BWRDD PARTNERIAETH RHANBARTHOL
GOGLEDD CYMRU

NORTH WALES
REGIONAL PARTNERSHIP BOARD

Neurodivergence — evidence
summary

Contents
OVBIVIBW ...t 2
Challenges faced by people who are neurodivergent .............cooooiiiiiiiiiiniieeeeeeeiee, 3
Challenges faced by different groups of neurodivergent populations ..................... 4
EthNic MINOITIES ... 4
Challenges faced by autistic people ........cooo oo 4
VWOIMBIN... ettt n e e e nnnnnes 6
EthNic MINOIIES ... 6
1O o 1= i oT=T o] o [ 6
Challenges faced by people with ADHD ...........coooriiiiiiiiie e 7
LA 10 1= o TSROSOt 8
EthNic MINOITIES ... 8
Challenges faced by people with Autism and ADHD (AuDHD)........ccccceeeeviviiinnnnnn. 9
LT 10 1= o TSP TRRRTRRRRTRRNt 9
Challenges faced by people with developmental co-ordination disorder .............. 10
Challenges faced by people with Tourette syndrome or tic disorder .................... 10
{710 1= o TSR PTRRRRRRRRRt 11
SEAICH SIrATEY ... nnnne 12
REFEIENCES ... 13

Disclaimer: This evidence summary includes relevant literature
identified from searches on the above topic. It is not an exhaustive
list, it presents key finding and not recommendations for practice.



Overview

Neurodivergence is defined as having a brain that works differently and
neurodivergent is a term used to describe a person who has a brain that works
differently. This report looks at the issues that are faced by people who are
neurodivergent and the challenges they might face. It looks at the issues faced by
those who have specific types of neurodivergence including those who are autistic,
have attention deficit hyperactivity disorder (ADHD), developmental co-ordination
disorder (dyspraxia), and Tourette syndrome or tic disorders. It then looks at
additional issues that specific groups of people who are neurodivergent may
experience, these include people who are from ethnic minorities, women, and older
people.

The report focuses on research and reports based mainly on Wales or the UK.
Research from elsewhere is only included when relevant.



Challenges faced by people who are
neurodivergent

People who are neurodivergent may face challenges. These might include:

e Being more likely to experience significant distress and trauma '

e Their neurodivergence being viewed as negative by others '

e Being subjected to treatments to try and make them less neurodivergent

e Their struggles not being supported / accommodated *

e Their strengths may not always be recognised '

e Having to mask, hide their true selves or behaviours '

e Reduced confidence and well-being, and mental health struggles '

e Struggling with some environments, for example visiting new places, changes
to existing places, or sensory issues '

e Long delays in receiving a diagnosis and support '3

e Gaps in support for some neurodivergent conditions 2

e Those with co-occurring neurodivergent conditions or other co-occurring
difficulties such as mental ill health, or alcohol and substance misuse may
experience difficulties accessing services 3

e Not meeting diagnostic thresholds but still experiencing difficulties 3

e Difficulties accessing support while transitioning from child to adult services 3

e Having to actively ask to access services in Welsh 3

People who are neurodivergent are more likely to be out of employment than people
who are neurotypical.* Barriers to being in and remaining in employment may
include:

o Difficulties with social / communication issues, and workplace relationships *
e Lack of workplace adjustments 4

e Mental health issues and / or anxiety *

e Sensory issues with things like lighting, smells, sounds, or temperature 4

e Mental and physical exhaustion from masking their symptoms 4

e Experiencing stigma, or fear of disclosure of their diagnosis 4

e Not getting clear feedback about any issues *

e Recruitment and interview processes being difficult for them 4



Challenges faced by different groups of
neurodivergent populations

Ethnic minorities

Neurodivergent people from ethnic minorities may face additional challenges. These
might include:

e Being less likely to go for assessment / diagnosis 3

e Being underrepresented in post diagnostic support provided by
neurodevelopmental services 3

e Experiencing multiple forms of discrimination, inequality, and racism

e Increased risk of coming into contact with the criminal justice system °

e Not getting the support they need for harmful behaviours, due to stereotypes
of violence being a characteristic attributed to young black men °

e Assumptions that their behaviours are influenced by upbringing etc being
more likely, rather than due to distress and trauma due to unmet needs °

Challenges faced by autistic people

“The saddest thing for me as a late diagnosed person is that | spent
35 years feeling like everything was my fault. I'm sad for the person |
was as | should never have been made to feel like that for being
different.” Kris, an autistic adult ®

Quite often discussions around autism lean heavily around the difficulties, but it is
equally vital to recognise the unique strengths and talents that autistic individuals
have. '® However, autistic individuals do face challenges and we do need to be
mindful of these in order to support them more effectively, these challenges might
include:

e Difficulties with communication

e Struggling to understand and communicate their feelings '

e Finding it hard to cope with change '

e Sensory issues (lights, sounds, smells, tactile) -

e Being at increased risk of premature and avoidable deaths 72
e Experiencing poorer healthcare 8

e Being more likely to have co-occurring health conditions 628

e Long waits for assessment 7-°



e Lack of post diagnostic support °

e Reaching crisis before getting the help and support they need ’

e Some people being inappropriately detained in mental health hospitals 7811

e Experiencing inappropriate treatments such as overmedication, unnecessary
restraint, and solitary confinement in mental health hospitals 7-'

¢ Diagnostic overshadowing, assuming symptoms are due to autism meaning a
health condition goes undiagnosed ’

e Being at increased risk of mental health issues and suicide 6810

e Developing mental health issues due to masking, lack of suitable support,
and / or struggling to fit in 68

e Mental health support not meeting the needs of autistic people 3

e Masking their autistic traits to fit in which can be exhausting ©

e Their voices often being missed from consultations and decision making ’

e Experiencing stigma, discrimination, or a lack of understanding 612

e Struggling with executive functions such as planning, meeting goals,
organising and controlling unwanted impulses ©

e Issues when transitioning from children to adult services 3
Autistic people may experience barriers to accessing healthcare including:

e Staff lacking understanding of autism &13-15

e Communication differences, difficulties in processing information given to
them and in describing symptoms 813-15

e Sensory issues meaning the environment is overwhelming 81315

e Reluctance to seek help due to previous bad experiences '3

Many autistic people face issues with employment these might include:

e Being more likely to be unemployed, finding it hard to get a job 67.10.16
e Job application processes not being inclusive and accessible 67:10.12
e Work environments often lacking reasonable adjustments 7-10.16

e Strong focus on social skills in many jobs being off putting 2

e Feeling like they have to mask in the workplace 12

e A lack of clarity over what to expect 12



Undiagnosed autism can cause additional challenges. These might include:

e Increased risk of mental health issues '”
e Having social and relationship concerns 7

Women

Women who are autistic may face additional challenges. These might include:

e Being more likely to be misdiagnosed with mental health disorders *
e Lack of understanding in how autism can present in many females *
e Increased risk of delayed diagnosis ’

e Being better able to mask their difficulties 3

e Being more likely to be labelled as less competent 18

Ethnic minorities

People from ethnic minorities who are autistic can experience further challenges.
These might include:

e Experiencing racial discrimination and abuse '@
e Their diagnosis not being believed or accepted by their community '8
e Difficulties fitting into the expected cultural norms 18

Older people

Autistic older people can face additional challenges. These might include:

e Concerns over who will care for them in the future °

e Being more likely to worry about ageing and their physical health 2°

e Age-related decline, and worrying about still being able to articulate their
difficulties 1°

e Being more likely to become even more socially isolated 92

e Ageing support being designed for neurotypical people 2°

It is important to remember each autistic person is unique, they will have different
strengths and challenges, so we need to take the time to get to know the individual
to determine what support they need or would like.%1



Challenges faced by people with ADHD

Many people think of ADHD as a childhood condition, however, it is a lifelong
difference that can cause difficulties into adulthood.?' Some of the challenges people
with ADHD can face include:

e Long waits for a diagnosis %22

e Long waits for treatments resulting in accidents/unintentional injuries,
comorbidity, increased mortality, and suicide %2

e Going undetected if they don’t present as hyperactive or disruptive 23

e Difficulties with organisation and managing their time .31

e Struggling to focus, especially on tasks / topics they have little interest in, so
they may miss instructions or important details 1321

e Having issues with sleep 3

e Fidgeting or feeling restless or unable to sit still 2!

e Losing important items 2’

e Forgetting to do important things like attend appointments or pay bills 2!

e Having issues with and need support with relationships 3

e Variation in whether support services for adults are available 392223

e Limited support beyond medication 32

e Being at increased risk of mental iliness %3

e Being at increased risk of substance misuse 3

e Being likely to have co-occurring conditions 2

e Diagnostic overshadowing meaning co-occurring conditions can result in
ADHD being missed %3

e Experiencing blame for their symptoms / dismissal of ADHD 23

e Issues transitioning from child to adult services 23

e Treatment being denied due to issues with shared care %
Undiagnosed ADHD can cause additional challenges. These might include:

e Higher rates of mental health problems and suicide '/

e Being more likely to be an inpatient as a result of their mental health 17

e Increased risk of sleep related issues "7

e Being more likely to access healthcare including an increased number of GP
appointments and hospitalisations '*

e Being more likely to have had contact with the justice system 7

e Increased risk of substance abuse 17



e Higher rates of functional impairments (such as relationships, self-care,
money management, social interactions) '’

Women

Women with ADHD can face additional challenges. These might include:

e Being less likely to be diagnosed or receive a late diagnosis 23-2¢

e Being misunderstood and / or dismissed by professionals 2427

e Prejudice due to male stereotypes of what ADHD looks like 2627

e Diagnostic overshadowing, difficulties put down to existing, and often
misdiagnosed mental health issues 2426

e Being more likely to go undetected due to a more subtle presentation 23

e Isolating themselves socially due to negative attitudes 2*

e Being more likely to have low self-esteem 27

e Being more likely to have emotional dysregulation 2’

e Choosing not to disclose their diagnosis due to stigma 2’

e Traits compounding the stresses of motherhood 2426

e Hormones exacerbating symptoms for example following perimenopause and
menopause 2426

Women are more likely to have a delayed diagnosis and this can mean worse
outcomes for them. Some of the issues women face due to delayed diagnosis
include:

e Increased risk of mental health issues 2526
e Increased use of healthcare services 2°
e Increased risk of reduced educational outcomes 25

e Increased risk of having a teenage pregnancy 2526

Ethnic minorities

People from ethnic minorities with ADHD may face additional challenges. These may
include:

e Increased stigma from their communities 2*

e Questioning the validity of their diagnosis 24



Challenges faced by people with Autism and ADHD
(AuDHD)

Autism and ADHD often occur together, this is often referred to as AuDHD for short.
People who are AuDHD face the challenges outlined above for autistic people and
those with ADHD, but they may also face additional challenges. These might include:

e Delayed diagnosis or diagnosis being more difficult due to conflicting traits 28

e Having to go through two diagnoses, and the time and stress that can take 22

e Experiencing difficulties linked with both autism and ADHD 2°30

e Their traits may conflict with each other, for example being overstimulated by
socialising but craving social interaction 230

Women

Women who are AuDHD can also face further challenges. These might include:

e Not wanting to disclose their diagnosis for fear of not being believed 3132

e Being more likely to mask to fit in and meet gender expectations 32

e Being more likely to experience struggles internally making it hard for people
to realise that they need support 32

e Their difficulties being dismissed, due to gendered stereotypes 3132

e Often being diagnosed later 3

e Late diagnosis impacting the formation of their identity and how they make
sense of their lives 3

e Being more likely to be wrongly diagnosed with a mental health issue, like
bipolar, instead of autism and ADHD 32

e Being more vulnerable to sexual assault and abusive relationships,
particularly when undiagnosed 32

e Psychological and physical symptoms from the trauma of living with
undiagnosed neurodivergence 32

e Female hormones (menstruation, pregnancy, after birth, perimenopause, and
menopause) exacerbating any struggles 32

e Being at increased risk of self-harm and suicidal behaviour 32

e Being more likely to have neurodivergent children which can bring additional
parenting challenges 2

e Expectations of what a good mother looks like leading to low self-esteem,
shame, and poor mental health 32



Challenges faced by people with developmental
co-ordination disorder

People with developmental co-ordination disorder can have a range of difficulties. It
is important to recognise that these difficulties can present and impact people
differently, so we need to take an individualised approach when providing support.33
Some of the challenges people with developmental co-ordination disorder may face
include:

e A lack of awareness of the condition 3334

e Impact on their self-esteem and mental health 34

e Difficulties with everyday tasks 33

e Taking longer to learn new skills 33

e A lack of appropriate support, usually tailored to other conditions 33
e Issues with navigation, time management, and organisation 33

e Fatigue because completing day to day tasks can be exhausting 33

Challenges faced by people with Tourette syndrome
or tic disorder

People with Tourette syndrome or tic disorder may face challenges. These might
include:

e Variation in whether services can diagnose and treat them 3°

e Variation in whether support services for adults are available °

e Lack of specialist services 3536

e Not receiving appropriate treatments / therapies 3637

e Lack of understanding of conditions by healthcare professionals 27

e Experiencing stigma, discrimination, and exclusion 36:38.3°

e Self-stigma, feeling inferior due to their condition 3°

e Their condition being trivialised or made a joke of 36:3°

¢ Alack of reasonable adjustments limiting their opportunities in work,
education, and training 36

e Suppressing tics, leading to mental and physical exhaustion 36.3°

e Having co-occurring conditions such as mood disorders, OCD, and ADHD 4°

e Concealing their condition to avoid stigma / discrimination 3°

e Being refused employment, or denied development opportunities 3°
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Women

Women with Tourette syndrome or tic disorders may experience additional
challenges. These might include:

e Self-stigma, not feeling normal, impacting on their well-being 4
e Feeling like their tics go against gender stereotypes #!
e Feeling they have to hide their true self 4!

e Loneliness and isolation, often feeling rejected socially #'
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Search strategy

Basic searches of Senedd Research, Gov.wales, Insight Collective, and Google
were completed. A detailed search of Scopus was also completed.

Scopus

autistic OR autism OR ADHD OR “attention deficit” OR dyspraxia®* OR
“‘developmental co-ordination” OR Tourette* OR “tic disorder®” OR tics OR
neurodiver* (abstract)

AND

need* OR requirement* OR demand* OR support® OR assistance OR help OR
barrier* OR challenge* OR obstacle* OR issue* OR problem* OR difficult* OR
concern* OR risk* (abstract)

AND

england OR scotland OR wales OR "united kingdom" OR UK OR Britain (affiliation
country)

AND NOT

child OR children OR youth OR adolescen* OR teen* OR infant* OR toddler* OR
school* (article title, abstract, keywords)

Limit: 2021-2026
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