families to stay happy and healthy when they are doing well, and we need services that
can step in and lighten the load when they start to struggle.

Support at this stage will only work if it can be realistically maintained. To make lifelong
support viable, we need to nurture hubs of expertise in the NHS and social care systems,
services that can deliver support directly and help other services to get it right.




The Price of Success
The investments needed

Understanding autism Preparing for the future Lifelong support This plan could save billions

By 2030...

Autistic people and families will Every autistic person will Every autistic person will have Even small improvements could make a massive difference. If all the projects in this plan add up to
be empowered to learn about be offered proven supports access to specialist support only a 1% reduction in reliance on intensive long-term social care, or invasive crisis healthcare,
their diagnosis and what it tailored to their needs. and tools to allow them to live then they would completely pay for themselves within a single year. If the support created by
means to them. a happier, healthier, longer life. this plan reduced those costs by 6.7% or productivity losses by 8.5%, then we could save over a billion

pounds every year.??

Understanding autism
‘ Post-Diagnostic Empowerment Programmes £3.32 million
Essential interventions to ensure autistic people benefit from receiving a diagnosis. | £320,000 initial
investment
Colin Wilson, autistic researcher Newly-Diagnosed App £600,000

App to complement post-diagnostic empowerment programmes.

Projects that would level up support

Professional Resource Hub £125,000
We believe that the projects shown below, and described later in this plan, have the highest likelihood sligle st selie O feselites for Bl [reissslonsls For 2022 to 2024
of delivering breakthroughs; they are our ‘best bet! Each project is based on discussions with autistic
people, parents, healthcare professionals, and researchers about the most pressing gaps and how Commissioning Specification £200,000
much evidence is available to indicate what might work. These projects are not exhaustive, but they are Detailed guidance to provide direction to autism support pathways.
substantial. Together, they would deliver a better support system than any we know of, anywhere in the
world, for autistic people. For decades, we have been failing autistic people. Through these projects, we
have an opportunity to start succeeding. Personal Support Profile £500,000

Quality strengths/needs assessment to tailor care planning for autistic people.

Understanding autism Preparing for the future Lifelong support -
Everyday Tips Network £500,000

Crowd-sourced, quality-checked practical tips from the autism community.

Post-diagnosis empowerment Personal support profiles Autism step-up services
programmes : . . Intervention Framework £3.43 million
Everday tips network Self-directed supports library Guid dd he free-for-all of i . . | biected
Newly-diagnosed app uldance to address the free-for-all of interventions autistic people are subjecte
. to.
New therapies launcher Co-owned record system —
NHS commissioning New Therapy Launcher £35 million
specification Eramensie of Ememtiens Health checks for autistic Fu.nd to enable health care professionals to train in new therapies with the best For 2022 to 2024
for supporting autistic people people evlldence. —
Resource hub for Trials Fund Up to £30.25 million
professionals Trials fund to test supports for Trial infrastructure to accelerate the development of new interventions and
autistic people spports.
Lifelong support
Autism Step-Up Services £2.05 million
Specialist services to be the cornerstone of a long-term support system.
Self-Directed Support Library £4.6 million
Therapeutic tools that autistic people/ families can use themselves without public
services.
Co-Owned Record System £540,000

Shared record system to facilitate stepped care.

Health Check Rollout TBC
Evidenced checks to help autistic people manage their health needs.

Totals: Projects Autistica will invest in or partner on | £15.87m
£65.25m
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Projects to enable
breakthroughs

Part I: Support
Understanding Autism

It is vital that we help autistic people (and parents/carers) come to terms with
their diagnosis, learn everyday tips, and have the chance to build a network with
others in a similar situation. Without that support, we cannot ensure that autistic
people benefit from being diagnosed.

Quality is key. Autistic people and families deserve the best information and
advice. This is an opportunity to co-design and test support programmes that
are acceptable, effective and can quickly be made available across the country.

13



Post-Diagnosis Empowerment Programmes

Essential interventions to ensure autistic people benefit

from receiving a diagnosis

Why is this important? Receiving an autism diagnosis can be a pivotal time. There is clear scientific
evidence that psychoeducation (support to understand and take ownership of a diagnosis) can be
critical for ensuring autistic people benefit from receiving a diagnosis, as is standard practice in other
health pathways.?%3242526 psychoeducation is also vital for challenging the stigma surrounding autism
and improving the mental wellbeing of parents; both of which help ensure autistic people grow up in a
supportive environment.?” Scientifically proven and collaboratively designed psychoeducation should
become a fundamental part of autism diagnostic pathways.

What is the current situation? There are currently no psychoeducation programmes that have
reliable evidence that they are effective for autistic people. However, there are promising support
programmes (interventions) with the initial evidence of being feasible to provide and acceptable to
those receiving them. Large-scale trials on these models have a good chance of identifying effective
programmes. If those interventions are fully manualised, it will be much easier for other areas of the
country to use them. For example:

For autistic children and their parents

«  EMPOWER - A full randomised controlled trial (RCT) called REACH-ASD is already underway
to establish the feasibility, acceptability, clinical effectiveness, and cost-effectiveness of the
EMPOWER programme. EMPOWER is a psychoeducation+ programme for the parents/carers
of autistic children up to 15 years.”

« Other relevant interventions - There are other post-diagnostic interventions which offer
some form of psychoeducation to parents of autistic children and have evidence (or studies
gathering evidence) of their acceptability and feasibility. However, none of these interventions
yet have reliable evidence to demonstrate their efficacy.”® The EPIC and SOLACE interventions
provide different models of psychoeducation.***' The EarlyBird and ASCEND programmes
offer psychoeducation as part of a wider support model.*>** The ASTAR study tested a
psychoeducation programme called Seven C's of ASD to accompany the Predictive Parenting
intervention for early co-occurring issues.** The SAFE and Riding the Rapids programmes
provide some elements of psychoeducation but were designed and tested as interventions for
co-occurring issues around distressed behaviour, and so are unlikely to be suitable as front-line
post-diagnosis programmes,®>*

For autistic teenagers

«  PEGASUS - In 2015, a pilot trial of the PEGASUS psychoeducation programme provided
indicative evidence that it was acceptable and potentially effective.*” A full trial of an updated
PEGASUS model could provide a strong peer-led psychoeducation programme for autistic
teenagers and their parents.

For autistic adults

«  SHAPE - Recent findings from the SHAPE study suggest that psychoeducation programmes
used by some specialist autism diagnostic services can improve the mental health outcomes
of recently diagnosed autistic adults.? A follow-up study commissioned by NHS England
is consulting with autistic adults and professionals on the core elements of an optimised
psychoeducation programme. Trialling a manualised version of that new programme would
help ensure that high-quality psychoeducation is available to autistic adults no matter where
they live.

« Older and Wiser - A co-designed psychoeducation programme for autistic adults aged 55 and
over recently demonstrated strong acceptability, although initial evidence of its efficacy was
unclear.*®

Autistica has:

Colin Wilson, autistic researcher

« Funded the development of the SOLACE stigma protection intervention for parents of autistic
children. Co-funded the development of the SAFE therapy for families following a diagnosis.

« Partnered with Kings College London and NHS England to identify the key features which
autistic teenagers and clinicians want from a psychoeducation programme.

« Supported the University of York and NHS England to identify the key features which autistic
adults and clinicians want from a psychoeducation programme and other interactions around
diagnosis (like follow-up and debriefing appointments).

« Briefed the DHSC and NHS England about the evidence base for developing high-quality post-
diagnostic information and empowerment programmes for autistic people.

Autistica will:

11 Fund the co-production of an optimised, manualised psychoeducation programme
for autistic teenagers and families in preparation for a clinical trial. It should address
the needs of teenagers who were diagnosed earlier in life, as well as those who are newly
diagnosed.

1.2 Fund the co-production of an optimised, manualised psychoeducation programme for
autistic adults in preparation for a clinical trial.

1.3 Fund a fully powered RCT to determine the effectiveness of the optimised, manualised
psychoeducation programme for autistic teenagers and their carers.

1.4 Fund a fully powered RCT to determine the effectiveness of the optimised, manualised
psychoeducation programme for autistic adults.

1.5 Consider funding clinical trials to establish the efficacy of other psychoeducation programmes
for the parents of autistic children.

1.6 Consider funding the development and trial of an optimised, manualised psychoeducation
programme for older autistic adults.




Resource Hub for Professionals
A single trusted source of resources for autism
professionals

Why is this important? Scientific evidence should help services find ways to improve support.
However, there is a worrying disconnect between autism research and practice. Historically, autism
research has failed to address the priorities of autistic people using services or healthcare professionals
delivering them. That pattern is changing, but our field still has limited success embedding scientific
progress into the real world.

Dr Carole Buckley, RCGP Representative for Autism

What is the current situation? Healthcare professionals and commissioners do not have time to
trawl through hundreds of academic publications every week and distil useable breakthroughs from
experimental findings. Chances to transform lives are wasted because breakthroughs take too long
to spread into practice. Research on manualised information and empowerment interventions should
create optimised programmes that can be implemented quickly and consistently in different services.
However, clinicians need to know about and be able to access those manualised resources to use
them.

How do we make a breakthrough? Busy professionals working in services that see autistic people
need a trusted source to help them utilise the best scientific evidence. Resources can be easily
updated and rapidly tested with clinicians and autistic people to confirm they remain acceptable
through an online hub. A resource hub could:

« Share the NHS Commissioning Guidance for Autism Services, explain the Autistica Support
Model, host the Framework of Interventions for Supporting Autistic People, and provide
examples of local post-diagnostic pathways.

« Host the New Therapy Launcher and signpost to the manual and training for key interventions,
like the post-diagnostic information and empowerment programmes.

« Provide access to the assessment tool used to develop Personal Support Profiles.

Direct clinicians to other reliable resources from charities like the National Autistic Society.

Autistica has:

« Atrack record of developing resources to help NHS clinicians and commissioners apply the
latest evidence, including crisis services,* eating disorder services and new communication
therapies.*

«  The expertise and networks to identify new scientific evidence which supports autistic people's
priorities and is ready for implementation.

Autistica will:

21 Develop an online autism post-diagnostic resource hub for professionals that distils the
latest scientific evidence into a single suite of resources for support around and after an autism
diagnosis.

2.2 Seek funding for an evidence manager to maintain the quality of information on the hub.
The manager could also help oversee the practical tips network and new therapy launcher.

2.3

2.4

Provide modest funding to maintain the autism resource hub for public services.

Convene an expert advisory group to oversee the hub and new therapy launcher.
Autistica's Evidence Manager could help operationalise this groups advice.

17



Commissioning Specification for Autism
Services
Detailed guidance to provide direction to autism
support pathways

Why is this important? Research shows that disjointed pathways can have a significant impact on
autistic people’s outcomes.? The lack of clarity and direction over how specialist autism services are
funded beyond conducting diagnostic assessments is a critical problem.

‘ 1

What is the current situation? Autistic people, parents and clinicians consistently report that the lack
of quality support after diagnosis is the biggest problem with autism pathways."** For the most part,
funding is not in place to make this support properly available. Some areas do not have any established
services for autistic adults. Others provide psychoeducation as part of their autism pathway, but this

is the exception rather than the norm. Commissioners are given little direction on what they should
expect to fund.

The alarming rates of autistic people ending up in inpatient care, A&E services or other parts of the
public safety net illustrate that the status quo is not working. Services should be based on scientific
evidence about autistic people's needs and what is effective in meeting them. People’s health should
not rest on the capacity of an individual commissioner to cobble together services from whatever
evidence they happen to find.

‘ 1

Autistica has:

« Helped NHS England prepare guidance for investing new transformation funding into local
autism diagnostic pathways.

»  Sought expert epidemiological advice on the prevalence rates that should be used in
commissioning. There is concern the conventional 11% rate is a misleading rate to use
for commissioning arrangements and may be exacerbating the underfunding of services
supporting autistic people.

31 Run or fund a project to understand what information local commissioners currently use
and what other information may be useful to decide on funding of autism diagnostic and
post-diagnostic pathways.

3.2 Write a detailed commissioning specification for post-diagnostic autism pathways. The
specification should set out which pathway components should be standard, like the format
of personal support profiles, and which can be varied. It should be clear on the functions
that multidisciplinary Specialist Autism Teams, and other teams involved in diagnosing and
supporting autistic people, must be funded to provide. Autistica is willing to assist with this
work if desired.

3.3

3.4

3.5

3.6

3.7

Set out how they intend to address the lack of candidates available to fill vacancies
within autism services. To start, Health Education England should significantly increase
the number of clinical psychology placements they fund and should require more of those
placements to specialise in neurodevelopmental conditions. Many services have been unable
to recruit for years.”’ At the same time, clinical psychology placements remain massively over-
subscribed.”? The NHS desperately needs Health Education England to address this blockage
and those for other roles in a multidisciplinary team (MDT) for autism, such as Speech and
Language Therapists and Occupational Therapists.

Establish an expert working group of epidemiologists to advise on pragmatic prevalence
rates for commissioning different parts of the post-diagnostic pathway, based on the live

data about demand. These rates should be used to rapidly correct the misleading “population
calculator” published in 2021.

Improve the quality and completeness of population-level data on key components of
autism diagnostic and post-diagnostic pathways. For example, NHS Digital should collect
and publish anonymised population-level statistics on the number of autistic people who have
a Personal Support Profile. This will enable service improvement drives and ensure trends in
service use, demographics, and outcomes are detectable.

Provide significant funding through the next Spending Review for the NHS to
commission post-diagnostic autism pathways in line with the new service specification.

Ensure local authorities responsible for funding the social care and education for
autistic people are engaged in the autism pathway commissioning specification.

“All too often diagnostic pathways for older autistic people are,
in reality, diagnostic dead ends. An autism diagnosis should not
be the destination; but the start of a journey... This plan sets out

some ambitious but important steps to tackle barriers to accessing
appropriate, evidence-based support at the time it is needed, rather
than at points of crisis.”

Colin Wilson, autistic researcher




Newly-Diagnosed App
App to complement post-diagnostic programmes

Why is this important? Autistic people and families should have access to the best and latest
information that could help them. A digital companion, developed to complement the information
shared in empowerment programmes after diagnosis, could help reinforce the insights and knowledge
autistic people gain at each formal session.

What is the current situation? Psychoeducation programmes need to carefully plan how they share
content and organise sessions to avoid overwhelming people with too much information. However,
some may want further insights, stories, and tips.

How do we make a breakthrough? Developing an app-based resource to complement post-
diagnostic empowerment programmes could help maximise their impact. An app could help preserve
the information received during group sessions for long-term use, provide additional information to
those who want it (such as managing disclosure and their rights around adjustments), and expand the
network of peers able to share their experiences.

Autistica has:

« Atrack record of co-developing smartphone apps that empower autistic people with the latest
evidence.”

«  Working knowledge of the most promising post-diagnostic empowerment programmes that
may provide the basis for the App. For example, as part of the REACH-ASD trial, a series of
resources have been collated into a web-based platform to complement the sessions of the
EMPOWER programme.

- Plans to develop a citizen science driven Everyday Tips Network that would provide curated
content for the App.

Autistica will:

41 Fund the development and testing of an app for newly diagnosed autistic people, in
collaboration with autistic people, services and researchers leading psychoeducation trials. If
the app is successful, further development could make it a companion for autistic people during
the diagnostic process or as a source of long term support.

“In this game-changing plan, Autistica have addressed the
fundamentals of what autistic children, young people, and adults
need to have coherent, well-focused and pro-active support from the
earliest point. By getting these support structures in place from early

on, this plan creates the opportunity to start the ‘autistic journey’
within society on the best possible footing.”

Professor Jonathan Green, University of Manchester, Manchester University NHS
Foundation Trust
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Projects to enable
breakthroughs

Part II: Support Preparing
for the Future

Health services have the best chance to pro-actively improve an autistic person'’s
life in the period shortly after diagnosis, when they are at their most visible to
services that specialise in autism. We know which challenges autistic people are
most likely to experience and increasingly have evidenced supports to prevent or
mitigate those issues. We should be helping autistic people (and parents/carers)
to prepare for the future.

Pathways may need to differ substantially for different age groups at this stage.
Younger children are in a unique development window where developmental
supports can help them build skills naturally. Autistic teenagers and adults are
more likely than their non-autistic peers to have mental ill-health, like anxiety or
depression, which may require immediate treatment to support their long-term
wellbeing.

We need to create order out of chaos. Because autistic people can have such
different needs, no single set of supports will work for all, which makes it much
harder to organise public services effectively. The system needs a consistent way
of planning support around an individual's profile of needs.
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Personal Support Profiles
Quality strengths/needs assessment to tailor care
planning for autistic people

Why is this important? Support for autistic people should be tailored to their individual needs and
goals. In other areas of healthcare, a diagnosis usually tells professional exactly what supports that
person should be offered. With autism, the diagnosis only provides part of that information. The support
each person needs will vary widely, so few interventions will be universally appropriate for autistic
people and families.

What is the current situation? Currently, the onus is on the autistic person/carer to navigate local
services. Occasionally a clinician goes above and beyond to arrange support for someone, but they
rarely have time to do so. Other services are not prepared for receiving autistic people, which makes
every referral, adjustment, and intervention a potential point of failure. Ultimately, most autistic people
end up having access to a very narrow and ad hoc set of supports that bear little resemblance to their
actual needs.

How do we make a breakthrough? Constructing an accurate, holistic, and consistently formatted
profile of a person's support needs would make post-diagnostic support more strategic. It would
enable healthcare professionals to offer autistic people the supports (interventions) they are most likely
to benefit from, rather than focusing on a generic offering that may be unhelpful.

If profiles have a consistent format, then different services can prepare for using them. This is critical, as
autistic people may need support from various public services across the NHS, social care, education,
and welfare systems. Adopting one profile could help break down the siloed bureaucracies that
frustrate autistic people, families, and clinicians.

A tool assessing an autistic person’s strengths and needs must be carefully designed to balance
different requirements.

« The tool must enable autistic people and parents to be partners in the assessment so that their
personal profile becomes a resource they own and can use to maximise their wellbeing.

« It must be ergonomic, so a range of services uses it consistently.

» It must also be nuanced enough to discourage superficial characterisations of a person’s needs;
for example, it should discourage the fixation on the presentation of issues (like distressed
behaviour) at the expense of recognising their causes (like a source of physical or mental
discomfort).

« It must be holistic enough to account for the variety of autistic people’s strengths and
difficulties.

« It should enable different assessments for autistic children, teenagers, and adults. Its utility for
autistic people in long term care with high support needs must also be tested.

+ lIdeally, it will become possible to develop complementing support profiles for other
neurodivergent groups. The siloed nature of neurodevelopmental pathways can prevent people
from accessing support, particularly if they don't quite meet a diagnostic threshold or fall into
multiple groups.

« It must consider contextual factors that could impact an autistic person’s access to support.

All these factors will influence the protocols, format, and language of the assessment and which
professionals should conduct them. A recent scoping review, commissioned by NHS England, indicates
that no tools currently meet these criteria.** However, the review did identify initial tools that could be
developed further to fulfil this purpose. In particular:

« |CF-Based Assessments - An international research programme (including studies with
autistic adults, parents and clinicians) recently established holistic lists of issues that most often
enable or disable autistic people, using the World Health Organisations ICF framework.*® The
scoping review for NHS England recommended adopting the ICF approach and concluded
that an operationalised ICF-based tool is likely to be effective and more practical than existing
assessment tools.** The Karolinska Institutet in Sweden is currently developing an operational
assessment tool using the ICF lists.*® A similar ICF-based tool was recently piloted successfully
in Argentina.*’

« SIC-C, SIS-A and CLASS - The NHS England commissioned scoping review also found
that the Supports Intensity Scale Children's version (SIS-C), the Supports Intensity Scale
Adult's version (SIS-A), and the Children’s Leisure Assessment Scale (CLASS) had promising
elements. However, the review concluded that the SIC-C and SIS-A took too long to administer
and that the CLASS was limited by only being applicable to school-aged children.

Autistica has:

« Helped NHS England commission a scoping review of possible strengths and needs
assessments.
« Explored the use of the Karolinska Institutet's ICF Assessment Tool in UK public services.

Autistica will:

5] Fund the adaption and piloting of the ICF Assessment Tool in NHS diagnostic and post-
diagnostic services for autistic people. This same tool also includes strengths and needs
assessments designed for people with ADHD.

5.2 Consider funding the creation of strengths and needs assessments for neurodivergent
groups. We would strongly recommend creating assessments for use on the ICF tool platform,
as it can easily incorporate similar assessments, and there are existing ICF sets for other
neurodivergent groups.




Framework of Interventions for Supporting
Autistic People
Guidance to address the free-for-all of interventions
used on autistic people

What we mean by ‘interventions’

In healthcare, the word intervention is used to describe any action taken deliberately to improve
someone's life.

Scientifically, “intervention” is a broad, neutral term that can refer to many types of actions. For
example, giving someone a drug to prevent epileptic seizures is an intervention, as is making a
change to someone's environment to reduce the sensory overload on them.

Autistica believes that the interventions used by services should be:

- Designed with the specific groups of autistic people or family members they intend to help, so
they focus on outcomes that matter to them. This is vital for ensuring an intervention has the
right intention and uses an appropriate mechanism for making a change. People sometimes
disagree about what intentions and mechanisms are acceptable in different circumstances,
which is why it's important that there are well-evidenced interventions for people to choose
from.

- Tested in studies that reliably show they are: feasible (they can realistically be delivered),
acceptable (the people receiving and making the intervention like them), effective (they
consistently improve outcomes that matter), and safe (they rarely, if ever, cause harm).

Why is this important? Autistic people deserve supports that work. It is unethical, dangerous, and
detrimental to expect much lower standards of evidence for interventions given to autistic people
compared to those offered to people with other conditions. The impact of failing to ensure autistic
people receive acceptable, effective, and safe supports for their needs is evident in the appalling
outcomes that persist across the autistic community.

Coroner’s report on the death of Sophie Bennet*®

What is the current situation? There is an unguided free-for-all. Clinicians, autistic people, and
families have next to no useful resources to distinguish interventions with reliable evidence from those
with poor quality or no evidence. As a result, unacceptable, ineffective or questionable interventions
continue to be widely used, the need to gather evidence on promising interventions is obscured,

and there is no clear route to implement breakthrough findings. The support autistic people and
families receive is often influenced more by information biases, habits, and luck than evidence-based
healthcare.

For physical health, NICE clearly states what interventions can (and should) be used to address
specific indications, under what circumstances. However, NICE Technology Appraisal, Medical Device
or Interventional Procedure Guidance does not extend to the complex interventions most often used
to support autistic people. No other public bodies provide guidance with an equivalent rigour and
function.

The NICE Clinical Guidelines on autism deliberately avoid specifying which interventions can and
cannot be used, instead only referring to general features or groupings of interventions. This ambiguity,
coupled with the decade-old structure of the autism guidelines, means they are no longer of practical
use to clinicians trying to design or deliver a care pathway for autistic people.

Publicly-funded organisations in other countries, like the Australian Autism CRC, have published
practical guidance on interventions for supporting autistic people.* There are systematic reviews
and trial data we could use to co-produce a similar framework. That framework could distinguish
interventions that have sufficient evidence to be used for specific needs from interventions that lack
evidence but could be further trialled. It could also identify support needs that lack any suitable
interventions and should be prioritised for research.
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Autistica will:

6.1 Co-produce a list of crucial support needs (indications) to prioritise intervention guidance
on. Data from post-diagnostic strengths and needs assessments could help guide this work.

6.2 Work with public funders to commission systematic reviews and meta-analyses of
interventions for crucial support needs.
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6.3 Develop and maintain a framework clarifying which interventions should be used to
meet critical support needs among autistic people. This guidance could provide greater
clarity to clinicians, improve transparency for autistic people and families and direct strategic
investments into intervention research.

6.4 Re-structure their clinical guidelines on autism to reflect new evidence about autistic
people’s most common support needs® and provide greater clarity on how specific parts of
the pathway should be provided.

“We can always rely on Autistica to clearly identify the barriers
facing autistic people across their lives and set out the changes that
we desperately need. This Plan is right about the breakthroughs we

need to make. It is pragmatic, realistic, impactful and, importantly,
grounded in research evidence and the priorities of autistic people
and their families.”

Dr Kathy Leadbitter, University of Manchester




New Therapy Launcher
Fund to enable healthcare professionals to train in
new therapies with the best evidence

Why is this important? Most therapies that are relevant to autistic people and families are “complex
interventions” This means there are multiple components to the therapy, some of which relate to

the therapist, which could affect its impact. To properly deliver these therapies, health and care
professionals need to be trained in the manual that is developed (and tested) with the intervention;
they also need time to practice delivering it with supervised support.

What is the current situation? The NHS does not have an effective way to roll out new complex

interventions. There is no clear route for health and care professionals to become aware of and

practiced in delivering new supports that are being designed and tested to help autistic people. When

professionals do learn the manual for a new intervention, they often have no time to become practised

in it. Instead, they immediately have to return to a heavy caseload with limited ongoing support. As 71
a result, the health and care systems struggle to evolve their offering to autistic people. To replace

outdated practices with more effective, more acceptable, and better-evidenced supports, we need to

invest in developing our workforce.

A central fund could ensure that a choice selection of the most promising and best-evidenced new
therapies are rolled out effectively across the NHS, social care, and education systems. This Fund

should cover the training costs for professionals to learn new manualised therapies and enable 7.2
healthcare providers to backfill roles for a short time - while they focus on delivering the new
intervention. Practised professionals would then be able to return to their Integrated Care Systems
(ICSs) and embed new practices in local pathways.
Example of an exciting new therapy ready for launching: PACT 73

The Paediatric Autism Communication Therapy (PACT) is a therapy where parents and therapists
work together to identify how a child prefers to play, using video recordings. They then adapt their
interactions with their child to match that style. Young children learn a lot of skills through play but
may approach it in very different ways. PACT has shown that by supporting the alternative ways
autistic children learn, we can help them build stronger social communication skills, help parents
feel more empowered, and increase families' resilience. The therapy addresses autistic people and
families second-highest priority for autism research: finding “effective interventions to develop
communication and language skills"** It also embodies a more progressive approach to support
that embraces autistic people's differences and opposes attempts to ‘normalise’ or ‘mask’ atypical
behaviour.

Crucially, PACT has strong evidence that it is acceptable, feasible, and effective. PACT is currently
one of the only early interventions directed at autistic children and families that has demonstrated
efficacy through high-quality Randomised Control Trials.” " Results from the initial trial prompted
NICE to describe a generalised version of PACT in the list of “key priorities for implementation” of
its Clinical Guidance for supporting autistic children.” The second PACT trial was awarded NIHR
Signal Study status for its “high-quality design and relevance to UK decision-makers”" Other trials
have since replicated evidence for its mechanisms in different age groups, countries and service
contexts.

PACT is ready for use, and accredited training for it is immediately available.” Both the therapy
resources and training for PACT have recently been digitalised for online delivery. An adapted version
of PACT is currently being tested in home and education settings, making it cheaper and easier to
deliver.”" Despite this, families face a postcode lottery in their access to PACT. This is an unjustified
source of health inequality.

Autistica has:

Published an evidence summary on parent-led video feedback therapies, recommending that
“all local areas should have professionals accredited to deliver PACT"*°

Working knowledge of many of the most promising interventions currently being developed to
support autistic people and families.

Establish a central fund to launch new therapies into practice within the NHS, social
care, and education systems. The fund should cover the training costs for professionals

to learn new manualised therapies and enable services/commissioners to backfill roles for a
short time while therapists become practised in the new intervention. The Fund should start by
rolling out the PACT therapy nationally and expect to support post-diagnostic empowerment
programmes soon. Autistica can provide costings for this.

Apportion a small fund to digitalise training programmes for key therapies. For example,
PACT training could be fully digitalised for a small investment of approximately £150-200k.
This would reduce the cost of training each professional by up to 50% and make it possible

to develop a virtual professional network, to provide ongoing supervision and advice to newly
accredited therapists.

Fund an expert group of intervention scientists, autistic people, families, and research
bodies to shortlist the most promising interventions for the launcher. Interventions
should be prioritised based on their fit to community priorities, the quality of evidence for their
acceptability, feasibility, and efficacy, how likely they are to improve existing practice, and how
ready they are for roll-out.




Trials Fund
Trial infrastructure to accelerate the development of
new interventions and supports

‘ Autistica has:

65

Why is this important? We've guessed away people’s lives for far too long. Autistic people deserve
supports that are carefully designed and rigorously tested to meet their needs. Services cannot close
the inequalities between autistic and non-autistic people without high-quality intervention studies to
find ways of improving outcomes.

What is the current situation? There are no well-evidenced interventions for many of the issues
that have the biggest impact on autistic people’s lives. Many existing autism intervention studies were
poorly designed and at high risk of bias.®”%® Although research funders have increased the number of

Led a large priority setting exercise to identify the autism community's top priorities for
research and maximise the impact of scientific investments.®?’®

Run collaborative summits with autistic people, family members, professionals, and scientists
to identify the top research priorities on various topics, including physical health & wellbeing,”®
social care,”” epilepsy,’”® artificial intelligence’ and mental health.?°

Built critical scientific infrastructure, like the Autistica Network,®" Insight Group,?”> and Research
Passports®® to make it easier for researchers to co-produce, recruit for, and run higher-quality
intervention studies with autistic people.

Funded a range of studies, designing and testing interventions for autistic people's priorities.®*
Reviewed the imbalance in funding for different types of autism research within the UK.®®

Professor Jonathan Green, University of Manchester,
Manchester University NHS Foundation Trust

intervention studies with autistic people in recent years,®® investment is still orders of magnitude below Autistica will:

what is needed to achieve the Government's Autism Strategy and NHS Long Term Plan commitments.

Autism research in the UK lacks central coordination. There remains a disconnect between the 8l
interventions that get studied and those that autistic people and families want. Scientists receive no
clarity on interventions that are most needed by front line services. Projects vital to achieving national
policy commitments fail to secure funding because they compete with proposals from fields with
stronger scientific infrastructure.

The government's new Autism Strategy for England commits to developing an Autism Research Action

Plan. That Action Plan should provide the funding and infrastructure to accelerate intervention studies

for essential unmet support needs. Autism is a condition commonly diagnosed and spanning an entire

lifespan. Between the National Health Service and the UK's high-quality research base, we could build 8.2
the infrastructure to meet the needs of autistic people. Examples that the Autism Research Action Plan

could draw off include:

« The RECOVERY Trial - A national platform trial created rapidly by public research funders in the 8.3
UK to consolidate and streamline research into treatments for COVID-19. The RECOVERY Trial
is widely considered to be an enormous success, finding the world's first effective COVID-19
treatment and saving millions of lives.”?”'”2 The field of autism intervention studies shares many
of the inefficiencies and quality issues that the scale and simplicity of the RECOVERY trial
successfully overcame. Applying a similar model for autism intervention research could be a
game-changer.

« The Autism CRC - An Australian cooperative research centre focused on autism, established
to provide “national capacity to develop and deliver evidence-based outcomes” through
“collaboration with the autism community, research organisations, industry and government’”?

« The IACC - A national committee sponsored by the United States Department of Health
& Human Services that monitors and directs autism research investments from research
funders.”

Help identify the most pressing unmet support needs among autistic people to prioritise
for intervention R&D. Anonymised data from the Personal Support Profiles and systematic
reviews of interventions for autistic people could help achieve this. Unfortunately, Autistica
doesn't currently have the resources to fund the design and full trialling of interventions from
the outset to completion. However, we will help the government and public funders where we
can.

Work with autism research funders to create a single national strategic initiative that
directs investment in intervention studies for autistic people for 5-10 years. The Autism
Research Action Plan should focus on the operation and governance for this initiative.

Establish an Autism Supports Fund at the next Spending Review to fuel the co-design and
testing of interventions to improve autistic people’s outcomes.




Everyday Tips Network
Crowd-sourced, quality-checked practical tips from
the autism community

Why is this important? Autistic people and families can face lots of everyday challenges, from finding
a stim tool to use at work, to figuring out how to help their child try new foods or develop healthy sleep
routines. Rather than systematically collecting and sharing learnings from other autistic people and
families, we leave everyone to run the gauntlet of trial and error themselves.

What is the current situation? Some practical tips are incorporated in post-diagnostic
psychoeducation programmes, but the amount of content they can deliver in these sessions must be
carefully managed. Autistic people and families will still be discovering practical difficulties they need
ideas for after their time in a post-diagnostic information and empowerment programme has ended.
Many personal experiences and tips are available online, for example, from charities or from autistic-
or parent-led groups. However, that information is dispersed widely and rarely moderated. This can
force newly diagnosed autistic people and parents to hunt for ideas across the web, all while trying to
differentiate helpful tips from misleading or harmful information.

Autistica has already:

« Atrack record of creating citizen science initiatives to empower autistic people and families to
share their experiences of different sensory environments.®®
» A wide network of autistic people and family members who are keen to take part in research.

Autistica will:

9. Create a citizen science platform (or ‘Tips Network’) to crowd-source descriptions and
practical tips for everyday challenges. We will then work with autistic people, parents/
carers, clinicians, professionals, and autism charities to curate those insights into trusted
content that can be used across different resources, including the Newly-Diagnosed App.
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Projects to enable
breakthroughs

Part I1I: Lifelong Support

Abandoning autistic people and families after diagnosis and expecting them to
rely on mainstream services is not working. Too often, autistic people end up

in A&E, inpatient mental health services, residential care, the criminal justice
system, or on the streets before public services intervene. When someone
begins to experience difficulties, it is hard for them to navigate services and get
the support they need.

Feasibility is critical. There is currently no long-term support system for most
autistic people, so we should focus on developing a “minimal viable product”
that can be added to iteratively.

A Stepped Care System could meet this brief. In stepped care, autistic people
would mostly manage independently or with support from family/carers.
However, rather than being abandoned by public services, autistic people will
have an ongoing link to a specialist service they can access support from if
their needs begin to escalate, as well as constant access to a suite of supports
that they and their family can use by themselves. A stepped care system is held
together by a shared record system, which enables an autistic person to move
between ‘stepped up’ and 'stepped down’ support as needed. ‘Step-up’ services
may have a role in advising services that provide long-term care to autistic
people with high support needs.
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Autism Step-Up Services

. . . referrals to specialist services if they identify an acute health issue, or they could help autistic
SpeClahSt sServices tO be the COTneTStone Ofa long‘ people recover after receiving crisis care. If there are autistic people being in local residential or
supported living care, Step-Up Services could potentially consult on their health and wellbeing.
term Support SyStem «  Promoting good health - Other NHS services will deliver broad health promotion and

protection activities, like annual health checks, vaccination drives, and health screening
programmes, to autistic people. However, Step-Up services could still inform autistic people
about these initiatives and advise local services on reasonable adjustments they should

Why is this important? Although improving the support available to autistic people around and after consider when delivering them. For example, if a Step-Up Service includes primary care
diagnosis should prevent many needs from escalating, there will be times where people need a bit expertise, they could help encourage and advise local GP practices on offering the upcoming
more help. Expecting autistic people to rely on mainstream or informal support during those times is health checks to autistic people.

not working. Too often, autistic people end up in A&E, inpatient mental health services, residential care,
the criminal justice system, or the streets before public services intervene. When someone begins to

experience difficulties, it is hard for them to navigate services and get the support they need. Autistica will:

What is the current situation? Most autistic people can only access specialist support after they have 101 Partner on a proposal to trial the feasibility and cost-effectiveness of a Step-Up Service.
reached a crisis point, if at all. This is morally, politically and financially unsustainable. It is extremely

difficult and expensive to help an autistic person who has reached a crisis, developed a life-threatening

eating disorder, is homeless, or has become so distressed that their behaviour is dangerous to

themselves or others. Public services trying to firefight these issues generate a predictable series of 102 Fund trials to establish the feasibility, acceptability, and cost-effectiveness of different
abuses, failures, and scandals. High profile public programmes like Transforming Care are undermined Step-Up Service models. Trials could compare different models of Step-Up Support to

by the lack of services to prevent autistic people from reaching a crisis and being considered for determine which are most effective at supporting self-management, particularly drop-in and
inpatient admission. open discharge models.?

A Step-Up Service should exist to meet this need. They should be a focal point of expertise in autistic
people’s health which an autistic person or their carer could request support, ideally through a digital
case management system. There are various functions that Step-Up Services could potentially provide:
10.3  Publish a plan for developing the workforce needed to deliver Step-Up Service models
«  Supporting self-management - Supporting people to manage their needs as independently that are found to be feasible.
as possible has been a major success for other groups (like people with asthma)® and should
be the core function of Step-Up Services for autistic people. Some existing Specialist Autism
Teams have used drop-in service models, support groups, or helpline services to offer advice
to autistic people or direct them to sources of support. Other services host peer-led support
groups and other low-intensity supports, like social activities, to help autistic people.?

« Managing health or social care needs - Step-Up Services would be well placed to deliver
interventions specific to autism pathways: like running post-diagnostic information and
empowerment programmes or building Personal Support Profiles. Depending on their skills-
mix, Step-Up Services could also take the lead in providing other specialist interventions - like
mental health, occupational, or speech and language therapies - for autistic people with co-
occurring support needs.?

I am so excited about this new, co-produced Autistica Support
2 Plan. As aresearcher and parent of an autistic young person, I
wholeheartedly agree with the priorities in this plan, and I have a

« Advising other local services - If an autistic person is at high risk from a health or care crisis, huge amount of faith in Autistica to spearhead this work. I hope that

services with expertise in the specifics of their problem will be better suited to helping them.

However, as the local hub of expertise on autistic people’s health, Step-Up Services may still the Government, health, social care, education and funding agencies
have a role to play. They could advise mainstream or specialised services that regularly see will all get on board with this carefully-planned and inequality-

autistic people on adaptations they should be prepared to make. They may provide supported busting process.”

Professor Sue Fletcher-Watson, University of Edinburgh




Self-Directed Supports Library
Therapeutic tools that autistic people/families can
. . o 1.3 Fund the development & evaluation of supports that can be delivered by autistic people,
use themselves without public services carers, community groups or local care services.”

Why is this important? Autistic people should be supported to live the most autonomous lives
possible. Realistically, most autistic people will not (and should not) be constantly receiving support
from specialist services. Instead, most autistic people and families will need to manage by themselves
most of the time. Rather than completely abandoning autistic people and families, we should arm them
with well-evidenced supports they can use by themselves (or with a friend/carer) to achieve their goals
and lead fulfilling lives.

In a stepped care system, self- or community-delivered support would be complemented by the digital
case management system, which provides autistic people with an ongoing link to specialist support.

What is the current situation? Currently, most autistic people and families are left to fend for
themselves. Many individuals, charities, and local groups have created resources that can be used
without direct support from health and care professionals. However, there is no central repository of
these supports, and very few are tested to ensure they are acceptable, effective, and safe.

Autistica has:

» Self-guided anxiety therapy - Co-developed and tested Molehill Mountain, an App delivered
toolkit of adapted therapies trialled with young autistic people by Kings College London.** A
pilot trial of other online self-guided CBT and mindfulness tools recently published promising
results.®’”

«  Environment navigation - Funded the development of a citizen science platform with the
Alan Turing Institute, where people can share insights about the accessibility of different
environments, along with practical coping strategies.®®

«  Communication aids - Funded the HoPS study to pilot an adaptation of the Picture Exchange
Communication System (PECS) communication system for children and parents for use at
home.®*

« Social prescribing - Funded a Study Group of autistic people, clinicians and researchers to
publish an initial framework for considering social prescribing for autistic people.*

»  Peer support - Identified autistic-led peer mentoring and peer-supporter models as a
community research priority.””

Autistica will:

111 Co-produce a list of support needs that would be strong targets for self-delivered
interventions. The Tips Network and Personal Support Profiles could produce insights on
which we would consult autistic people, families, clinicians, and researchers.

1.2 Compile and curate a library of well-evidenced self-directed supports. [deally, this
support library would later be hosted within the co-owned health record system.




Co-Owned Record System
Shared record system to facilitate stepped care

Why is this important? Seamless case management is the core of the stepped care system. Autistic
people, carers and healthcare professionals need access to consistent records to manage needs and
coordinate support. Digitalising case management would improve connectivity and reduce the number
of new staff needed to operate it.

What is a digital case management system? Theoretically, an autistic person (or carer) could be
given a login to an app or website that enables them to:

« Access their health record, Health Checks, and their Personal Support Profile,

« Find or request additional support from a Step-Up Service,

« Access a curated Library of Self-Directed Supports, and

« See and request changes to the Reasonable Adjustment Flag that is visible across their health
record.

This could be achieved through a shared or co-owned record system, with a ‘front end’ that autistic
people and families can use and a ‘back end’ that can integrate with NHS records (and potentially
social care and education records). A professional would need to work within the digital system to
manage requests for support or proactively offer it if concerned by any new information. While parents/
carers would initially hold the front end’ login to their child's health records, autistic adults would take
over access as they get older.

‘ 3

What is the current situation? There is no central system that connects autistic people and carers to
specialist support. A few Specialist Autism Teams "keep autistic people on their books” and continue to
support them periodically, but this is managed manually and rarely available.

However, digital resources are being used to manage care in other parts of the health system, for
example:

- EMPOWER App - A smartphone App that is being trialled to help people with schizophrenia
monitor for warning signs of relapses in their mental health as part of a Stepped Care
pathway.®?

« CFHealthHub - A digital self-care platform for people with Cystic Fibrosis and clinical teams
that was recently evaluated in a Randomised Controlled Trial across 19 CF centres.”

« Parkinson's Connect - A new digital service being designed by Parkinson’'s UK to provide
people with Parkinson's with self-management tools and provide access to specialist NHS
services.”

«  SOLID project - An NHSX-funded project that is scoping digital innovations, like the use of
shared digital records, with NHS England’s Autism and Learning Disability Programme.

Autistica will:

121 Support a project to scope the functionality and operational requirements of a digital
case management system for autistic people.

12.2  Fund the design and evaluation of a digital case management system to support long
term stepped care for autistic people.

Health Checks for Autistic People
Evidenced checks to help autistic people manage their
health needs

Why is this important? Some autistic people and families may be unlikely to seek support from
mainstream services, specialist care or general screening programmes when they need to. Annual,
tailored health checks could offer parity of healthcare to autistic people and become a vital component
of effective long term stepped care.

What is the current situation? Autistica’s health check has now been co-produced with autistic
adults, family members and GPs by a research consortium led by Newcastle University. The health
checks are currently being trialled in NHS services with funding from NHS England and Autistica.

The checks' bio-psycho-social approach to autistic people's health and wellbeing should complement
the Personal Support Profiles. If the trial is successful, the health checks could support autistic adults/
carers to self-manage chronic health issues, and help trigger stepped up support when needed.

Autistica has:

«  Funded the development and testing of a co-produced health check for autistic adults, with
support from the Peter Sowerby Foundation.®

« Partnered with NHS England to expand the pilot study to a full trial of the health checks.

«  Secured a commitment in the NHS Long Term Plan to roll out the health checks should the trial
prove successful.”

« Funded a behavioural insights project to identify barriers to health check uptake among GPs.

Autistica will:

1311 Develop a strategic plan to ensure that every autistic adult is offered a tailored health
check.

13.2  Deliver the NHS Long Term Plan commitment and commission health checks for autistic
people if the randomised control trial indicates they are likely to be effective.

SNSRI A
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