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Foreword
James Cusack, Autistica CEO

When creating the NHS, the government made a promise to provide a healthcare
system that “everyone - rich or poor, man, woman or child - can use and be part of."

But autistic people are being left behind. They are struggling alone, suffering with treatable health
problems when services should be helping, and dying earlier as a result. Together we can change that.
And the NHS can stay true to its promise.

On average, autistic people die decades before non-autistic people.! Following a landmark Swedish
study in 2016 which was one of the first to demonstrate these disparities,” Autistica took on the
responsibility of highlighting these shocking findings to the government and the public.'* Evaluating
the evidence around this was one of my first tasks upon joining Autistica. We have since spent years
explaining that evidence to politicians, public servants, donors, and the wider scientific community.

Those efforts worked. In 2018, the Government refreshed their Autism Strategy to make closing the
gap in life expectancy its overarching objective (the first time autistic deaths had been recognised

in UK public policy).* In 2019, the NHS in England made autism a clinical priority and adopted our
vision of ensuring all autistic people “live happier, healthier, longer lives'® Later that year, NHS England
partnered with us to co-fund the ground-breaking research project we had begun with support from
autistic people and the Peter Sowerby Foundation: to co-design and test a health check that was
tailored to autistic people's needs.5”

Change cannot come too soon; the most recent analysis by NHS England shows that the mortality gap
prevails, with data from 2020-21 showing autistic people in England had a mortality rate 51% higher
than the general population, dying five years earlier.®

Together we've started to answer the question, but we haven't yet delivered the promise. This plan sets
out how we will do that. If, together, we succeed in delivering it, then we and the NHS will have kept
that promise. We will have shown that autistic people's lives do count and that we are willing to go that
extra step in ensuring they are able to live them. The NHS's promise is that “everyone...can use and be
a part of” it. To do that, given what we know today, that also means ensuring that every autistic adult is
offered a yearly, tailored health check.

Dr James Cusack
.| Chief Executive, Autistica




Why health checks
The drivers of autistic health inequalities

Autistic people are at greater risk of experiencing poor outcomes from almost every
health issue that has been studied.*®

Tragically, many autistic people needlessly die before their time. Autistic adults without co-
occurring learning disabilities are nine times more likely to die from suicide, while autistic people
with learning disabilities are at the highest risk of a range of physical health conditions. However, all
people on the autistic spectrum face increased risk of illness and early death from a wide range of
physical, mental and neurological conditions.?

The disparities are so profound that a 2022 study found that it was possible to predict if someone
had an autism diagnosis or not, based on the types of health inequalities they experience.” So what
causes these inequalities?

The interactions between individuals and the social context they live in may predispose
some autistic people to ililness

Although some autistic people appear to have a greater innate risk of developing conditions such as
epilepsy™ and hypermobility,” all autistic people's health risks are amplified by social determinants
of ill health. Autistic people are disproportionately affected by unemployment, poverty, abuse, trauma,
and social stigma,'*5161%18 For gutistic people who are marginalised in other ways, such as those in
ethnic minority communities and the LGBTQ+ community, this effect is compounded even further.'°
Autistic people’s health can also be affected by other complicating factors, for example diet, sleep
problems and social isolation.

Appraising health and accessing health services is harder for autistic people

In many cases, autistic people face the same preventable health problems that affect the general
population but can experience worse outcomes because they are less likely to approach healthcare
services or have successful interactions with them. There are many complex reasons for this,
including a lack of accessible communication options for contacting services and overwhelming
sensory environments.?'?22%24 These issues can lead to communication breakdown between autistic
patients and healthcare providers.??°

Studies have found that issues around sensory environment, misinterpretation, healthcare navigation
and difficulty following health advice affected autistic people significantly more compared with
people with other types of disability.”**

Autistic people also report more difficulties identifying and communicating health problems;"?* this
may be due to differences in interoception, the ability to sense bodily changes and know when
something is wrong.”” Recent NHS England data shows autistic people are less likely to attend
screening appointments;® this is another way detection of new problems may be missed.

Healthcare staff’s responses to autistic people may inadvertently affect healthcare
access and health outcomes

Healthcare providers report a lack of confidence and training around treating autistic people?*?®
and may not have up to date knowledge about the health issues that frequently co-occur in autistic
adults. >

A recent YouGov poll commissioned by Autistica to launch the Autistica Attitudes Index found that
there remains a high level of misunderstanding about autism in the general population.*°



Autistic people frequently report negative stereotypes and misunderstandings that impact their

experiences of accessing healthcare. %2

Autistic people may be more affected by misdiagnosis and diagnostic overshadowing. This happens
when a person'’s problems may be wrongly attributed to their autism and are not investigated as fully
as they should be, but illness and distress are not inevitable for autistic people and can and

should be prevented.

Sometimes, autistic people's poor outcomes are driven by a lack of evidence around treatments that
are acceptable and effective for them.*® Health providers are more likely to prescribe antipsychotic
medication to autistic people, even when this is not needed or recommended®* (such as for
management of behaviour due to a lack of adequate support), which can have debilitating side effects
that impact health outcomes and decrease life expectancy. Autistic people are more likely to spend
time in psychiatric hospitals that often fail to meet their needs and can cause further distress and lead
to poorer health outcomes.*® Studies have also found autistic people are at higher risk of illness and

death from Covid-19.3%

« Social inequalities

« Impact of Covid-19
pandemic

« Health inequalities

« Ineffective
treatments —
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term mental health
inpatient admissions
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Figure 1. A complex combination of factors contributes to poorer physical and mental health in

autistic people



Giving the NHS time to focus on autistic people

The Autistica Support Plan sets out how to develop autism pathways
that should act as the core of support for meeting autistic people's
A L ey e health and care needs. However, autistic people will need to rely on
many healthcare services that do not specialise in autism through their
lives. Leaving autistic people and families to fend for themselves in
accessing mainstream healthcare is not working.

Autistica Support Plan

Services are starting to change in ways that will support autistic
patients, with initiatives such as NHS Digital's reasonable adjustments
flag,® a new feature that will notify healthcare staff where patients have
additional needs or require reasonable adjustments to their care, and
follow patients through to all services they access. Further work in this
area is to be welcomed, with Autistica committing to making public
spaces more accessible for autistic people as one of our 2030 Goals.
However, this can never be a complete solution - access needs across
Autistica’s Support Plan the population vary widely and sometimes clash, and not all autistic
_ _ people will know or be able to articulate the specific adjustments they
For more |nformat|on, see. . . .
o need. For various reasons, some will not contact health services at all
www.autistica.org.uk/about- . ) .
us/2030/2030-support unless prompted and around 4% of autistic people report being entirely
excluded from healthcare.??

We want to make it easier for the NHS and for autistic people to pro-actively manage healthcare needs
by introducing an annual health check for all autistic people - a yearly review of existing conditions
and medications. This will provide an opportunity to identify and address any new or continuing health
problems that may need medical attention or referral to secondary care.

Autistica’s long-held commitment to this goal has driven policy in this area. In 2016, the Westminster
Commission on Autism, of which Autistica is a member, investigated inequalities in healthcare

access faced by autistic people. It identified the development of an annual health check as a key
recommendation.?* Autistica has continued to press government bodies towards committing to this
recommendation, and the development and testing of the autism health check has now been adopted
as part of the Department of Health and Social Care’s Autism Strategy,*® the NHS Long Term Plan® and
an NHS England priority for autism research.*®

Health checks will give primary care protected time and resources to focus on autistic people’s
healthcare and accessibility needs. They also give autistic people an expected appointment to plan
around to reduce uncertainty and stress, and bypass the need to pro-actively make an appointment, a
task which some autistic people find impossible when in physical or emotional distress.

To reduce the costs to the health service and ensure a better quality of life for autistic people, more
effort is needed in preventative care to detect problems in the early stages.


http://www.autistica.org.uk/about-us/2030/2030-support
http://www.autistica.org.uk/about-us/2030/2030-support

The health check is not just about physical health but is based on a biopsychosocial model

focused on all areas of priority identified by autistic people, who have been involved throughout

its development. The aims of the health check include identifying unrecognised health conditions,
screening and prevention, addressing living circumstances, mental health and social care needs. This
document details how investment has led to development of a co-produced, tailored health check and
the work Autistica will do to continue to support this goal.
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The track record of other health checks

The NHS and Department of Health and Social Care have expressed commitment to lowering the gap
in life expectancy, tackling causes of mortality, and building longer, healthier lives for autistic people.®**

Research on health checks is currently one of the few large projects in the pipeline that have a realistic
chance of delivering serious progress towards those goals and have widespread support, including
from autistic people.”® Health checks are already being delivered for preventative care in other groups
with poor health outcomes, increased risk of chronic conditions and low health activation. This includes
people with learning disabilities and people with serious mental health conditions, who can receive
these annually, while middle-aged to older adults can receive a health check every five years.*

The most similar health check to the proposed autism health check is the existing check for people
with a learning disability. These checks have been shown to be acceptable to patients, cost-effective
and able to detect multiple health conditions per person, ranging from mild to serious health
complaints.*? Studies and reviews of services have shown that detection of problems using health
checks has led to health gains for people with learning disabilities. These include a significantly lower
risk of early death for people who received health checks compared to those who didn't, especially
amongst people aged under 50 and for autistic people who also have a learning disability.*>#4 Other
gains include receiving treatment for detected conditions, easing of symptoms and less distress-
related behaviour due to health issues being addressed sooner.*? Even the detection of milder health
conditions can improve overall quality of life and prevent more costly treatment being needed later on.

Health checks also need to be sustainable in the context of a health service with growing demands on
its resources and staff. Yet the NHS reported that almost three quarters of people on the GP learning
disability register received a health check from their GP in 2020/21, despite pressures during the
Covid-19 pandemic,*® suggesting health checks are relatively feasible for GPs to carry out in standard
practice. Work still needs to be done on improving identification of people who are eligible for health
checks to support projects like Autistica's health checks goal.

Autistic people on the learning disability register should already receive a health check, but the most
recent estimates suggest at least 60-70% of autistic people do not have a learning disability.*>“®

This means that as a population which remains at high risk for mental and physical health problems
compared to the general population, many autistic people miss out on this opportunity to have their
health reviewed. Some GP practices are already piloting health checks for autistic adults.® However,
the autism health check will not be simply an extension of the learning disability health check.
Autistica's co-produced programme of work has ensured the rigorous development of an autism health
check tailored to the specific needs of all autistic people. High quality research will investigate its
effectiveness so decisions can be made about which health check will be most appropriate for autistic
people with learning disabilities to receive.



Healthcare accessibility: the wider context

Health checks will be more successful if the health service works to address the other underlying
barriers to healthcare for autistic people which research has identified time and again. The Department
of Health and Social Care’s Core Capabilities Framework®” sets out the values and behaviours autistic
people should be able to expect when accessing healthcare, identifying key areas including:

« Health professionals’ knowledge, understanding and attitudes about autism and the
complexities of co-occurring conditions that may present differently in autistic people than
other patient groups;

- Improved understanding of the risks and protective factors of health outcomes for autistic
people across the lifespan;

«  Better understanding of the long-term impacts of medication use in autistic people;

« Reducing communication barriers and adding more accessible access routes into health
services, such as making changes to avoid reliance on phone-based booking systems;

- Management of anxiety and uncertainty, for example by keeping appointments on time where
possible;

- Addressing sensory issues that present barriers for autistic people in healthcare environments.

We know there will be challenges, but we believe these are not without solutions. With the evolving
picture of GP practice in the UK, we have opportunities to try new ways of delivering healthcare:

an example is how quickly telemedicine was adopted during the Covid-19 pandemic. The positive
response from GPs signing up to trialling the health check and beginning to offer autism health checks
independently of widescale implementation shows there is enthusiasm for improving healthcare for
autistic people.

Testing of the health check is being delivered in the context of changes to the NHS that aim to

help people live happier and longer lives,® including the new Oliver McGowan mandatory autism
training*® being co-produced with autistic people, which aims to ensure all professionals have a

good understanding of autism and reasonable adjustments. The NHS is introducing a reasonable
adjustments flag to ensure the support people need is recorded across the health service. New
information dashboards will also track autistic people's outcomes and use of services across sectors
of care.” The Department of Health and Social Care made £1.25 million available to ensure every
Integrated Care System has a named autism and learning disability champion, and a named executive
lead for autism and learning disability on every integrated care board.>* The health service has become
more aware of neurodiversity among both staff and patients in recent years, contributing towards a
culture of inclusivity and understanding.
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Making health checks work for autistic people

Implementation science suggests that successful health behaviour change, such as uptake of the
autism health check, depends on addressing three factors that influence behaviour of providers and
patients: capability, opportunity and motivation.*® The evidence on learning disability health checks
and preliminary findings from research on attitudes towards health checks among autistic people,
their supporters and NHS clinicians towards health checks, has helped us anticipate the main areas
that could represent challenges and opportunities for implementation. This is where we can focus our
health checks work alongside our partner projects and existing work that is already ongoing, such as
training, to ensure all autistic people who are eligible for the health check are offered one, as well as to
maximise uptake and success of health check appointments.

Capability - Providers should feel they have the skills and knowledge needed to
carry out health checks, including understanding autism and reasonable
adjustments.

- Autistic people should be aware they are entitled to a health check,
understand what it is for, are invited and are able to attend the appointment.

Opportunity «  Services should have enough resources and staff so that health checks can
be carried out as planned, including attending training.

»  Systems should be in place to make the process as efficient as possible.

«  Services should make adjustments so that autistic people get the best
outcomes from the appointment and all their concerns are addressed.

«  Services should make an effort to reach less visible autistic people including
those who don't currently access healthcare or who are marginalised in
multiple ways.

Motivation « NHS and care staff understand why autism health checks are important for
addressing health inequalities and saving time and costs for services. They
will not see the health check as a box-ticking exercise.

» Autistic people feel confident to attend the health check and feel they can
trust services to provide the care they need.

By approaching the health checks goal from multiple angles, we can begin to address these needs,
and make recommendations that put people at ease about having their health concerns addressed.

Autistica have chosen to focus our efforts on research to start with. By supporting and funding
research using the most rigorous methods available we will start to develop a clear idea of whether
health checks for autistic adults are feasible, effective at detecting new health problems and
acceptable for autistic people and primary care providers. This will be a significant step towards
building an evidence base - as this grows NHS England will be able to make decisions such as who
may be eligible for the autism health check and how it could be funded.



How to make breakthroughs

The pipeline for developing a rigorous healthcare intervention

Developing tailored health checks - It is critical we get this right, to ensure the
health check works for autistic people and the NHS. Evidence is growing on barriers to healthcare
experienced by autistic adults, helped by Autistica-funded research at Newcastle University which
systematically reviewed research on this?'. Understanding the barriers and health inequalities faced
by autistic adults can help establish what the focus of health checks should be and how health
checks may best be adapted for use with autistic adults, including any additional training needed
for professionals. Further consultation with the autistic and medical communities, and other key
stakeholders, will be essential to developing an appropriate health check model.

Testing the health check - Our clinical research partners at Newcastle University and
Cumbria, Northumberland Tyne and Wear NHS Foundation Trust have developed a prototype health
check, with a trial of its clinical and cost-effectiveness running until 2024. If successful, the materials
will be shared with primary care services via NHS England. A less successful trial would indicate
where the health check materials may need modification or where research needs to take a different
approach.

Implementing health checks - This stage is about ensuring the NHS is equipped to use
the health check, once finalised from what is learnt through the research trials. We will

work with commissioners and GPs to find out the best ways to embed health checks into day-to-day
primary care practice. This includes exploring ways of improving recording of autism diagnosis on
medical records to ensure all autistic people eligible for a health check are offered one, and automating
the process to reduce hassle for patients and providers. We also need to make sure GPs, patients and
everyone who supports them, understands that the autism health check is an important step towards
reducing mortality and other health inequalities.

Improving the health check and preparing the health service for long-term delivery
Part of the value of a health check is that it gives everyone involved (from doctor, to
receptionist, to patient) a focal point, which increases the chances of ‘getting it right However, we
need to ensure that we remove any remaining barriers for providers and patients. A body of evidence
from ongoing research which can demonstrate the best ways to improve uptake and quality of health
checks will be essential to supporting the NHS and patients to get the benefits from health checks
long-term.

By 2030...
Develop Tailored Health Checks Implement Health Checks Make Healthcare Appointments
Accessible
Health checks will be co-designed GPs will be prepared and GPs will be empowered to adjust
and rigorously tested with autistic | resourced to deliver annual health | appointments to suit each autistic
people, families and GPs checks to autistic adults on the person's needs
NHS

10



The price of success

This plan could unlock billions

Each year, vast sums of money are spent on care, support and interventions for autistic people, but
autistic people still show poorer outcomes compared to other disability groups.** Support is often
insufficient and only delivered at the point of crisis, leaving many with unmet needs and unable to
participate in society the way they would like to. Adding in the resulting lost earnings and need for
long-term support, the cost to the economy is estimated to be £32 billion a year.®

We believe we can save costs by investing in the health check as a preventative form of healthcare to
avoid more costly and invasive crisis support and reduce the inequalities that go on to impact other
areas of autistic people’s lives. For this reason, the government has already given health checks for
autistic people serious consideration. Autistic people who are healthy and have a good quality of life
have a great deal to contribute to society, so it makes economic sense to continue supporting this goal.

Develop tailored checks Investment needed

Co-design the optimal health check
Autism research with co-production at the core

A joint randomised controlled trial
Building the evidence base for health checks

£1.2 million - Already invested by
Autistica and NHS England

v

Develop the evidence base
Investment in research to build on existing evidence

A national commissioning agreement
Ensuring commitment to improving autistic health

Implement health checks

Investment from trusts and
foundations and the NHS as research
priorities are identified

Delivery of health checks estimated
at £200 per patient for the current
model being piloted

Pre-appointment questionnaire
Enhancing communication between patients and
professionals

Developed by Newcastle University.
NHS England considering a zero-cost
option for integration of digital tools
into current systems

Training and guidance
Supporting clinicians to understand their autistic patients

Online training programme. If
successful, delivery will be through
Health Education England

Autistica policy commitments
Future priorities and actions for health checks

£16,900 to be spent by Autistica
on engagement workshops and
campaigning

Projects Autistica has invested in
Amount already invested by public bodies

Over £500,000
Over £700,000
£200 million needed



Projects to enable
breakthroughs



Co-designing the optimal health check

Autistica’s health checks strategy started in response to our 2016 report on high rates of early death in
autistic people,' which prompted considerable thinking around health inequalities and how these could
be addressed. This led to an international priority-setting summit on health and wellbeing, including
world-leading researchers, autistic adults, relatives and healthcare professionals, which identified
designing and testing health checks as a top priority.’

Autistica launched a competitive grant process with generous funding from the Peter Sowerby
Foundation, won by an impressive international consortium led by Newcastle University. They aimed
not to simply extend the learning disability health check to autistic people, but to co-design and pilot

a new autism health check tailored to be appropriate for all autistic adults. We also commissioned
researchers at UCL to carry out a project on behavioural insights, looking into health provider and
patient attitudes towards the autism health check to help understand the challenges and opportunities
for implementation.

In 2019, the goal of development and testing of an autism health check was adopted into the NHS
Long Term Plan® and in 2020, NHS England partnered with Autistica and the Peter Sowerby to fund
a health check pilot trial. In 2022, Autistica helped get health checks recognised as a priority for NHS
autism research.*®

«  Autistica mortality report published highlighting health inequalities and generating
discussion
«  The Westminster Commission on Autism made health checks a key recommendation

« Autistica held a global health and wellbeing summit with autistic adults, relatives,
researchers and health professionals
«  The summit identified designing and testing health checks as a top priority

«  Autistica funded a competitive grant process for research to co-design and pilot the
health check, awarded to Newcastle University

The NHS Long Term Plan made a commitment to health checks for autistic adults
Health checks research commenced

«  NHS England joined as a partner on the health check study in preparation for
randomised controlled trial

«  UCL Behavioural Insights project completed
«  NHS research demand signalling for autism highlights priority areas for further
research

«  Randomised Controlled Trial now underway

O OOOOOO
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Autistic people, healthcare professionals and researchers have been involved throughout, from

initial scoping of the idea at Autistica's physical health and wellbeing summit through to our ongoing
implementation planning. The grant was co-written and reviewed by autistic people, GPs and leading
scientists from across the world; the competing proposals were evaluated by autistic people, relatives,
researchers and clinicians from Autistica’s expert Scientific Review Panel. The health check funded

by the Peter Sowerby Foundation and NHS England has been designed and delivered by Newcastle
University's collaborative consortium including autistic and clinical study team members (e.g. GPs).

Researchers will carefully study the feasibility of carrying out health checks, with a randomised
controlled trial (RCT) underway to measure clinical and cost effectiveness, and the extent to which
unmet health and social care needs are identified and addressed through the health checks. The
health check trial would also include a health economic analysis to tell us how identifying previously
unmet health needs could potentially improve an autistic person’s health related quality of life and
increase their quality adjusted life years (QALY's - the number of life years and the quality of a person’s
life in that period, affected by an intervention).®> What happens next will depend on research findings,
but where hurdles are identified, we will be prepared to work on solutions and support further testing.
We are already working with NHS England to scope out barriers to implementing health checks for
autistic adults and ways to mitigate these.

Newcastle University's research and co-design work has identified autistic people’s health priorities
and preferences that have been incorporated to create a biopsychosocial and truly tailored health
check, going beyond physical health to include mental health, social support and access to services®
(Figure 3), which may help to develop an understanding of overall quality of life. This includes a one-to-
one consultation with a clinician who has received specialist training who will help identify a suitable
course of action to address any newly identified concerns - this could be a new medication, referral to
a screening programme, psychological therapy, a social care referral or social prescribing opportunity.
The trial will help to indicate how further research should establish if the Newcastle health check
model is likely to be effective and acceptable.

«  Seizures
»  Medication
»  Physical assessment

«  Health promotion
(healthy lifestyle)

Physical
health

« Low mood
*  Anxiety

»  Living situation
Personal «  Family history

life «  Finance
«  Caring responsibilities

The health check includes...

. - Safeguarding

Services -« Social support
and support «  Service usage
«  Check-ups

Figure 3. Examples of some components and potential outcomes of the trial health check
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UCL behavioural insights study
Informing policy priorities

Why is this important? GPs and other primary care staff have extremely high workloads and
experience many demands on their time, in the context of working for a health service experiencing a
backlog from the pressures of the Covid-19 pandemic. Delivering health checks for all autistic adults is
a difficult ask, but one that may ultimately save resources through preventing problems from escalating
and reducing the need for more invasive crisis care. Research and consultation are needed to make the
process as straightforward as possible and ensure that GP practices are supported in delivering health
checks for all autistic adults to reduce mortality and health inequalities.

What is the current situation? Autistica commissioned researchers at UCL to carry out a behavioural
insights study to investigate the attitudes of primary care professionals and autistic people towards

the autism health check.*® Responses highlighted funding and resourcing, such as staff shortages,

as barriers to delivering the health check for autistic adults. Primary care professionals were also
concerned about the frequency of having to deliver the health check annually for every patient.
However, they were open to solutions to reduce time and effort in implementing the health check, and
consideration of professionals other than GPs delivering health checks.

“This has to start with funding and resources [but] there’s no point funding it if we can’t
recruit nurses and GPs to do the reviews. A review with a lesser trained person would
probably be a pointless tick-boxing activity. Until general practice is better resourced it
cannot take on more work.” - Healthcare professional

Professionals in the study did not always recognise the barriers autistic people faced when accessing
healthcare. For example, they did not highlight communication as a barrier. Autistic adults thought
professionals should receive more training on how iliness and pain can look different for autistic
people, to give professionals a better understanding of autism and common co-occurring conditions.

“[1] would need more information/training around specific issues affecting autistic
people and advice on the best way to address these.” - Healthcare professional

Professionals welcomed the opportunity to receive more training on making their practice inclusive for
autistic people. They also favoured the idea of having a dedicated expert member of staff to work with
autistic patients and champion the health check scheme but noted this may only be feasible in larger
practices.

The study led to 3 overall recommendations:

« Delegation of health check delivery, such as involving a variety of clinicians to carry out
different parts of the health check

« Addressing funding and resourcing concerns by automating as much of the process as
possible and building health checks into current commissioning structures

«  Providing evidence on the importance and impact of health checks on autistic people and a
rationale for the time frame

“Whilst I do not have to be persuaded that people with autism and LD need annual
health checks, | would want to see evidence that there are clear benefits in terms of
reduction in morbidity and mortality for health checks in the non-LD population as
there are significant opportunity costs for the diversion of NHS time and resources to
this group.” - Healthcare professional

15



Autistica has:

- Commissioned the behavioural insights study with primary care professionals and autistic
adults, to understand the context surrounding health checks and the subjective barriers and
enablers to delivering health checks.

- Continued to campaign and lobby for recognition of health checks as a priority for research and
practice by policymakers.

- Held interactive workshops with key stakeholders to explore responses to the barriers and
recommendations suggested by this research in the primary care context.

Autistica will:

1 Steer and monitor the evolving research landscape on health checks to evaluate the potential
effectiveness and acceptability of different delivery models.

2 Build on evaluation to subsequently update our Health Checks Goal Plan, identifying ways to
work towards implementation, consulting closely with NHS England throughout.

3 When the most effective model has been identified, we will develop a dynamic campaign,
co-produced with autistic people, to encourage awareness of the importance of health checks
among patients and healthcare professionals.

4 Continue to explore the development of healthcare toolkits for GPs and advocacy materials for
patients

5 Support making reasonable adjustments to care for autistic patients.

6 Fund research to gather evidence on the best methods of delivery likely to be acceptable and
effective for both healthcare providers and patients, making recommendations for alternative
models where the evidence suggests these are needed.

16



An NHS England joint randomised controlled trial

High quality research is needed to meet NHS priorities for testing the uptake, quality, accessibility and
adaptability of health checks,*® and to make recommendations for their delivery within GP practice.
The consortium at Newcastle University are using a randomised controlled trial (RCT), co-funded by
NHS England, to test the success of their health check model for autistic adults. RCTs are the gold
standard for research of this type. By enrolling GP practices and patients into either an active or control
group, so that some deliver health checks to their autistic patients (active group) while others continue
their usual care (control group), researchers can study the differences the health check makes to those
who receive it, compared to those who do not. Practices are randomly assigned to groups, to ensure
there are no other major differences between the groups other than who receives the health check.
This is one of the largest rigorous scientific health care trials, to date, of a service-level intervention for
autistic people.

- Stage 1- Completed: Researchers carried out literature reviews, surveys and focus groups
to identify barriers and facilitators to primary healthcare access and health checks for autistic
adultsl21,25,40,50

Key Findings

- Over 70% of a large and diverse sample of autistic people thought a primary care health
check is needed

- Over 80% said they would want to be contacted before the health check to provide
information about their health needs and let their GP know what reasonable adjustments they
would need

- Health professionals in the study were in favour of updating the healthcare offer for autistic
adults and receiving additional training about autism in adults

- Stage 2 - Completed: Researchers developed the health check materials and a training
package in collaboration with autistic adults, supporters and healthcare professionals.”’

Outcomes
- Development of a pre-appointment questionnaire to be completed before the health check,
including questions about access needs and reasonable adjustments
- Atraining package building on existing training with additional information about the health
check, reasonable adjustments and the trial procedures

- Stage 3 - In progress: The randomised controlled trial aims to test if this type of health
check is successful in identifying new health and care needs for autistic people, feasible for
primary care practices to deliver and acceptable to healthcare providers and autistic people.
Importantly, researchers will also make sure the health check is not causing harm to autistic
people’s health or quality of life. The trial also aims to find out if the health check is cost-
effective for services and how it changes people’s use of services. As trial data begins to be
published over the next few years, this will start to build a picture of the effectiveness and
feasibility of health checks for autistic people. NHS England will soon be able to start to make
decisions about how the health check could be implemented in primary care practice across
the NHS.

Other research and smaller localised projects are also being carried out, although this trial has the
largest amount of funding for a project on health checks for autistic adults supported by NHS England.
All research taking place in this area will be extremely valuable for building the evidence base which
will inform the final model of autism health checks.
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Building the evidence base for health checks

We recognise the extreme pressure the NHS is under and that the health service must make difficult
decisions about which services to commission. Health checks will only be commissioned for the NHS if
research can demonstrate good evidence that they can detect new health problems early, are feasible
for GPs and are considered acceptable by autistic adults. An established body of evidence suggests
this can be the case for annual health checks for people with learning disabilities. The trial will begin to
answer these questions for the new health check for autistic adults.

However, the randomised controlled trial doesn't tell us:

« The long-term impacts of having a health check each year on autistic people's health or the
NHS

« How the health check model that has been developed for the trial compares to other models
in supporting the health needs and adjustments for autistic patients. For example, whether
autistic people with learning disabilities might benefit more from this kind of autism health
check or the pre-established learning disability health check.

« If the health check captures the needs of autistic people in underrepresented groups who may
have less contact with GPs

« How health checks may work for people in residential or inpatient settings or the criminal
justice system

These questions will require further research so that NHS England can continue to refine the health
check and assess the value of further commissioning. This is a measured process and each step is
dependent on the work that happens before it.

Research

A health check model must show evidence of | Further research will be crucial to answering the
benefit and not do harm to patients or the NHS questions that one trial alone cannot address

NHS Investment

The developing evidence base will put NHS England in a position to decide whether to
commission an NHS autism health check and/or invest in further research

Implementation
NHS England will share health check materials Patients will start being invited to their health
with GP practices and provide training to staff check

Improving health checks

The developing evidence base will provide insight on how to improve quality, accessibility,
uptake and outcomes of health checks
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What if the trial doesn’t find positive results?

Although Autistica and the NHS have put substantial investment into this research, we know that null
results are just as important as positive results. Pushing ahead with an intervention that is ineffective,
inefficient or a negative experience for autistic people could do more harm than good to autistic
patients and the NHS. The health check will remain a commitment for Autistica and the NHS, but it's
important we keep testing different approaches to find the right model and demonstrate real value for
autistic people.

The funding for Newcastle University's RCT has helped researchers, the NHS and Autistica gather a
vast amount of information on autistic people’s experiences of accessing healthcare. It is also helping
to inform health professionals’ understanding of autistic people's healthcare needs. Autistica, NHS
England and the government can use this information to continue educating and campaigning for
better health care for autistic people across all sectors of the health service. There has been a high
level of community involvement that has driven the development of a health check and training
materials for the trial; these useful resources could be applied to other contexts or future research
studies.
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Interactive workshops
Working together on implementation priorities

NHS England, with input from Autistica, have identified some key areas of priority for strengthening
the evidence base for the autism health check,*® while Autistica’s partnership with UCL led to
recommendations for implementation to maximise health check acceptability for healthcare providers
and patients. While the trial is underway, Autistica hosted online workshops in January 2023. These
brought together different stakeholders, including autistic people, their supporters, health service
commissioners and policymakers, GPs and researchers. People involved in the workshops have been
giving us their views on how the issues affect them and may create barriers to delivering or accessing
health checks. The groups have discussed solutions to help answer the questions that are not being
directly addressed by the research trial.

Aims of workshops

«  Consulting with the medical and autistic communities on issues that matter will help make
sure that healthcare research, policy and practice will help autistic people feel confident to use
health services and attend health checks, knowing that their needs will be understood and
accommodated, whether attending independently or with a supporter and whatever the level of
support needed. Workshops have gathered views and opinions to help commissioners consider
the benefits and challenges of different delivery models and actions that could be made to
support equitable health check delivery.

«  We can apply for grants to support research, meaning if any ideas require further research we
can find the best researchers and support them financially to achieve these aims.

«  We want to campaign to help doctors and patients become aware of the importance of the
health check - along with other changes such as training, accessible environments and
communication.

Workshop topics

Reducing the workload for health check delivery

Autistica’s goal: Listen to suggestions from healthcare providers and patients on how to introduce
more efficient systems and how to do this without compromising accessibility or quality for autistic
people.

Identifying who needs a health check and reaching underserved groups

Autistica’s goal: Advise decision-makers on adapting materials and procedures and to consider

the most vulnerable autistic people a priority in delivery of health checks, to ensure no group is
underserved or invisible. We want to build trust, agency and empowerment for autistic people around
the use of diagnostic and health data in identifying who to invite for a health check.

Finding out which health check models best support communication and accessibility needs

Autistica’s goal: Inform commissioners, GPs and primary care practices on accessible communication
for autistic people and continue to campaign for more digital and remote options.

Creating accessible information about health checks

Autistica’s goal: Co-produce campaigns and information to guide and motivate autistic people and
GPs about the need for health checks and what to expect.
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Autistica policy commitments

v/ Made the case for health checks to the »  Consult with a range of autistic adults,
government so that a health check for autistic supporters, healthcare professionals and
adults is now a goal of the Autism Strategy and commissioners to ensure any future delivery
NHS Long Term Plan of health checks is accessible for patients and

doesn't leave any group underserved or invisible
v/ Secured funding which has supported

researchers to coproduce and pilot a prototype »  Support with securing funding for further
health check, pre-appointment questionnaire and research to build on the existing evidence base
training package by engaging with trusts and foundations

/ Worked with NHS England to develop our health | ” Continue to work with NHS England to explore,

checks plan and inform future research and trial, develop and test feasible solutions to a
implementation priorities tailored health check for autistic people

/ Gathered behavioural insights into barriers to »  Help to coproduce patient information and
health checks for GPs and patients to inform campaigns focused on helping autistic people
coproduction workshops make informed choices and advocate for their

needs in healthcare

»  Lobby the government to continue to tackle
health inequalities affecting autistic people
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Conclusion
A call to action

Improving health outcomes for autistic people needs coordinated action from individuals, services
and Commissioners. Autistica has helped drive the conversation on health checks to make this a
serious consideration by government and fund cutting edge research that aims to bring real benefits
for autistic people's health, including reducing early mortality. We understand the value of consulting
with autistic people and their supporters at each step to ensure our work has been led by community
priorities. By working together with NHS England, the Department of Health and Social Care, and
researchers, we have set out our goal for continuing to develop and test a health check for autistic
people. This plan will take us up to 2025, at which point we will review the progress and evidence for
health checks in autistic adults and their suitability for NHS delivery. We'll work with stakeholders to
co-develop an implementation plan setting out how we will support health check delivery. This could
include funding further research, coproducing patient information and campaigning to raise awareness
of the health check.

We can’t achieve our goals alone. We need funders, advisors and champions to make change
happen. If you can support this goal in any way, please get in touch. Contact research@autistica.org.uk
for research enquiries and info@autistica.org.uk for all other enquiries.

About Autistica

Autistica is the UK's leading autism research and campaigning charity. Our vision is a world where
every autistic person lives a happy, healthy, long life.

Our mission is to create breakthroughs by funding research, shaping policy and working with autistic
people to make more of a difference.

Our Goals: by 2030...

Public spaces will be more
accessible for neurodivergent
people

All autistic people will have
proven support from day one

Every autistic adult will be

The employment rate for autistic offoredaveartvitailored|health

people will double

check
All autistic people will have Attitudes to autistic people will
proven treatments for anxiety change
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