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Mental Health and Autism in Norfolk: What people have told us

Introduction

During the development of the Norfolk All Age Autism Strategy refresh 2024-2029 and
through other methods of engaging with Autistic people it has become clear that many, if not
most, autistic people in Norfolk struggle and fail to be accepted and to stay engaged with the
current mental health provisions offered through Norfolk & Suffolk Foundation trust.

The Norfolk Autism Partnership Board, it's partners and members would like the Norfolk and
Waveney care Board to consider how the current mental health services and provisions
deliver, engage with and support autistic people in Norfolk with or without a diagnosis and
how they can facilitate this support to be ongoing through the different stages of someone’s
life.

Background

Between 1998 and 2018 there was a 787% increase in the number of people who had a new
autism diagnosis added to their primary care record in a given year. ' The National Autism
strategy reports that 1 in 100 people are autistic?>. However, a recent study by the University
College London suggests a more realistic figure would be that 1-3% of the population are
autistic, meaning that in the UK there are over 1.2 million autistic people.® This means in the
Norfolk there are an estimated 27,400 autistic people.* Autistica then estimate that between
70-80% of autistic people experience ill mental health during their lifetime °, using the
previous figures we can safely estimate that 19,180 — 21,920 autistic people that experience
il mental health in Norfolk and are unable to access appropriate Mental Health support. In
2024 NHS data shows that 2045 autistic people and people with a learning disability are in a
mental health hospital in England, 67% of these people are autistic®. The Building the Right
Support national plan 2022 states that all autistic people should be able to live full lives in
their community, in their home with access to care that is right for them, when and where
they need it.’

NHS England: Meeting the needs of autistic adults in mental health services - Guidance for
integrated care boards, health organisations and wider system partners. States that “The
numbers of people diagnosed as autistic in mental health inpatient settings is increasing;
data collected by NHS England tells us that there was an increase of 7.3% in the numbers of
autistic inpatients (both with and without a learning disability) in mental health hospitals
between March 2017 and August 2023 and an increase of 51.3% in the numbers of autistic
inpatients without a learning disability in the same timeframe. More work is needed to ensure
all mental health services are accessible to autistic adults and have capacity to meet their
mental health needs, which can range from mild to severe.”®

Autistic adults are up to seven times more likely to die by suicide than non-autistic adults °
with suicide being the leading cause of early death in autistic people without a learning
disability ' Prevalence of non-suicidal self-injury in autistic people is also high, with a recent
meta-analysis suggesting this may be around 42%"". The national suicide prevention
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strategy recognises autistic people as a priority group'? and the Norfolk Autism
Safeguarding board has autistic people recorded on their risk register™s.

Many people told us that they are refused a mental health service just because they are
autistic regardless of the Greenlight Toolkit that Norfolk and Suffolk Foundation trust have
published ™

Evidence for early intervention and appropriate autism aligned mental health services.

Through all discussion with autistic people and our partners there has been a greater call for
early intervention to support autistic people’s mental health, as with low level intervention as
ill health begins to emerge can not only be more effective but delivered at a reduced cost
and quicker than a high-level intervention.

“Failure to provide mental health support to autistic adults when they seek it can result in
people’s symptoms becoming more acute and more chronic, which in turn increases the
likelihood they will require more restrictive and more costly care.”'®

Alongside early intervention there is also an argument for more timely and increased access
to appropriate support and diagnostic assessment. Delayed access to assessment,
diagnosis and support is also associated with a greater risk for developing physical and
mental health conditions.®

The current waiting times in Norfolk for an assessment for autism mirrors the current picture,
with adults waiting up to 4 years and children and young people 4-5 years. Both the
Neurodevelopmental service (Children and Young people’s diagnostic service) & Autism
Service Norfolk (Adults diagnostic service) are unable to meet the NICE guidelines of no one
waiting for more than 13 weeks from referral to first appointment.® If referrals continue at their
present rate and action is not taken to enable more assessments to be completed, the waiting
times will continue to increase each month.'”

Norfolk Autism Forum

The Autism Norfolk Forum is a place for autistic people of all ages and their families, along
with anyone with an interest in autism, to engage with each other. It’s a place where you can
share your experiences of autism in the knowledge that it will inform the current and future
priorities of the Norfolk Autism Partnership Board.

On the 215t°" January 2025 we held a forum and asked our attendees three questions:

e Have you been able to access an autism-aligned mental health service in Norfolk?
¢ Did it meet your needs as an autistic person?
¢ What did or could have made it better for you?

These are the main themes that came out of the discussion:
1. Dual Diagnosis and Access Challenges:

e Individuals with co-occurring ADHD and ASD face systemic barriers; being on
one service's waiting list can block access to others.

e Mental Health (MH) crises are often misidentified in autistic individuals, with
autistic burnout mistaken for depression.

2. Lack of Joined-Up Services:
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¢ Norfolk's approach is fragmented compared to Liverpool's holistic model, where
specific autistic needs are integrated into care.

3. Miscommunication and Dismissal:

o Professionals often misinterpret autistic behaviours, leading to feelings of
gaslighting and blame.

e Autistic individuals frequently face rigid systems ill-suited to their unique needs.

4. Holistic and Person-Centred Care:

e Successful interventions involved recognising individual autistic traits, interests,
and sensory sensitivities.

5. Structural Issues in Service Design:

e Services are inflexible and lack a cohesive framework to address neurodivergent
needs effectively.

Autistic people in Norfolk have told us:

mental health support for autistic people needs to be more available. This includes
therapy and counselling being adapted so that they are appropriate for autistic
people.

better support is needed to stop autistic people going into crisis.

waiting times for an autism diagnosis should be reduced.

Case studies of four attendees has been included in the appendix of this report
to illustrate the above points.

Our ask of the Norfolk and Waveney Integrated Care Board

A specific, inclusive and Holistic Mental Health Service for Neurodivergent Adults and
Young People that is needs lead and not restrictive in its practice. Looking at how
best the service can be delivered to meet each’s person preferred delivery method,
i.e. face to face, virtually, phone.

The establishment of Neurodiversity hubs that can act as a drop in and outreach for
ad hoc advice and guidance but also a place to form community relationships and
friendships, manned by trained staff on the broad needs of neurodiverse people. To
address the pandemic of loneliness amongst Neurodivergent people.

Culturally, a move away from a purely Medical Model of Autism and embrace the
Social Model of Neurodivergent people when offering support and services.

A co-produced, alongside Neurodivergent people, plan to reduce the Diagnostic
waiting times for both young people and Adults in Norfolk to bring it in line with or
surpass the NHS target of 18 weeks and a commitment to offer pre-diagnostic
support and post diagnostic support offered alongside any diagnostic process.
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Appendix 1: Case Studies
o Case Study 1: Navigating Burnout and Misunderstanding

James, an autistic man with ADHD, sensed an autistic burnout building towards the end of
August 2024. Despite recognising the signs, his struggles were misinterpreted as a mental
health crisis. Referred to Norfolk’s Crisis Team, James encountered staff with limited
understanding of autistic needs. A nurse once insisted on holding a meeting in a room with a
distracting clock, dismissing James’s sensory discomfort with, “There’s nothing we can do
about it.”

After enduring weeks of frustration, James found a professional who genuinely understood
autism. This person adapted their approach, building trust and easing James’s anxiety.
However, systemic barriers remained. James felt trapped between ADHD and autism
services, unable to access both simultaneously. Ultimately, he sought help in Liverpool,
where care was far more autism sensitive. Staff their tailored therapy around his hobbies
and needs, considering sensory environments rather than imposing unsuitable ones. The
experience left James feeling validated for the first time but highlighted the glaring disparities
in care between regions.

e Case Study 2: Misinterpretation and Gaslighting

Sophie, an autistic woman in her late twenties, struggled to access mental health support in
Norfolk. Her presentation—more intellectual than emotional—confused professionals who
misjudged her as not being “in crisis.” Sophie internalised their dismissals, often thinking, “/f
they say I'm fine, maybe | am just making this up.”

These experiences eroded her confidence in seeking help, making her feel gaslit by the
system. Each attempt to access care felt like a battle, with Sophie stuck in a loop of justifying
her struggles to professionals who didn’t understand autism. The emotional toll left her
feeling isolated and unsupported, exacerbating her challenges.

e Case Study 3: A Parent’s Fight for Support

Laura, the mother of two autistic teens, had been advocating for support for five years. Her
experience with Norfolk’s services was riddled with confusion and frustration. Promises of
help were frequently revoked or unclear, leaving her family “hanging” without direction.

One particularly disheartening moment occurred when a mental health practitioner
dismissed her concerns, saying, “That’s an autism issue, not a mental health one.” Laura
couldn’t understand why services compartmentalised her children’s struggles rather than
addressing their needs holistically. Over time, she noticed the toll this had on her children’s
mental health and her own. Despite occasional encounters with compassionate
professionals, the rigid system left her feeling abandoned and exhausted.

Page 5 of 6



o Case Study 4: Professional Challenges and Imposter Syndrome (Person 5)

Alex, an autistic professional working within a National Mental Health Trust, faced unique
challenges when seeking support. Aware of the stigma around autism in healthcare, Alex
hesitated to disclose their struggles to colleagues. When they finally approached a GP, their
difficulties were dismissed as “stress” and met with a generic offer of time off work.

Alex wrote to their GP in frustration, attempting to explain the difference between an autistic
meltdown and typical work stress. They felt like an imposter—unsure if they deserved help—
and the lack of understanding only reinforced their doubts. This cyclical frustration left Alex
questioning their ability to seek support effectively while navigating a system they
themselves worked within.
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