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Child of the NorthAutism assessment and support crisisForeword

A growing number of children and young 
people (CYP) are being diagnosed as autistic. 
The most recent government estimate is that 
almost 2% of pupils in England now have an 
autism diagnosis, a number that has risen over 
recent years as awareness about autism has 
increased. Autistic CYP experience the world in a 
different way which can have an impact on social 
communication and interaction, interests, and 
can be characterised by restricted or repetitive 
behaviours. Autistic CYP may also have different 
ways of learning, moving, or paying attention. 

These factors can have a profound impact on the 
daily life of autistic CYP and their families, and 
most will face some challenges as they grow up. 
The education system can be difficult for some 
autistic CYP, particularly those at schools with 
very rigid policies. Only a quarter of autistic CYP 
say they feel happy at school – and it is perhaps 
unsurprising that an autistic CYP is twice as likely 
to be excluded from school as a child without 
Special Educational Needs or Disabilities (SEND). 

Most autistic CYP – and their families – need 
some health service and other support as they 
grow up. Too often the gateway to receiving that 
support is complex. It requires an assessment to 
take place, yet as this report sets out, the UK has 
an autism assessment crisis. Thousands of CYP 
who need an autism assessment and support 
are not receiving timely help. As one parent 
seeking an assessment for her child told the 
report authors, “it was an absolute nightmare”.

Many thousands of families feel the same way, and 
they are being left to navigate a support system 
that is hampered by processing delays and long 
waiting lists. On average, only one in 10 CYP are 
receiving an appointment within 13 weeks of being 
referred, and as the statistics in this report show, 
girls and children from ethnic minority groups are 
even less likely to receive the support they need. 

This failure to provide the right autism support 
can lead to poor long-term outcomes for autistic 
CYP, including an increased prevalence of 
connected conditions such as mental ill health. 

As anyone who has worked with CYP in an 
education or secure setting knows, there can 
be huge costs and consequences of failing to 
support autistic CYP – reduced life chances, a 
higher risk of school exclusion or not attending 
school, and in the very worst cases a greater 
risk of harm, exploitation, or criminalisation.

The systems for those autistic CYP who do need 
health service support need to be transformed, 
and the way assessments are delivered and how 
information is shared needs urgent reform. As 
well as improving life chances, tackling this autism 
assessment crisis could have a beneficial knock-
on effect to the wider education, health, criminal 
justice systems, and reduce some of the enormous 
current financial pressures on those services.

This report sets out how change can happen. It 
has been produced by eight research-intensive 
universities in the North of England – the N8 
Research Partnership – combined with a wider 
academic community (the N8+) as part of the 
Child of the North initiative, and the new Centre 
for Young Lives thinktank. It is the first in a series 
of 12 Child of the North/Centre for Young Lives 
reports to be published during 2024, which 
together will look at how we can encourage 
government to reset its vision for CYP. 

The series of reports will show how putting the 
interests and life chances of CYP at the heart of 
policymaking and delivery is crucial to Britain’s 
future. They will shine a light on some of the biggest 
challenges facing government, including reducing 
child poverty, and improving support for CYP with 
mental health conditions, while also providing 
rigorous research and pragmatic, evidence-based 
recommendations which acknowledge the ongoing 
financial limitations on government spending. 

As we approach the next general election, 
there is no better time to make the case for 
changing the Government’s overall approach 
to improving the lives of CYP and families, 
whichever political party is in power.

Foreword by Anne Longfield and 
Camilla Kingdon
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The series begins with this analysis of the 
current system of support for autistic CYP. 
It reveals that while we are spending large 
amounts on the system, and despite the 
publication of the Government’s autism 
strategy in 2021, the autism assessment crisis 
is continuing to worsen. Waiting times for 
assessment have soared since the COVID-19 
pandemic and the number of CYP accessing 
autism services is now at a record high. This 
is a system under unsustainable pressure.

In July 2022, more than 125,000 people 
were waiting for an autism assessment by 
mental health services, an increase of 34% 
since October 2021. By July 2023, this 
number had risen to more than 143,000. 
Figures published in September 2023 
show there were 157,809 patients with 
an open referral for suspected autism. 

On average, one out of 10 CYP 
are still to receive an appointment 
13 weeks after their referral.

More than one in four parents 
have waited over three years to 
receive support for their child. 

The evidence shows that early identification and 
support is crucial. CYP with autism and related 
issues, such as attention-deficit hyperactivity 
disorder (ADHD), can thrive in mainstream 
education if their needs are identified early.
Instead, too many autistic CYP are being left
without an assessment, and without early help, 
partly because the system places so much emphasis 
on assessment before support is provided. Too 
many CYP are not receiving the help needed in 
school without first receiving a medical diagnosis. 

Yet autistic CYP are at significantly greater risk of 
both social and school exclusion, and the group 
at greatest risk are those with a referral who are 
awaiting assessment. As waiting times increase, 
so will the risk of increased exclusion and poorer 
educational outcomes for these children. Some 
will end up in Alternative Provision (AP) – with 
its associated higher costs and generally lower 
academic outcomes – because they haven’t 
received support earlier in their school life. This is 
particularly frustrating given the evidence shows 

Since the COVID-19 pandemic, 
there has been a 306% increase 
in the number of children waiting 
for an autism assessment. 

Foreword

Anne Longfield CBE, 
Executive Chair of
the Centre for Young Lives

Dr Camilla Kingdon,
President of the Royal College 
of Paediatrics and Child Health

that when support is in place following a diagnosis, 
autistic CYP are less likely to be excluded.

We must move towards a needs-led approach, 
rather than just relying on a diagnosis-led 
system. Early identification and support, rather 
than waiting for a diagnosis, will lead to better 
long-term outcomes and reduce costs. As this 
report argues, improved information-sharing 
between the health and education systems 
and a more coordinated approach to support, 
including early help in nurseries and schools 
before formal diagnosis, is essential. 

Education settings can play such a major role in 
identifying and supporting autistic CYP, flagging 
CYP with a high likelihood of undiagnosed 
autism, and providing an environment for autism 
assessment. Health services can help schools 
prioritise children with increased likelihood 
of needing additional support. Government 
should be helping health and education 
systems to share information by using the 
NHS number as a single unique numerical 
identifier across public service records. 

As this report highlights with existing examples of 
good practice, the development of genuine formal 
partnerships at local authority level between health 
and school services and nurseries, and voluntary 
services, faith groups, universities, and businesses, 
is key to tackling the autism assessment crisis and 
creating autism-friendly environments. Government 
has a vital role to play in ensuring this coordination 
happens, although expecting Whitehall to solve 
this crisis will not be enough on its own. 

Bradford has shown how creating its own database 
of primary and secondary healthcare records 
across the District that links with education, social 
care, and policing data produces a powerful 
research tool that reveals the social issues facing 
different services. So, we now know that 77% 
of CYP diagnosed with autism in Bradford are 
male, and that large numbers of girls in Bradford 
are not being identified (a nationwide problem, 
as this report also makes clear). This analysis 
also confirms there are significant and troubling 
ethnic inequalities in autism diagnosis.  

The report makes a powerful case for how 
education data can identify autistic CYP “falling 
under the radar”, how autism assessments can be 
conducted successfully in schools, and how better 
training of education and health professionals 
can improve the needs of autistic CYP. It also 
stresses the importance of national and local 
political leadership to drive coordinated, whole 
system public service delivery at a local level. 

Too many autistic CYP are being held back because 
our institutions are failing to provide an autism-
friendly environment, and the system to provide the 
support they need isn’t working. One parent told our 
focus group that Children’s Mental Health Services 
admitted to her that they were in crisis and letting 
her child down, urging her in desperation to write 
to her MP. This is no way to run a support system 
for some of our most vulnerable CYP. Without 
urgent reform, we cannot hope to improve the 
life chances of the next generation. As this report 
shows, change is possible – and it is happening 
in some schools and local areas already. What is 
needed now is the determination from government 
and others to make it happen everywhere.
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About Child of the North 

Child of the North is a partnership between 
the N8 Research Partnership and Health 
Equity North which aims to build a fairer 
future for children across the North 
of England by building a platform for 
collaboration, high quality research, and 
policy engagement. @ChildoftheNort1 

About the N8 Research Partnership

The N8 Research Partnership is a collaboration 
of the eight most research-intensive 
Universities in the North of England: Durham, 
Lancaster, Leeds, Liverpool, Manchester, 
Newcastle, Sheffield, and York. Working with 
partner universities, industry, and society 
(N8+), the N8 aims to maximise the impact of 
this research base by promoting collaboration, 
establishing innovative research capabilities 
and programmes of national and international 
prominence, and driving economic growth. 
www.n8research.org.uk @N8research

About Health Equity North

Health Equity North is a virtual institute 
focused on place-based solutions to public 
health problems and health inequalities 
across the North of England. It brings 
together world-leading academic expertise, 
from the Northern Health Science Alliance’s 
members of leading universities and 
hospitals, to fight health inequalities through 
research excellence and collaboration. 
www.healthequitynorth.co.uk @_HENorth

This report is a collaborative programme of 
work between Child of the North and the 
Centre for Young Lives.

Cite as: N8 Research Partnership (2024). A 
country that works for all children and young 
people: An evidence-based plan for addressing 
the autism assessment and support crisis.
doi.org/10.48785/100/195

A full list of authors and contributors can 
be found at the end of the report.

A note about language

“Autistic person” vs “person with autism”
Following extensive PPIE work, autism-first 
language is used throughout this document, 
i.e., “autistic person” rather than “person with 
autism”, as this moves us toward understanding 
autism as an integral part of an individual’s 
identity rather than an additional “condition”. 
While further research is needed to understand 
how we should talk about autism in a way 
that reflects the preferences of all autistic 
people (e.g., speaking and non-speaking, with 
and without intellectual disability), current 
guidance from autistic advocates suggests a 
preference for autism-first language [1, 2].  

Please note that this report often uses “schools” 
as shorthand for “schools, nurseries, and other 
educational settings such as pupil referral units 
and special schools”. One central message of this 
report is the need for a “whole system” approach 
that includes all relevant stakeholders, and this 
includes all parts of the education system. We 
highlight that special schools have limited spaces, 
meaning CYP who require the support of special 
schools are in mainstream education, where 
the current special educational needs support 
available cannot meet the growing demand.

About the Centre for Young Lives

The Centre for Young Lives is a new, 
dynamic and highly experienced innovation 
organisation dedicated to improving the lives 
of children, young people, and families in the 
UK – particularly the most vulnerable. Led 
by former Children’s Commissioner, Anne 
Longfield CBE, who has been at the forefront 
of children’s issues for decades, the Centre’s 
agile team is highly skilled, experienced, and 
regarded. It is already widely known and well 
respected across government departments, 
Parliament, local and regional government, 
academia, the voluntary sector, and national 
and local media. The Centre wants to see 
children and young people’s futures placed 
at the heart of policy making, a high priority 
for Government and at the core of the drive 
for a future for our country which can be 
much stronger and more prosperous.
www.centreforyounglives.org.uk

Quotations

The illustrative quotations throughout 
the report were taken from extensive 
qualitative work with children, families 
and professionals in the North of England 
conducted by Danielle Smith [3], Emily 
Chapman [4], and Leanne Rogan [5] as part 
of their Doctorate in Clinical Psychology.
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Key insights

Prevalance and wait times
The number of children accessing autism services is at a record high.

As of September 2023...

School
Autistic children face additional barriers
in the school environment.

Ethnicity
Structural inequalities in autism pathways hinder 
the chances of children from ethnic minority 
backgrounds accessing timely support.

Gender
Autism can present differently in 
girls, meaning many children’s 
needs can go unnoticed.

Boys are referred for a diagnostic 
assessment.

Physical & mental health
Autism is associated with poor mental and physical health.

Children of white heritage are 50% more likely to 
receive an autism diagnosis compared to children of 
Asian heritages

306%
Increase in the amount 
of children waiting for 
an autism assessment 
since the COVID-19 
pandemic

Increase in 
new autism 

referrals in the 
last year

Of children did 
not receive an 
appointment 

within 13 weeks 
of being referred

The number of children 
still yet to receive an 
appointment after 13 

weeks has increased by...

GIRLS OF ASIAN HERITAGE HAVE:

Increase in 
closed autism 
referrals in the 

last year
36%

3X

21%

2X

93%

Since
COVID-19

Decreased odds 
of receiving an 
autism diagnosis 
compared to males

Of autistic girls are estimated 
as being unidentified

Of the girls who are identified 
and assessed, a further 20% 
are missed 4 IN 5

Autistic children are 2X 
as likely to be excluded 
from school compared 
to non-SEND children

3 in 4 parents said their 
autistic child’s school did 
not fully meet their needs

Of autistic 
children feel 
happy at 
school

More 
frequently
than girls

Decreased odds 
of receiving an 
autism diagnosis 
compared to children 
of white heritage

In the last 12 
months

46% 27%

50%

75%

2X

10X
10

8

6

4

2

0

Referral

ONLY
26%

Young autistic 
people have co-
occurring mental 
health conditions

Autistic people have a 
shorter life expectancy 

by up to...

YEARS
30



Defining autism  
and associated 
developmental 
differences

Autism is not an illness or disease 
– it is a term  used to describe 
people with a specified collection 
of behavioural characteristics. 
The World Health Organization 
categorises autism as a 
“neurodevelopmental disorder” 
within its International Classification 
of Diseases (ICD-11) [6]. ICD-11 is the 
framework used within UK healthcare 
to diagnose autism. In the USA, the 
American Psychological Association’s 
Diagnostic and Statistical Manual 
of Mental Disorders (DSM-5) is 
used instead, but there are only 
minor differences between ICD-11 
and DSM-5, with some UK services 
using DSM-5 criteria in practice.

Child of the NorthAutism assessment and support crisis
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Healthcare professionals diagnose autism using 
tools that standardise observations of how someone 
behaves in a particular situation. These behaviours 
relate to difficulties with communication or social 
interactions; repetitive or restrictive behaviours; 
sensory differences (e.g., sound, vision, touch, 
taste, smell, temperature); and highly focused 
interests. It is important to emphasise that the 
observed behaviours lie on a continuum, with 
large proportions of the population exhibiting 
such characteristics. The diagnosis is therefore 
based on a clinical threshold where the behaviours 
are deemed to be occurring to an extent that 
warrants specialist healthcare support.

National Health Service England (NHSE) outline 
four major advantages to this approach: (i) it 
enables clinicians to recommend interventions 
that have been tested for safety, acceptability, 
efficacy, and effectiveness with people who face 
similar challenges within society; (ii) it ensures 
reasonable adjustments are made in general 
physical or mental health services (given the 
association between autism and the increased 
risk of poor general health); (iii) it helps develop 
a positive autistic self-identity and foster 
connections with the autistic community; (iv) 
it facilitates access to some forms of statutory 
protection beyond the healthcare context [7].
There are three critical points to make in the 
context of the above. First, children are constantly 
developing, and upstream experiences will shape 
their behaviours at an older age. This means that 
a child provided with adequate support at an 
early age may not subsequently need specialist 
healthcare intervention. Second, many children 
will not reach the clinical threshold, but will still 
need support. Third, the need for specialist 
healthcare does not imply that the responsibility 
for support falls on healthcare alone. The goal 
must be for appropriate support to be provided 
within homes and educational settings.

There is a danger that children who have autistic 
traits but do not reach clinical diagnostic thresholds 
fall into the gaps between health and education [8]. 
The World Health Organization’s (1980) International 
Classification of Functioning, Disability and Health 
(ICF) provides a useful framework for considering 
an individual’s functional abilities within the context 
of their nursery or school environment. The ICF 
defines disability as the inability to participate 
and engage in activities of daily living (which for 
children includes educational activities). The ICF 
emphasises that neurodevelopmental differences 
(albeit unhelpfully described as “impairments”) 
can cause disability if the environment (or 
activities) are not modified to accommodate these 
differences. This serves as a useful reminder 
that a child’s “disability” can be removed or 
decreased by adjusting activities and the classroom 
environment, regardless of a formal diagnosis.

There is a need for a shared understanding 
of the intersections between the ICD-11 and 
the ICF and how they can be better used to 
identify the specific role of health (ICD-11) and 
schools (ICF) in supporting autistic CYP.

The terminology for autism 
has evolved. Currently, some 
of the language adopted in 
international and national 
legislation is unhelpful and 
does not reflect the language 
preferred by those with lived 
experience [9]. Nevertheless, 
it is necessary to recognise 
the existing legislative 
terminology when discussing 
system reform to avoid 
confusion (noting that this 
does not preclude a change in 
terminology in the longer term).
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Autism policy 
recommendations 

The evidence is clear: human society 
can meet complex challenges 
through a concerted, collaborative 
effort to address a well-specified 
problem (from splitting the atom 
to the COVID-19 vaccine) [10]. To 
facilitate the UK in its mission to 
improve autism health service 
support in a systematic and scientific 
manner, we make three evidence-
based recommendations.  
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Build effective partnerships between 
education and health professionals for 
assessing and supporting autistic children. 
This should include delivering assessments 
in education settings and making a holistic 
offer of support in schools and nurseries 
before and after a formal diagnosis is made. 

The evidence is clear – educational settings can 
play a major role in identifying and supporting 
autistic CYP. Education data, specifically data 
routinely collected through the Early Year 
Foundation Stage Profile (EYFSP), can flag 
children with a high likelihood of undiagnosed 
autism, often at an earlier age than is possible 
via health routes [11]. Autism assessments can 
be conducted efficiently in education settings 
[3, 12]. Meanwhile, health information can help 
schools and other educational settings prioritise 
children with increased likelihood of needing 
additional support. The exchange of information 
and genuine partnerships between health and 
education services can offer a more effective 
and efficient approach to assessment than the 
current model. Adopting this approach could 
begin to reverse the autism assessment crisis 
and reduce the structural inequities revealed 
by the research. A coordinated approach 
could allow children’s needs to be supported 
before a formal diagnosis has been made.

Provide and extend access to mandatory 
Continuing Professional Development (CPD) 
courses for health, education, and social care 
professionals that improve understanding 
and awareness of autism (and related issues). 
These courses should include information 
on how to create “neurodiverse friendly” 
environments, and particularly raise awareness 
of autism in girls and ethnic minority groups. 
Additional training should be co-produced by 
individuals with lived experience, delivered to 
professionals, and integrated into undergraduate 
health and education professional training, to 
improve the identification of autistic girls.

The evidence is clear – structural inequity can 
be seen in autism assessment so girls, ethnic 
minorities, and lower socioeconomic groups receive 
support later than their peers (see “Inequity must 
be addressed in autism pathways” section) [13]. 
The evidence suggests that improving awareness 
across professionals could address some of these 
issues and accelerate the creation of autistic led 
and coproduced health and education provision 
[3, 14]. Inclusive spaces are characterised by 
flexibility, whereby reasonable adjustments are 
made with the potential to benefit everyone 
[15]. Schools and colleges should measure 
success in this area by reporting on attainment, 
attendance, elective home education rates, 
exclusion, and suspension for autistic CYP.

Create formal partnerships at a local authority 
level comprising sector leaders (including schools, 
health, voluntary services, faith, universities, 
educational psychologists, and businesses) to 
oversee a prioritised governmental ward-level 
approach to addressing the autism crisis. The 
partnership should focus on its most disadvantaged 
wards and provide leadership in trialling data-
driven, community and family co-produced, 
“whole system” approaches to improve autism 
support with and through education settings.  

The evidence is clear – the complex needs of 
autistic CYP and their families need public services, 
businesses, and the voluntary sector to collaborate 
and create “autism-friendly” places [16]. The 
creation of autism-friendly places, such as sensory 
rooms, must be tailored to the cultural backdrop 
of an area. The evidence suggests this is best 
achieved at the ward-level and this, in turn, allows 
a strategic approach to addressing inequity [17]. 
The “Integrated Care Systems” (42 systems across 
England responsible for delivering health and social 
care services) provide an outstanding opportunity 
to implement such approaches supported by the 
Core20PLUS5 NHS inequality initiative [18].
  

1 2 3

“You’re blocked from 
accessing services until 
you get that [diagnosis]… 
parents are forced 
down this route.”
- Parent of an autistic young person

These recommendations have resource implications but offer immense potential for decreasing the long-term costs 
associated with not acting early (i.e., the health, social care and criminal justice bill that results from not supporting children’s 
needs); they will help the UK benefit from the economic growth available if the autistic population’s talents were deployed 
within the workforce.
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Child of the NorthAutism assessment and support crisis

The evidence on current autism 
support across the UK paints a 
compelling and worrying picture: 
there is an urgent need for the UK 
to transform its support systems 
for autistic CYP and their families. 
We cannot keep doing more of the 
same (e.g., throw some additional 
resource at conducting a few more 
assessments in hospitals to reduce 
autism waiting list times – a costly 
approach tried many times, in many 
places, with no lasting impact). 
We need a radical overhaul of our 
approach to supporting autistic CYP 
and – most critically – to trial new 
approaches that better connect 
health and education.

Page | 11
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“It just makes me so angry that we’re all going 
through the same thing. It’s like we’re rewriting 
it over and over again, aren’t we, for each child 
and the amount of time that it’s taken.”
- Parent of an autistic young person

“It’s not just CAMHS. I’m talking health visitors, 
probably midwives, school nurses, social workers, 
across the board… we’re assigned these workers 
who do not understand what our children need 
and what we need.”
- Parent of an autistic young person

Principles

Putting our children first – The future of a country 
depends on a healthy workforce, equipped with the 
skills needed by the economy and society. Childhood 
determines long-term health and is the critically 
important period for developing the core skills needed 
to function within society [3]. Logic thus dictates that 
the UK must prioritise children if we want to enjoy a 
healthy future. A more proactive and timely approach to 
meeting the needs of autistic CYP will ensure that they 
are able to reach their potential, and reduce the longer-
term demand for health, social care, and other services. 

Addressing inequity – This will reduce the financial 
burden of poor population health on public services. 
Concurrently, economic stagnation must be reversed to 
generate wealth and ensure the UK makes the best use 
of all its assets (i.e., the brilliant young minds located 
across all our communities). The UK’s structural inequity 
is laid bare within the autism assessment pathways 
and a failure to support this population will starve the 
UK of talented individuals within the future workforce. 

Adopting place-based approaches – Geography, 
culture, economic activity, and other factors vary 
between localities, changing the way that support 
needs manifest, and the way communities prefer to 
engage with services. New approaches to reaching 
and helping families must be planned and aligned 
to the needs and preferences of the locality and its 
communities. There are many cultural factors that 
impact autism assessment, including stigma and 
reduced autism awareness, and these local contexts 
must be addressed for efficient service delivery. 

Working together effectively across our public 
services – The needs of children and families cannot be 
neatly divided into silos such as “health”, “education”, 
“social care”, “criminal justice” etc. We must recognise 
that our current organisational arrangements are 
not fit for purpose and find new ways of delivering 
connected public services so that the necessary 
holistic (“whole system”) solutions to complex 
problems can be implemented. We recommend in 
this report how such connected service delivery can 
be operationalised from the perspective of autism. 

Putting education at the heart of public service delivery 
– Schools and other educational settings need to be at 
the epicentre of support. For example, typical “outside 
support” from specialist services (e.g., child and adolescent 
mental health services (CAMHS)) needs to be delivered 
within the school gates. In doing so, we start to remove the 
additional barriers encountered by the most disadvantaged 
children, reduce the burden placed on families, and 
destigmatise autism support. A genuine attempt to improve 
autism healthcare delivery will involve closer working 
between health services and education settings.

Establishing Universities as the “Research and 
Development” departments for local public services – 
Universities can bring together insights from across multiple 
disciplines, ensure decisions are based on the best possible 
evidence, oversee evaluation of service delivery and train 
future health, social care, and education professionals. 
There is a wide scientific literature that captures international 
approaches to improved autism care and universities must 
draw on existing evidence, as well as researching specific 
inequalities, to support public service colleagues [21].

Using and sharing information across public service 
providers effectively – Data are currently collected within 
organisational silos, which fails to reflect the reality of how 
families interact with services. Only by connecting our public 
service data (i.e., education, healthcare, social care etc.), 
can we: (i) begin to understand how services intersect and 
interact within families; (ii) allow the essential information 
sharing that will safeguard children. The information held 
within education systems can help clinicians (and services 
such as social care) to make more accurate decisions, 
faster. Information held within health systems could help 
schools and other educational settings identify children 
with a greater likelihood of having autism and thereby 
decrease the time for children to enter the autism pathway.

1

2

3

4

5
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Overview Our seven principles

The recommendations within this report relate to the population 
of autistic CYP who have needs that require specialist medical 
support. A future report will address the wider population who 
require additional special education support but do not meet 
the clinical threshold for specialist healthcare intervention.

The evidence shows that the problems affecting autism healthcare 
pathways are complex – where complexity is defined as an inability 
to address the problem through action in a single component 
part of the system [19]. It follows that successful solutions will 
transcend the NHS and involve multiple stakeholders working 
in partnership with affected CYP and their families. Central and 
local government have a necessary role to play in connecting, 
coordinating, supporting, and challenging systems, but government 
action alone is insufficient. The time has come for everyone to cross 
organisational and geographical boundaries and commit to working 
together in the best interests of autistic CYP and their families.

Our recommendations are based on seven principles and the 
evidence that underpins the recommendations is laid out within 
this report. The recommendations are pragmatic in nature and 
recognise that the UK will be in a perilous financial state in 
2024, meaning that solutions must make best use of existing 
capacity and not simply involve cash injections (which we would 
argue are anyway insufficient). What is needed is a change in 
mindset, rather than changes to funding allocations per se.
We note that the autism assessment and support crisis 
worsens each year despite decades of attempts to 
reverse the problems [20]. Thus, we argue that there is 
a need for the next UK government to act at pace. 

These recommendations do not pretend there is a magic wand. 
Rather, they avoid the trap where the impossibility of perfection is 
a barrier to improvement (so nothing changes). They do provide a 
platform that would allow the UK to harness the scientific method to 
learn what works best for which community – noting that science is 
society’s most powerful tool for improving health and wellbeing.



The evidence

A failure to provide appropriate 
autism support results in poor 
long-term outcomes in social and 
individual functioning, high rates 
of associated health problems, 
and an increased prevalence of 
connected conditions (such as 
sleep difficulties and mental ill 
health) [22]. The recommendations 
within this report  are based 
upon consideration of the 
following evidence and our seven 
principles previously outlined.

Child of the NorthAutism assessment and support crisis
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£1.5M
The UK government must prioritise 
support for autistic CYP

to support an 
autistic person over 
their lifetime [12] 

The evidence is clear: CYP with autism and common, 
co-occurring conditions such as ADHD, and/or 
anxiety, can thrive in mainstream education if their 
needs are adequately supported in a timely manner. 

It is estimated that it currently costs £1.5 million to 
support an autistic person over their lifetime due 
to the complexity of their needs and the greater 
need for specialised help [16]. Autism and other 
commonly co-occurring neurodevelopmental 
disorders increase the risks of physical health 

morbidity and multimorbidity in later life [23]. 
Early identification and support can mitigate 
the negative effects on an individual’s 
physical health and the associated costs.

The evidence is equally clear that CYP often do 
not receive the support they need for many years, 
exacerbating their needs and causing stress and 
frustration to the family (often creating associated 
mental health problems which generates 
yet further pressure on our systems) [24]. 

“Professionals are becoming resentful 
of parents because they think we’re 
obsessed by getting a diagnosis and 
it’s not that at all, it’s that we can’t get 
[support] without it… so it’s just this silly 
catch-22.”
- Parent of an autistic young person

A major barrier in our existing systems is the 
perceived need for a medical diagnosis of autism 
before any child can receive support. In many 
cases, there is no legal need for a diagnosis but 
the perception among schools and the wider 
community that this is a requirement prevents 
children from accessing support [25]. This relates 
to another problem within our current system 
around the “medicalisation” of developmental 
difference. This often means that a child needs 
(or is perceived to need) a medical diagnosis to 
access support, but the health system simply 
cannot meet the demand for all such assessments 
[5]. In turn, this can prevent timely access to the 
essential help a child needs in school. Autistic 
CYP who have newly immigrated to the UK also 
need a formal diagnosis in the UK before they 
can access service support, despite having a 
diagnosis in their home country; a simpler process 
is desperately needed. From an educational 
perspective, this lack of equitable provision can 
result in children “failing while waiting” because 
of system failures. As a society, we cannot afford 
the costs associated with young people leaving 
school without core skills (e.g., literacy which 
relates closely to health literacy and, in turn, 
long term health prospects in adulthood). 

Some children who show developmental 
differences require specialist healthcare 
assessment and support – and, indeed, have a 
statutory right to access such healthcare. One 
major difficulty in debates around improved 
autism support is a tension between groups 
who understandably wish to avoid the perils of 
“medicalisation” and groups who wish to ensure 
that children obtain the healthcare support 
they need. While these groups may differ in 
their views on autism identity, all these groups 
are notably motivated by a common desire to 
support children, and debates are often the 
result of miscommunication on both sides. Thus, 
there is a need for precision in language, and 
rigorous frameworks that provide a structure 
for considering the pathways of developmental 
difference. Page 9 details two World Health 
Organization frameworks that provide a useful 
structure for approaching debates around support 
for autism and related developmental differences.

The evidence suggests we need to further 
promote, refine, and define a “needs-led” approach 
instead of relying on a “diagnosis-led” system 
[3]. Early identification is the norm in a “needs-
led” approach and faster, effective support can 
be offered, without relying on a diagnosis. The 
sooner individual needs are identified, the sooner 
they can be supported, leading to better long-
term outcomes (and reducing the long-term costs 
on public services). Future reports will highlight 
evidence-based suggestions for creating “needs-
led” approaches across a range of issues.

“Giving support 
regardless, even if 
they don’t have a 
diagnosis of autism.”
- Autistic young person

“Unless [you’ve] got 
a physical diagnosis, 
schools won’t support, 
which I completely 
disagree with, because if 
you’re on the waiting list 
or you’re trying to get that 
diagnosis, you’re going 
years without support.”
- Autistic young person
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The UK is struggling with problems associated 
with inequity. Inequity can be illustrated vividly 
through a comparison between the North and 
South of England. Children in the North of 
England are more likely to live in poverty than 
their Southern peers – and increasingly so [26]. 
Poverty leads to worse physical and mental 
health outcomes, lower educational attainment, 
and lower lifelong economic productivity [26]. 
Poverty also maps onto healthcare inequity (i.e., 
access to the appropriate health systems) and this 
can be seen clearly via the prism of autism [3].

The evidence shows that children born to mothers 
without educational qualifications will receive 
an autism diagnosis two years later than their 
peers and are two times less likely to receive the 
diagnosis compared to children born to mothers 
with A-level qualifications or above [27, 27].

The issues around timely identification and support 
are exacerbated for girls, who are more likely to 
be misdiagnosed and diagnosed later than boys, 
or not at all [5]. These differences are likely to 
be due to diagnostic criteria, assessment tools, 
professional training, and general awareness of 
autism being based on male presentation and 
the ability of girls to mask their autistic traits.
 
Bradford has created a first-of-its-kind connected 
database that contains the primary- and secondary-
care health records of citizens across the Bradford 
district that are linked with education records, 
social care, policing data, etc. [28]. The database 
is an incredibly powerful research tool that allows 
scientists, working with policymakers, to undertake 
holistic data science that can shine a light onto 
critical social issues that span disparate services. 

Evidence from the Connected Bradford database 
showed that 77% of CYP diagnosed with autism 
were male, indicating large numbers of autistic girls 
in the district who had not been identified (given 
national norms) [5]. These quantitative insights were 

explored further through interviews with people 
who have lived experiences of the autism pathways.

Parents reported waiting over four years for an 
autism assessment for their daughters, which is in 
stark contrast to the recommended three months 
[29]. Although males also face long wait times, 
figures suggest that males were on average more 
likely to be diagnosed younger than females 
[3]. Therefore, many girls are being failed by not 
receiving a timely assessment and related support. 
This research demonstrates the power of connected 
datasets coupled with qualitative investigation 
in identifying and understanding problems.

The Bradford district provides a devastating 
illustration of the continuously increasing wait times 
for autism assessments. Bradford autism services 
have the capacity to conduct 90 assessments a 
month but receive over 200 referrals every month 
on average. In the 2022/23 academic year, there 
were 926 dual assessment referrals for autism 
and ADHD, which has increased by 575% since 
2019/20. In June 2023, 2579 CYP were waiting to 
be seen by autism services (1285 waiting for an 
autism assessment and another 1294 waiting for 
an autism and ADHD assessment), with waiting 
times up to 110 weeks (over 2 years). After waiting 
for an assessment, most of these children will 
receive a diagnosis of autism (in Bradford the 
“conversion rate” is 86%). This highlights the 
importance of needs-led approaches, to prevent 
CYP going for years without the support they need.

Figure 1: Percentage of individuals diagnosed with autism or ADHD by sex and ethnicity. Note that analyses use 
demographic data from the Department for Education school census. The category of ethnicity is therefore Asian, in 

alignment with census categories, but the sample is predominantly South Asian – and primarily Pakistani – in heritage.

“Girls have been diagnosed 
later because of failings 
in people’s training and 
responsibility.”

- Autistic young person

Moreover, these systems show structural 
inequalities as can be seen clearly in Figure 1, 
showing the percentage of CYP diagnosed in a 
particular demographic for autism or ADHD from 
newly analysed Connected Bradford data. For 
example, around 0.7% of Asian females were 
diagnosed with autism, around 1% of “Other” 
females, and around 2% of White females. White 
individuals are far more likely to have a diagnosis 
across the board for both autism (2.63x) and ADHD 

(5.32x) when compared to Asian individuals. 
Furthermore, males are, on average, far more 
likely to have a diagnosis than females (Autism: 
2.70x, ADHD: 3.32x). While this research included 
males and females, it is worth noting that people 
of non-binary genders often face additional 
barriers to accessing autism pathways [30]. 
Autism pathways are reported as being the most 
difficult chronic health condition for transgender 
and non-binary people to navigate [31].

Inequity must be addressed in autism pathways

The evidence
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Continued...

Qualitative work also highlighted several issues 
raised by autistic females [5]. Females consistently 
reported “masking” (a coping mechanism in which 
individuals minimise autistic characteristics to fit 
into the social environment) as a deliberate decision 
that became an unconscious activity with time and 
practice, although some girls may never be aware 
of their masking behaviours [5, 32]. CYP described 
the fear of negative social evaluation if they did not 
mask and said that disguising their social interaction 
difficulties resulted in internalised mental ill health 
symptoms (such as anxiety and depression) [33]. 

The ability to “mask” their difficulties hindered 
the recognition and support of the autistic girls, 

with education professionals dismissing parents’ 
concerns if behaviours were not observed within 
the school environment. Furthermore, participants 
felt that schools did not recognise or support their 
needs until academic attainment was directly 
impacted by their difficulties [34]. 

The evidence suggests that improving awareness 
and education about sociodemographic differences 
in autism presentation could accelerate the process 
of identification and support [3]. However, the 
evidence also suggests that this would require 
a multifaceted approach, with a concerted effort 
across education and health services, with families 
involved in the planning process [17]. 

“I was holding up to 
the standards they 
had… it was never a 
concern to them to 
look into maybe the 
weird things that I 
did do, because the 
only thing they were 
looking at was if I 
could get the grades.”
- Autistic young person

“The person I was at 
school and the person I 
was automatically at home 
were two completely 
different people.”
- Autistic young person

The evidence



Child of the NorthAutism assessment and support crisis

Evidence from across the UK shows that CYP 
from ethnic minority backgrounds experience 
lower rates of identification of autism and often 
experience more severe difficulties [35]. There 
is compelling evidence of underdiagnosis 
among bilingual CYP and ethnic minority CYP in 
comparison to White British CYP (see Figure 1) [36]. 

Clinician bias, discrepancies in diagnostic 
measures, reduced awareness, masking, cultural 
beliefs, biological reasons, and access to services 
across ethnic groups all contribute to ethnic 
inequalities [35]. The geographical concentration 
of ethnic groups can help explain why a place-
based approach is so important when addressing 
structural inequity in autism assessment.

These issues are further compounded by 
intersecting factors such as gender and 
socioeconomic disadvantage [3]. The current 
fragmented system and lack of data linkage 
between health and education sectors also 
contribute to challenges in accessing timely support. 

Analysis of the Connected Bradford dataset 
confirmed previous reports of ethnic inequalities 
in autism diagnosis and revealed similar patterns 
across the Bradford District [3]. These quantitative 
insights were explored further through interviewing 
people with lived experiences of the autism 
pathways. The evidence showed that stigma, lack 
of understanding, and cultural beliefs about autism 
were major barriers in acquiring a diagnosis and 
receiving support, with parents facing blame, 
privacy concerns, and a lack of awareness. Parents 
with autistic CYP report not raising concerns 
about their child’s unmet needs to schools out 
of fear that their parenting would be judged 
[37]. Language barriers also posed challenges, 
especially for those less proficient in English [3].

The evidence from Bradford has emphasised 
the need for culturally competent practice; 
information on autism should be made available 
in community languages, and for interventions 
to be culturally sensitive. Evidence suggests 
that the most promising interventions for autistic 
children up to eight years old are naturalistic 
developmental behavioural interventions, these 
take place in natural settings and involve the child 
and professional taking equal roles when using 
behavioural strategies to learn skills [38, 39].

Many of those interviewed suggested that raising 
awareness of autism and the support that is 
available in South Asian (and other ethnic minority) 
communities was key, as well as ensuring any 
intervention or support is culturally sensitive [3]. In 
addition, it is vital that the pathways to receiving 
support are made much easier to navigate. As well 
as pathways differing across regions, services are 
continuously changing criteria to access support, 
adding to the complexities of navigating the 
pathway. By connecting services (i.e., schools, 
healthcare, and specialist services) and working as 
one, children and families can be better supported 
and, ultimately, autistic CYP will be able to thrive.

“Kids that are higher functioning from a South Asian 
background are then even more disadvantaged.”
- Focus group participant

“If you’re raising 
concerns about your 
child, it’s gonna be easier 
to speak to someone 
in your own language 
to do that, isn’t it?”
- Parent of an autistic young person

Place-based approaches must be adopted
when addressing the autism crisis

The evidence
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There is under-investment in autism research in the 
UK compared to the US and Australia. In addition, 
autism research efforts do not always reflect the 
views and priorities of the autistic community or 
involve the community in shaping the research 
agenda, its implementation, and the dissemination 
of its findings [41, 42]. We need more inclusive 
research involving partnership and collaboration 
with community members; citizen science where 
researchers partner with community-led projects 
(e.g., looking at what can be developed and 
changed in schools to mitigate the challenges 
autistic students may experience, such as anxiety 
around transitions, or problems with social 
interaction [43]).

Participatory approaches can contribute to 
practical knowledge by valuing the perspectives 
of the autistic community on the strengths, skills, 
needs, and support priorities of autistic CYP, to 
optimise learning and wellbeing [44]. Participatory 
approaches challenge the “traditional, unidirectional 
research pipeline from basic science to intervention 
development” which is evident in much of the autism 
research, or the use of measures and interventions 
that do not always make sense to autistic people, or 
are inconsistent with their views and experiences 
[45, 46].

“I think the training 
would be really 
helpful if it was 
put together [by] 
people with lived 
experience.”
- Parent of an autistic young person

Collaboration between community and academic 
partners can build capacity for effective services 
and improving clinical outcomes [45]. These 
collaborations can build local capacity and 
contribute to the development of culturally and 
contextually appropriate interventions that address 
locally perceived needs [47].

University education departments can also play 
an important role in supporting schools to become 
more autism-friendly. Australia is far ahead of the 
UK in this respect with the world’s first national, 
cooperative research effort focused on autism under 
the Australian Government’s Cooperative Research 
Centres (CRC) [48].

Autism CRC provides independent, national capacity 
to develop and deliver evidence-based outcomes 
through a unique collaboration with the autistic 
community, research organisations, education and 
health professionals, industry, and government. 
A similar collaborative partnership between 
universities, schools, other educational settings, 
and health professionals would be greatly beneficial 
within the UK.

Universities must become the “Research and 
Development” departments for local public services

Through community engagement, universities (in partnership with hyperlocal charities, schools and 
other institutions) can play a key role in ensuring that research is relevant and useful. The Lancet 
Commission brought together leading clinicians and other healthcare professionals, researchers, 
and autism community representatives (autistic people, their parents, carers, teachers, and allied 
professionals) from six continents to identify strategies to improve the future of care and clinical 
research in autism [40]. The Commission called for coordination and collaboration between 
healthcare, education, finance, and social sectors across the lifespan, and the active inclusion and 
participation of autistic people and their families in the decisions made about them. This responds 
to an increasing demand from autistic people for opportunities to be involved in the research- and 
practice-based decisions that impact on their lives, as exemplified by “nothing about us without us”.

The evidence
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Supporting schools, parents, and carers
and professional development for teachers

Relaxing school 
uniform policies – 
this supports pupils 
with sensory issues 
who cannot tolerate 
wearing the uniform. 

Removing the 
sounding of a bell 
between classes, 
which generates a 
calmer atmosphere 
for all.

On page 35, autistic 
young people share 
their 12 top tips 
for supporting the 
autistic community.

Providing absolute 
clarity of expectations 
for all students 
and staff, regularly 
communicated.

Delivering low 
arousal teaching, 
with short, clear 
instructions 
delivered in a calm 
and even tone. 
Multiple methods 
of communication 
should be used by 
staff, including both 
written and verbal 
communication. 

Maintaining a 
consistently 
structured school 
day, and structured 
and calm transitions 
and lunch times.

Creating a visually 
accessible 
environment by 
reducing “visual 
clutter” and providing 
materials against 
a plain or dark 
background to 
minimise visual effort 
and maximise visual 
attention - including 
teacher clothing and 
wall/floor coverings. 

There is also a need for improved teacher 
education – both initial teacher education 
and ongoing professional development, to 
enhance understanding of autism and support 
schools to consider, implement, and evaluate 
changes to the learning environment. 

In Australia and the US, there are online 
resources to support teacher awareness (e.g., 
inclusionED which is an online professional 
learning community, co-designed with 
educators, for educators). It provides evidence-
based teaching practices and tools to support 
diverse learners in inclusive classrooms.
https://www.inclusioned.edu.au/

Additionally, the Autism Education Trust 
developed an extensive collection of 
resources which have been co-produced 
with the autistic community.
https://www.autismeducationtrust.
org.uk/resources

These adjustments would likely 
also help both other neurodivergent 
and neurotypical pupils. 

Researchers argue that planning and resourcing for diverse needs should be “baked 
into our school systems, rather than overlaid as optional extras” [15]. This requires 
schools to be shaped by a neurodiversity affirmative model, to inform thinking 
about classroom adjustments that could be made to support autistic CYP.

The evidence
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Research suggests that autistic CYP are at an increased 
risk of being excluded from school. Using data from 
the Connected Bradford database, analyses found that 
children who had been referred, but were still awaiting 
an assessment, were at greatest risk of being excluded 
from secondary school [4]. Autistic CYP who had a 
diagnosis were less likely to be excluded from school, 
compared to those awaiting an assessment, suggesting 
a diagnosis, and subsequent support, has a protective 
effect [4]. With waiting times increasing nationally, this 
represents a growing risk to education outcomes, as well 
as individual and societal costs. The evidence suggests 
that many autistic CYP end up in Alternative Provision (AP) 
with much higher associated costs than education [49]. 

School exclusion has profound negative implications, 
affecting children’s academic performance and overall 
well-being [50]. According to studies, only 7% of 
permanently excluded or frequently suspended students 
pass crucial exams, demonstrating the negative impact 
of exclusions and insufficient AP [4]. The parents of 
autistic CYP are often unable to engage in the economic 
workforce because of their child’s exclusion. Exclusion 
also has long-term effects on a child’s psychological 
well-being, contributing to higher risks of crime 
involvement, anti-social behaviour, social isolation, 
and limited social capital [49]. Schools are often unable 
to explore drivers of behaviour and instead rely on a 
clinical diagnosis and other services for assistance. 

These findings demonstrate the issues around 
“diagnostic-led” systems, whereby children identified 
as having difficulties and referred for further 
assessment but still waiting for that clinical diagnosis 
do not receive the necessary support. This lack of 
support causes a myriad of difficulties within the 
classroom and means existing problems escalate.

Notably, the evidence shows that once appropriate 
support is in place (following diagnosis), autistic 
CYP are less likely to be excluded [49]. These 
findings emphasise the need for an integrated 
approach to the implementation of autism 
across health and education settings.

Health and education must work 
together for autistic CYP

Autism assessment and support crisis Child of the NorthThe evidence

7%
of permanently excluded 
or frequently suspended 
students pass crucial 
exams, demonstrating 
the negative impact of 
exclusions and insufficient 
Alternative Provision [4].

“It’s a broken system that we need to reset 
because it’s identifying and supporting 
need, no matter what that is, without that 
necessity for EHCP or a diagnosis.”
- Focus group participant

ONLY
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Schools, nurseries and other educational settings 
must be at the heart of autism service delivery   

The evidence is clear: the divide between health 
and education service delivery means that 
autistic CYP frequently fall in the gaps between 
schools and health services. Thus, many CYP 
experience health barriers to education that 
could and should be supported, but their needs 
are not being met due to siloed working.

An example of a national programme linking health 
and education is the Special School Eye Care 
Service, launched in 2021 [51]. Fewer than 7% of 
CYP with special educational needs have had 
an eye check, yet those with special educational 
needs are 28 times more likely to have a vision 
problem. Providing in-school assessments has 
allowed children requiring help to access vision 
support more effectively. Special School Eye 
Care Services allow strategies that improve 
visual learning to be given directly from health 
to education professionals in real time [52].

The long-term consequences of not supporting 
autism are devastating, with evidence showing that 
such health needs increase the risk of CYP being 
absent from school and ultimately becoming NEET 
(Not in Education, Employment or Training) [53]. 
Moreover, the evidence shows that improving the 
educational attainment of CYP decreases the risk 
of long-term physical and mental health problems.

There is accumulating evidence that health and 
education can work together effectively to ensure 
that CYP’s health, education and social needs are 
met in a timely fashion [3]. Autistic CYP frequently 
possess a plethora of strengths, such as attention to 
detail, and have the potential to thrive in education 
if appropriately supported. The SEND crisis and 
the waiting list problems associated with autism 
(and other developmental differences) is just one 
example of the need for health settings to work in 
partnership with educational settings to effectively 
tackle problems that affect both services. 

The evidence suggests that multidisciplinary clinical 
teams can work effectively in school settings, and 
this opens the possibility of new ways of working 
(especially in our most disadvantaged communities). 
In the next section (“innovative approaches trialled 
in real world settings”), we highlight an innovative 
approach (SUCCESS) where autism assessments 
were conducted in partnership with schools [54].

Integrated care systems provide an 
outstanding opportunity for such integration, 
but schools and nurseries must be properly 
represented within these groups.

“CAMHS said to me, ‘we’re in crisis. We’re 
letting children down. Please, can you write 
to your MP’ And I was like, if I had time, I 
would do that.”
- Parent of an autistic young person

Fewer than 7% of 
CYP with special 
educational needs
have had an eye 
check, yet those 
with special 
educational needs 
are 28 times more 
likely to have a
vision problem.
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Information must be shared across health and 
education when identifying autistic CYP

The evidence is clear: the inability of public service 
organisations to share information acts as a major 
barrier to planning and delivering integrated care [3].

Public services are organised and delivered within 
specialist organisations (e.g., education, health, social 
care, and policing). Policies are developed within 
political structures that map to these organisations both 
centrally (e.g., Department for Education, Department for 
Health and Social Care, Ministry of Justice, etc.) and at 
a local level (e.g., multi-academy trusts, hospital trusts, 
local authorities, and regional policing authorities).

As already discussed, the fundamental problem 
with this structure is that the lives of families and 
individuals do not fall neatly within these organisational 
silos. This underpins the drive to move towards 
“integrated care systems” where organisations 
are better connected. Unfortunately, the planning 
of integrated care is prevented through a lack 
of knowledge about how services intersect and 
interact within the lives of families. The delivery of 
integrated care is hindered because practitioners 
cannot share information across organisations. 

For example, health services are often aware of 
children with rare chromosomal conditions known as 
“neurodevelopmental copy number variants” (ND-CNVs). 
ND-CNVs are minor genetic rearrangements where a 
small segment of a chromosome is missing or duplicated. 
Cardiff University research has found that a range of ND-
CNVs have been robustly associated with autism [55].  

It has been found that 1.99% of children in the Born in 
Bradford cohort have at least one of these ND-CNVs, 
highlighting that, although each of these conditions is 
individually rare, they are collectively common within 
the population [56, 57]. Upon examination of the Early 
Years Foundation Stage Profile scores, children with 
ND-CNVs exhibited early indications of language 
and communication challenges, as well as physical 
development concerns and autistic traits in comparison 
to their peers [57]. Given the significant impact ND-
CNVs can have on many functional domains, children 

with these conditions often require specialist care. 
Yet, recent research into the school experiences of 
this group reports the “fight” parents have with public 
services to secure SEND support for their child. Almost 
a quarter (23.1%) of parents of children with a ND-CNV 
are dissatisfied with their educational support [58].

The challenges experienced by parents of children 
with a ND-CNV when trying to access support are 
reflective of the SEND review findings – with parents 
struggling to navigate a complex, underfunded, 
and structurally unequal system, which is more 
accessible to individuals of higher socioeconomic 
status and riddled with processing delays [59]. 
Under these difficult circumstances, parents of CYP 
with a rare chromosomal condition face additional 
challenges in proving need due to limited awareness 
of these conditions. In some cases, parents seek 
additional and more known neurodevelopmental 
diagnoses (such as autism) to secure support, even 
when the needs of their CYP are already apparent, 
contributing to even longer waiting lists for autism 
diagnostic services and inefficient use of resources.

The number of children diagnosed with a ND-CNV 
early in life is increasing as diagnostic technologies 
improve, and this can be expected to continue 
considering the ambitions of the UK regarding the 
future of genomic medicine [60]. The opportunity 
for early intervention for children diagnosed with 
a ND-CNV is great but will require information 
sharing across health and education if we are to 
provide comprehensive support to these children.

The evidence shows that it is possible to integrate 
information across health and education and understand 
the intersections and interactions between services to 
ensure early school support is in place for vulnerable 
children, such as those with a ND-CNV. Bradford has 
proved the principle with Connected Bradford and 
provided a methodology that should be scaled up 
across the UK to inform a national approach [28].

“You absolutely have to have a 
governance… governance in place so that 
health, education, social care do work 
together and are prepared to share their 
budgets and be flexible in their approach.”

- Focus group participant

HOW GOVERNMENT CAN HELP HEALTH AND 
EDUCATION SYSTEMS SHARE INFORMATION TO 
CREATE THE BEST OUTCOMES FOR CYP

Education systems record children’s Unique Pupil Number 
(UPN), while health systems record NHS numbers. The 
lack of a common denominator currently hinders data 
linkage. To facilitate cross-sector data sharing, the 
UK government must take the following action:

Use an individual’s NHS number as a single unique 
identifier across public service records.

This government action will enable information sharing and 
allow our public sector organisations to work together more 
effectively to meet the needs of the autistic population.



The recommendations made within this report 
are based on innovative ways of working that 
have been trialled in real-world settings. 

We highlight five evidence-based approaches – new 
tools and ways of working – designed in alignment to 
the principles set out in this report. We also highlight the 
incredible work undertaken in Limpsfield Grange school 
which shows there are solutions to the challenges. These 
approaches demonstrate the capacity of our schools, 
universities, and health institutes to innovate through 
applied research. They represent and show what can 
be achieved by combining academic expertise with the 
skills and knowledge of front-line professionals and the 
insights of children and families with lived experience.

These approaches show that it is possible to take different 
approaches to the identification and support of autism that 
do not follow the traditional models of service delivery. We 
show that education data can identify autistic CYP falling 
“under the radar” (underpinning our first recommendation 
around information sharing). We show that autism 
assessments can be conducted successfully in schools 
(hence our second recommendation for “whole system” 
partnership working). We highlight how these innovations 
have been developed in other areas (supporting our 
recommendation for place-based working). We showcase 
an oral health intervention that illustrates the usefulness 
of providing training around the needs of the autistic 
population (our third recommendation). Finally, we draw 
attention to the availability of psychoeducation tools.

Innovative  
approaches  
trialled in  the 
real world

Child of the NorthAutism assessment and support crisis
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1
Using education 
data to identify 
autistic CYP

The Early Years Foundation Stage Profile (EYFSP) is a 
universal teacher-reported assessment completed for 
all children in Reception classes across England.   

Evidence suggests that the EYFSP could act as a “red flag” for 
identifying unmet needs within the population [61]. This could 
then trigger a process of assessment and support provision. 
Such practice could be particularly useful in addressing 
structural inequalities (i.e., identifying the CYP who are more 
likely to slip under the radar because of ethnicity, gender, or 
socioeconomic inequalities). This highlights the need for tailored 
support-led tools which can identify children with difficulties in 
communication and social skills throughout their time at school.

The evidence also shows that the education system has 
information that could be useful to clinicians when assessing a 
child for autism [7]. Autism assessments are lengthy processes 
typically conducted in environments unfamiliar to the child 
(i.e., clinics). The ability to efficiently share information on how 
a child behaves in the classroom could speed up the autism 
assessment process and help reduce waiting list times.

In many geographical areas, CYP sit on a waiting list for several 
years before being assessed for autism. The inherent difficulties 
in navigating the autism pathways mean that most children on 
the waiting list will be diagnosed with autism (e.g., in Bradford 
the “conversion rate” is 86%) [17]. This observation suggests 
that it would be reasonable to assume an autism diagnosis and 
provide support to all children currently on the waiting list in 
many locations. It further suggests that examining the EYFSP 
for children on the waiting list could provide a rapid indication 
of the likelihood of a child being autistic with good sensitivity 
and specificity. We recommend that such approaches are 
explored to address the unacceptable waiting times that currently 
plague the system and fail to serve CYP and their families. 

The EYFSP covers a range of academic (e.g., mathematics and 
literacy) and non-academic (e.g., socioemotional development, 
language) elements. Teachers report on many of the behaviours 
that form the basis of standardised clinical autism assessments, 
raising the prospect that the EYFSP could flag unidentified autistic 
CYP, with a low score indicating that the expected progress in 
a domain has not been met. This hypothesis was tested using 
data from the Born in Bradford longitudinal birth cohort study 
through the ‘Digitally Acting Together As One’ (DATA1) project.

The evidence showed that children with low total scores 
on the EYFSP were over 25 times more likely to receive 
a diagnosis of autism [61]. Similarly, children who failed to 
reach a good level of development were 4.8 times more 
likely to have an autism diagnosis than those who did; 
similar findings have also replicated in a larger population-
based cohort (the Connected Bradford database) [5]. 

The research further mapped some EYFSP elements onto four 
aspects of autism (social skills; language and communication; 
imagination; and repetitive behaviour) to create an “autism-specific 
weighted sub-score” [61]. Analyses revealed that children who 
scored poorly on the autism-specific score were approximately 
50 times more likely to receive a confirmed autism diagnosis, 
compared to children who did not receive a low score [61]. 

These results show that teachers are well-positioned to identify 
developmental differences. This is intuitive, as teachers can often 
draw on years of experience about the behaviours expected of 
a child at a given age. In contrast to a snap-shot assessment by 
a health professional, teachers observe children throughout the 
year, enabling a fuller picture of the child’s global functioning, and 
facilitating the identification of the children who show different 
behaviours. We acknowledge the growing pressure placed on 
teaching staff to take on additional responsibilities on top of their 
already overstretched workload. Therefore, our recommendations 
focus on reasonable adjustments that can be easily implemented 
within the classroom as part of inclusive high quality teaching. 

“If it was easier 
[to access help], I 
think more people 
would pick up 
on the signs a bit 
earlier.”
- Focus group participant
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2
Autism 
assessments
in schools 

The SUCCESS (Supporting Understanding of Children’s 
Communication, Emotional and Social Skills) project was 
trialled in 10 Bradford primary schools through the Department 
for Education’s Opportunity Area programme [13].

SUCCESS involved the deployment of multi-disciplinary teams 
within the school gates to conduct autism assessments for 
children identified as being at risk of undiagnosed autism (and 
other neurodevelopmental disorders) [54]. The evidence showed 
that clinicians were able to combine their clinical observations 

“Even if we ignore 
diagnosis and focus 
on the needs… the 
relationship between 
the school and 
the parents is so 
important.”

- Focus group participant

with those of teachers, who observe the child working, 
learning, and playing in a familiar environment every day. 
Many of the additional barriers that families often face, such as 
hesitancy about mental health services due to cultural beliefs, 
were overcome due to the trust families placed in the school. 
The SUCCESS approach allowed more children to access autism 
services and thereby reduce the likelihood of missed appointments 
and the resultant costs [54]. The evidence from the SUCCESS trial 
suggests this approach could provide major long-term savings 
and reduce waiting times for autism assessment and support [54].

“...to be able to participate in that 
piece of work was fabulous... 
[it’s] enabled us to facilitate work 
between services that would 
normally only be available post-
diagnosis.”

- Educational psychologist
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3
Tailoring
promising 
approaches
to place 

Innovative approaches should not be “dragged and dropped” 
from one locality to another. Instead, they should come with 
guidance and methodologies to help local leaders create 
something tailored with and for their communities.  

DATA1 and SUCCESS were implemented in Bradford and found 
to be useful approaches. However, these approaches need to be 
tailored to the needs and priorities of an area, given the differences 
in autism pathways and cultural milieu across different regions.  

In line with this “place-based” principle, DATA1 and SUCCESS 
have been trialled successfully in different areas across 
England (Cambridgeshire, East Sussex, Barnsley, and 
Manchester) using a “test and learn” methodology through the 
Department for Education’s Opportunity Area initiative [61]. 

In Cambridgeshire, for example, the approach was adopted 
to focus mainly on girls in Years 5 and 6 (9-11 year olds), who, 
according to previous research, were less likely to be identified 
due to the masking of their difficulties in the classroom [34]. It 
was also noticed locally that autistic girls showed behaviours that 
were missed by traditional methods of diagnosis, (e.g., the Autism 
Diagnostic Observation Schedule; ADOS) [5, 37], with additional 
investigation often needed to uncover behavioural issues.
 
The team in Cambridgeshire further found that specialist teachers 
could observe girls skilfully masking their autism behaviours, but 
this required experience. The evidence suggested that subtle 
behavioural markers (e.g., discrete stimming in the form of small 
finger movements) would go unnoticed in a busy classroom if 
teachers were not trained to recognise these characteristics.

The Cambridgeshire project highlighted the need for more 
specialist training around the presentation of autism across 
different demographic groups [37]. The project also showed 
the value of listening to voices from different disciplines and 
viewpoints (including pupils, families, schools, health, and 
specialist teachers). This multifaceted approach enabled 
rich discussions on the appropriate support for a child, 
support that was based on true triangulation of need. 

In East Sussex, the Early Identification of Autism and Teacher 
Training in Primary School Settings Project provided autism 
training to teachers, teaching assistants and SENCOs to promote 
identification and needs-led support for potentially autistic pupils. 

“We’re not having 
a universal offer. 
It’s a bit of a 
postcode lottery 
really.”
- Parent of an autistic young person

Teachers and parents were actively involved in the screening 
process for autism and the diagnosis process was conducted 
in schools by assessors with relevant training and background 
on autism. Clinicians supervised the diagnostic process via 
video recordings. This was proved to be a successful pathway 
to autism diagnosis and early identification of the pupils needs, 
significantly reducing clinician’s time spent on each diagnosis. 

In Mansfield and Ashfield, the Young Wellbeing Hub: Early 
Identification Project implemented SUCCESS [62 ]. They found 
that by outsourcing caseloads to a “Young Wellbeing Hub”, it was 
possible to provide more efficient support than available through 
overstretched services (such as CAMHS). The evidence showed 
a reduction in waiting times, waiting lists, and patient numbers – 
meaning more CYP received the support they needed to thrive. 

In Nottinghamshire, the Early Identification of Autism project 
aimed to identify communication and interaction needs 
in 7–11-year-olds to reduce assessment waiting lists and 
promote early intervention. The project brought together 
health and education colleagues to undertake assessments 
so that timely, appropriate support could be identified and 
delivered to CYP, families, and schools at a much earlier 
stage in a child’s educational journey. The evidence showed 
that training allowed school staff to gain a unique insight 
into the diagnostic process and improve knowledge about 
autism. In turn, this led to children’s needs being identified 
and tailored support offered at an earlier stage.

“I think schools need a lot more 
training on autism in girls. I think 
when you get autism training, 
it’s mainly looking at kind of how 
boys portray it and girls can be 
completely different to that.”
- Autistic young person
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4
Oral health 
approaches for 
autistic CYP

The toothPASTE project works with autistic children, their 
families, and healthcare professionals to co-design an oral health 
support package. toothPASTE aims to help prevent tooth decay, 
a significant public health concern [63]. Around one in four five-
year-olds in England have tooth decay and is the primary reason 
for hospital admissions, incurring over £50 million annually 
in NHS costs [64, 65] Tooth decay leads to a domino effect of 
significant consequences, such as pain, problems with speech, 
sleep disruption, altered eating habits, and financial impact on 
families (including time off work) [66]. The evidence is clear: poor 
oral health has a direct impact on school attendance, potentially 
widening educational inequalities [67].

Tooth decay is largely preventable, however, twice-daily brushing 
with fluoride toothpaste and reducing sugary foods and drinks, can 
be challenging. Communication and sensory differences and rigid 
behaviour patterns can make oral health routines more complex 
for autistic children [68]. For example, toothpaste can be felt as an 
“explosion in the mouth” [69]. Research demonstrates that autistic 
children are less likely to visit the dentist [70]. When attending, 
they’re less likely to receive preventative treatments. This disparity 
is alarming, particularly as autistic CYP are twice as likely to need 
their dental treatment provided under a general anaesthetic – with 
each operation costing the NHS around £1,000 per child.

Parents of autistic CYP commonly report feelings of isolation and 
confusion, frequently describing tooth brushing as a “battle” [69]. 
The advice that parents receive around oral health is often generic 
and does not address specific autism challenges. This leaves 
these parents to seek guidance from professionals they encounter 
across early-year health, education, and the third sectors. Yet, 
evidence indicates that these professionals have limited training 
in oral health and are often unsure about what advice they should 
offer [71].

The experiences of parents and children within dental 
environments identify a crucial, yet often overlooked need – the 
necessity for “autism-friendly” places and mandatory training for 
health and educational professionals, aligned to an NHS clinical 
standard [72]. Parents reported feeling judged or dismissed by 
their dentist. Moreover, research shows sensory challenges are not 
only limited to inside the mouth, they also include the harsh glare 
of bright lights, the loud sounds of drills and electric toothbrushes, 
and overpowering smells in the bathroom and clinic [73]. This not 
only highlights the necessity for training professionals but also the 

“I just feel for some 
of these parents 
that probably don’t 
know how to find 
this information and 
they’re struggling.”
- Parent of an autistic young person

importance of empowering and supporting parents in their homes. 
In response to these challenges, the toothPASTE project 
has worked with autistic CYP, their families, and early years 
professionals to develop a detailed prototype that aligns with 
their preferences and needs. The toothPASTE research identified 
what oral health support families need (including a website and 
resources) and a training package for early years professionals 
[69]. The training package, ready for September 2024, will allow 
early years professionals to feel confident that the oral health 
support they provide is correct and sensitive to the family’s needs.

The toothPASTE support package will aim to break the cycle 
of siloed working. This involves making the programme freely 
accessible to families (without the need for a formal diagnosis), 
while the training package will be simultaneously available 
across early years professionals, not just within healthcare. This 
whole-system implementation plan will be continuously refined 
in collaboration with local authorities and key stakeholders in 
West Yorkshire to ensure local relevance and effectiveness. This 
will learn from, and collaborate with, other programmes such as 
Healthier Together and Autism Central [74, 75].
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5
Psychoeducation
for autistic CYP 

Researchers from the University of Sheffield have collaborated 
with the University of Derby, NIHR’s Children and Young 
People Medtech Cooperative (CYPTECH) and Sheffield Hallam 
University’s Lab4Living to co-design psychoeducational 
resources that help primary-aged children with autism 
or ADHD. Psychoeducational resources are those that 
teach an individual about their condition by providing 
support, information, and management skills [76]. Whilst 
psychoeducation interventions are recognised as being 
beneficial for these groups [77, 78] and recommended by UK 
clinical guidelines, there is little age-appropriate material 
currently available for CYP attending mainstream schools. 

“The training needs to 
be wider, not just the 
teachers. I’m talking 
about the caretaker. 
I’m talking about the 
lunchtime supervisors… 
everybody should 
have all that same 
understanding.”
- Parent of an autistic young person

The resources developed within this project include workbooks 
for the CYP to complete themselves and help lay the foundations 
for the development of self-advocacy. Providing accessible self-
advocacy training for CYP with autism and ADHD is fundamental 
for individuals’ success in the long term [78] but particularly 
important for girls [79] due to the additional barriers they often 
face within educational settings [80, 81]. CYP, their families, 
clinicians, educational professionals, charities, and academics, 
have been central to the project throughout all stages of 
developing these resources; from identifying unmet need, to co-
designing the content of the resource, to testing and developing 
initial prototypes. The resources have now been adopted by 
several schools and NHS Trusts and Councils across the UK [82]. 

“I think there’s something 
about that accessibility 
of information... it’s that 
real self-help element.”
- Focus group participant
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Limpsfield Grange, in Surrey, is the UK’s only 
special school solely for autistic girls aged 
11-16 years. Their work shows that there are 
solutions to the challenges CYP face, that need 
to be adapted into neurodiversity affirmative 
mainstream school environments. Many of 
the students have additional needs including 
ADHD; speech, language, and communication 
needs; medical needs; and emotional difficulties 
associated with their autism. All the students 
have an Education, Health and Care Plan (EHCP) 
that outlines their needs. Many Limpsfield 
Grange students have had an incomplete 
experience of primary school, often with 
very poor attendance due to their previously 
undiagnosed autism, which led to persistent 
levels of anxiety that affected their wellbeing.

What “good” 
looks like in 
autism education
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The holistic approach to educating the 
whole person within Limpsfield Grange 
leads to great outcomes for their students 
who make excellent progress in their 
academic studies, with 100% of students 
each year successfully transitioning to 
and sustaining a post-16 placement. 

Limpsfield Grange alumni attend 
universities across the country; have 
jobs and apprenticeships; they pay taxes; 
have friends; and lead rewarding and 
fulfilling lives. Limpsfield Grange aims for 
all autistic girls to have the support and 
opportunities offered to them to enable 
them to thrive.

Limpsfield Grange offers a broad and balanced, challenging, 
and relevant curriculum, delivered by experienced and 
dedicated staff. Staff build relationships with students 
based on a deep understanding of their needs, and these 
relationships are key in supporting students to fulfil their 
potential. The aim of the school is to fully prepare autistic 
girls for successful lives in wider society, so that they 
can work and make their contribution to the world. 

Limpsfield Grange believe that their students should be 
just as successful in their wellbeing, communication, and 
independence, as they are academically. This gives them 
the greatest possible chance of success as learners and in 
the wider world. This unique school teaches these skills as 
a unique subject area known as WACI (Wellbeing; Academic 
Achievement; Communication; and Independence). 
WACI underpins the curriculum and is credited as the 
reason Limpsfield Grange students are successful.

Wellbeing - promoting the importance of self-awareness and 
self-care that enhances both physical, and mental wellbeing 
so that each student develops the resilience to cope with 
the ups and downs of everyday life. Students develop their 
understanding of healthy and unhealthy relationships so that 
they are able to recognise any red flags and understand how 
to respond in a range of situations, with friends, family, online 
and in the wider community. They learn a range of tools for 
living safely online and develop the ability to recognise and 
manage the risks they may encounter online and offline.

Achievement - developing skills and knowledge, validated 
through externally recognised qualifications such as GCSEs, 
BTECs and Functional Skills that enable each student to 
successfully transition to their next education placement.

Communication - good communication skills are 
important for enabling our students to understand 
and be understood by others. We teach students how 
to interact with their peers and with both familiar and 
unfamiliar adults. Students develop social communication 
and interaction skills so they can engage confidently 
and meaningfully in a range of scenarios.

Independence - developing independence skills enables 
our students to manage their own lives and make 
their own decisions. Most functional life-skills can be 
learnt at home, so our focus is on developing skills for 
the workplace, managing money and understanding 
how to be a responsible and active citizen.



Limpsfield 
Grange
experiences

Some of the wonderful 
students at Limpsfield 
Grange reflect on 
their experiences.

Child of the NorthAutism assessment and support crisis
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This is what Connie, Sally, Darya, D’Arcy, Elizabeth, 
Rose, Baylei, Beth, Ellie, and Georgia had to say about 
life before Limpsfield:

When I was in primary school, 
I couldn’t keep up with the 
work and was made fun of 
– people called me “dumb” 
and “stupid”. People always 
left me out of things including 
games at breaktime. I felt like 
an outsider and got cross. It’s 
not nice to be in that position. 

I don’t remember a lot 
from primary school, but I 
struggled with being with 
other people and got left 
out a lot of the time. With 
learning, I was put in a group 
with three boys away from the 
classroom. I didn’t like that. 

I wasn’t allowed to sit my SATs 
at primary school. I felt left 
out. I wasn’t allowed to do 
them because I was dyslexic. 

I always felt in primary school 
that people never got me. I had 
one TA who was really nice to 
me. In maths I was only taught 
the basic things so I was never 
able to catch up with everyone.  

My experience of getting 
diagnosed was a rollercoaster. 
I was diagnosed with ADHD 
before autism, my autism 
diagnosis was a bit of a shock. 

My diagnosis took a while. The 
doctors thought I was hard of 
hearing then I was diagnosed with 
autism at around 8 years old. ADHD 
diagnosis was really weird – I didn’t 
want to sit through the assessment 
and I remember them chasing me 
round and round trying to do the 
assessment. It was really stressful. 

My parents told my primary 
school about my diagnosis and 
the primary school kicked me out 
because they didn’t believe me. 

They need to realise that girls can 
have autism too. It’s not fair that 
they only diagnose boys. There 
needs to be more ways to help, not 
just CAMHS, but doctors should 
have an autistic department as well. 

They said I shouldn’t have 
emotions. If I’m stressed out, 
I should be allowed to feel 
that way but staff at primary 
school didn’t understand and 
would just say “stop it”. 

“ “ “

““

“

“

“

“



Child of the NorthAutism assessment and support crisisLimpsfield Grange experience

This is what Connie, Sally, Darya, D’Arcy, Elizabeth, 
Rose, Baylei, Beth, Ellie, and Georgia had to say about 
how health and education systems should change:

People should all get what they need to be 
successful, not just autistic people. Everyone 
should have the tools to be a success. 

They need to stop separating neurotypicals 
and autistic people. There should be a fair and 
understanding system. People never understand 
us. It’s really selective and there should be 
something different done. If they need help 
someone should be there to help them. People 
who can’t get a diagnosis and haven’t got a 
special school place should be offered help 
in the classroom rather than be taken out.

Try not to have as much discrimination. 
I was called so many names in primary 
school because I was different. 

Sometimes schools can have stereotypical 
views. They just think it’s a characteristic, 
not that it’s a symptom of having autism.
 
Teachers and TAs in all schools should 
get a better understanding of autism. 

We should be taught about autism, 
neurodiversity, and mental illness. This could 
help students more because lots of teachers 
don’t understand their students’ needs. 

Autism is different in everyone so they 
should know that, and also that you can 
have more conditions than just autism.

“
“
“

“

“

“

“
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Movement breaks could really 
make a difference to autistic 
CYP in mainstream schools. 

Primary schools could add 
an area where people can 
have a break if they’re 
feeling stressed. 

A changes board (where 
changes in routine are 
recorded) can really help so 
changes aren’t a surprise. 

Schools could have swings 
to help if someone is 
feeling really stressed. 

Make teaching more 
specific – things are better 
when everything is clear 
and easy to understand. 

1

2

3

4

5

6

7

8

9

11

12

10

And here are their 12 top tips 
for supporting autistic CYP: 

Regular check-ins with a 
teacher or staff member are 
important for autistic people. 
Everyone should be offered 
check-ins if they need them. 

Offer a counsellor to help 
people talk about their 
experiences. It would 
help with diagnoses.

More explanations on social 
rules that must be obeyed, 
to help autistic people to 
understand. People shouldn’t 
get in trouble for reacting in 
a non-neurotypical way. 

It’s important for students 
in mainstream to be taught 
that autistic people might 
not understand things that 
they find straightforward.

Provide allowances for sensory 
needs (e.g., allow “fidgets” or 
students to undertake activities 
like crochet and doodling). 

Schools should allow autistic 
CYP the option to choose their 
own timetable or provide more 
flexibility about the timetable. 

If a student is feeling stressed, 
they should be able to ask 
for help and know that 
someone will speak to them.

Limpsfield Grange experience



Child of the NorthAutism assessment and support crisis

NHSE have provided two 
important and useful documents 
that could and should guide 
the implementation of the 
recommendations made 
within this report:

National framework to deliver improved 
outcomes in all-age autism 
assessment pathways

Operational Guidance to deliver 
improved outcomes in 
all-age autism assessment pathways

Implementation  
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The societal challenge is twofold. First, we must 
determine how these guidelines can move from 
abstract (and easily ignored) aspirations to concrete 
and measurable actions across the UK. Second, 
we need to transform our systems so that the 
responsibility for implementing autism support 
does not lie solely with the health system. 

The first challenge can be operationalised via 
existing NHS structures and frameworks. The 2022 
Integrated Care Boards (Establishment) Order 
legally established 42 Integrated Care Systems 
(ICS) across England, with each ICS comprising 
an Integrated Care Board (ICB), an Integrated 
Care Partnership, local authorities, place-based 
partnerships, and provider collaboratives. ICBs 
provide a useful organisational structure through 
which autism services can be transformed [83]. 

We recommend that ICBs work together to create 
a single regional “point of truth” where families, 
expectant families, practitioners, and educational 
providers can obtain evidence-based health 
advice on autism. The advice can be hosted 
on NHS webpages and capture core principles 
whilst ensuring the messages are tailored for the 
region. The Healthier Together programme shows 
the effectiveness of such an approach [74].

Likewise, an existing NHSE framework for 
addressing health inequalities can be utilised to 
create change at pace. Core20PLUS5 advocates 
a system level approach to inequity that targets 
the most deprived 20% of the national population 
(‘Core20’) [18]. Core20PLUS5 encourages use of 
the national Index of Multiple Deprivation (IMD) to 
identify where efforts must be concentrated. The 
IMD is the official measure of relative deprivation 
in England (with similar measures available across 
the devolved nations). IMD2019 combines and 
weights 39 factors across seven domains of 
deprivation (income; employment; education; health; 
crime; housing and services; living environment) 
[84]. IMD2019 allows geographical “hotspots” of 
deprivation to be identified and serves as a useful 
geographical guide to target health interventions.

Thus, Core20PLUS5 identifies where actions should 
be prioritised within an ICB area. Importantly, it 
recognises that the system cannot simply throw 
a switch and transition to new ways of working 
in every area across the UK. Pragmatically, 
we recommend that around three of the most 
disadvantaged wards are selected within each local 
authority area and new approaches to supporting 
autistic CYP are developed in each of these wards. 
We recommend working at a ward-level to reflect 
the existence of a democratic elected councillor 
who can provide local political support for the work. 

The implementation of innovative approaches to 
the transformation of autism pathways within a 

small number of wards will allow an area to “test 
and learn” what works best and scale up a system 
level transformation in a manageable fashion.

Core20PLUS5 suggests that specific populations 
should be prioritised at a local level (the “PLUS” 
part of its name) [18]. Examples include ethnic 
minority communities, people with a learning 
disability, and autistic people. We strongly 
advocate an approach where ICBs prioritise 
improvement of their autism pathways. 

We note that the evidence presented in this report 
also applies to other developmental differences 
(e.g., ADHD). Importantly, a sustained focus on one 
condition (autism) would allow the issues associated 
with system transformation to be trialled in a 
manageable fashion. This approach will yield the 
wider changes required in a shorter time frame than 
an approach that tries to achieve everything at once.

To ensure that addressing the autism support and 
assessment crisis remains a priority, we recommend 
that “Futures Groups” be established to support 
ICBs. Humber and North Yorkshire ICB have 
established such a group, and the Futures Group 
provides advice on how the ICB can effectively 
implement a prevention strategy. These groups 
could utilise academic capacity within regional 
universities with experts who have the bandwidth 
necessary to help ICBs focus on the long-term 
agenda. The immediate demands on ICBs (from 
doctor strikes to A&E waiting times) otherwise 

The “Framework” and “Operational Guidance” documents were co-produced with a wide 
range of stakeholders including people with lived experience (autistic people, their families, 
and carers). The documents identify barriers to the autism assessment pathway and provide 
evidence of good practice.  

“I think services need to 
try and engage with the 
children as well, rather 
than just completely 
ignoring them and 
going to the parents.”
- Autistic young person

“I wish that there were 
just more services 
available for them... 
in all honesty, there’s 
hardly anything... our 
kids are the ones that 
struggle the most, 
but they get the least 
services offered to them.”
- Parent of an autistic young person

hinder a sustained focus on inequity prevention. 
The evidence from Humber and North Yorkshire ICB 
is that there is an academic community willing and 
able to advise and support the ICB on such matters.

In summary, we need political leadership to drive 
coordinated public service delivery at a local 
level. This would ensure autistic CYP and their 
families receive the holistic care they need. The 
delivery of coordinated services requires the 
creation of formal partnerships at local authority 
area level. These partnerships can then enable 
services such as schools, health services, local 
authorities, voluntary services, faith leaders, 
and businesses to propel data driven, “whole 
system” approaches to improving outcomes for 
autistic CYP through schools and nurseries [24]. 

There is a role for central and local government 
to mandate and oversee such pragmatic 
approaches, providing challenge and support.

“Access to sort of 
a single source of 
information whether 
that be service users 
or professionals or 
anybody else who 
might want to look at 
information around 
neurodiversity.”
- Focus group participant



The role of 
educational 
psychology

Workforce issues will need to be 
addressed as part of the solution 
to the problems affecting autism 
assessment and support services. 

Educational Psychologists (EPs), 
along with other professionals 
such as speech therapists 
and occupational therapists, 
play an important role in the 
support available to schools.
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Educational 
psychologists 
can help schools 
increase their 
capacity to meet 
needs through 
regular training 
and support.

EPs can cotribute to supporting autistic CYP and their 
schools and families. They work with the 0-25 age range and 
support pre-schools, schools, and post-16 settings at the 
organisational level (e.g., providing training and helping with 
developing general systems of support), as well as working 
with individual children with and without a medical diagnosis. 
EPs work across settings providing transition support, 
including support with the transition to adulthood [85].

Autism-focused activities can form a large part of an EP’s 
workload. They can work with schools to assess autistic 
CYP’s needs; advise on or provide interventions and 
therapeutic work; provide training for staff and parents; work 
collaboratively with families, school staff and other services; 
support the development of the local autism strategy, such 
as autism assessment pathways; and some have specialist 
roles as part of autism diagnostic teams [86, 87]. 

Through their knowledge of individual schools and communities, 
EPs’ school-based work can assist in developing staff knowledge 
of autism, for instance by helping staff to understand different 
presentations of autism such as autism in girls or co-occurring 
difficulties such as selective mutism, anxiety or emotionally 
based school avoidance [88, 89]. However, as young people 
have emphasised, this needs to be sustained support as an 
afternoon’s training is not enough. EPs can help schools increase 
their capacity to meet needs through regular training and support 
with implementation of evidence-based approaches such as 
visual supports or social stories and by collaborating with school 
staff and families to develop individualised plans for pupils. 

Increasing the number of EPs may potentially increase capacity 
for them to be able to focus on this important area of work, 
although there are concerns about continuing shortages. It 
is promising that since 2020 the Department for Education 
has increased the number of educational psychology training 
places available from 160 to 204 per year [90]. Nevertheless, 
EPs are leaving the service at a greater rate than they are being 
replaced and there are geographical inequalities impacting 
the availability of EPs in parts of the UK. For instance, there 
is no EP training provision within West Yorkshire, and this 
means that local authorities such as Leeds and Bradford 
struggle to recruit. Innovative approaches are required 
within the profession of educational psychology – such as 
the development of Masters level apprenticeship grades 
which enable graduates to apply their skills within schools 
under the supervision of a Doctorate level qualified EP.
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END WORD: Evie Shore, Jennifer Shaw, Megan Roker and Nat 
Merrick (The Research and Implementation Fellow Team from Born 
in Bradford’s Centre for Applied Education Research)

One of the struggles which resonates with us 
most is the impact of the COVID-19 lockdowns 
and the effect they had on young people’s 
educational experience. During this period, we 
experienced struggles with isolation, where 
we felt a lack of support and an absence of 
social interaction. CYP with autism and/or 
additional needs have been disproportionately 
affected by the COVID-19 pandemic and have 
faced additional barriers to accessing support 
during this time. Post-pandemic, the burden 
on health services because of this global crisis 
means CYP are unable to access support 
for many years, suffering with subsequent 
mental and physical ill health. The inherent 
inequalities and complexities of navigating 
autism pathways are leaving CYP and their 
families without the resources they need. 

Having only recently exited the school system 
we can testify to the major role that school plays 
in a young person’s daily life. We completely 
agree with this report’s conclusion that the 
school system should be utilised to identify and 
support autistic CYP. Additionally, as teachers 
observe the behaviour displayed by CYP daily, 
their insights are invaluable when identifying 
individuals with unmet needs, as well as 
advising clinicians during autism assessments. 
Through working with the Centre for Applied 
Education Research (CAER) in Bradford, we 
have witnessed the need for place-based 
approaches, the importance of which is 

highlighted by the socioeconomic and cultural 
differences seen across the District. We also 
recognise that these developments must be 
evidence-based, using research and high-
quality data. We have observed the success 
of using this approach in creating appropriate 
interventions that have real world benefits. 

We wholeheartedly agree that working 
alongside autistic CYP is vital to ensure services 
are equipped to best support their needs. 
People with autism are best equipped to 
identify the challenges they face and propose 
efficient approaches. This can be seen in the 
toothPASTE project, helping support oral 
health through working with autistic CYP and 
their families. Psychoeducational resources 
produced with autistic CYP also highlight the 
importance of co-production; autistic CYP 
have often been wrongfully excluded from 
decisions about autism service provision, 
despite their expertise and insight.

Evie Shore: As part of the CAER team, and as a 
female autistic young person who has navigated 
the education system without additional support, 
I feel that the challenges I have personally 
experienced have been recognised by this 
report. It is refreshing to see so many practical 
recommendations be made, with the offer 
of an accessible needs-led approach. In the 
same breath, it is disheartening to discover the 
numbers of CYP who are being continuously 
failed by the system. The lack of awareness 
among healthcare professionals regarding 
how autism presents in girls is hindering CYP’s 
chances of excelling in the classroom and 
beyond. Going for years unnoticed and without 
support can have profound negative effects on 
CYP’s mental health considering the challenges 
of school transitions, and the complexities 
of secondary school social life. It is crucial to 
provide thorough training co-produced by CYP 
with lived experience, regarding the presentation 
of autism in girls, including what adjustments 
can be put in place to meet the needs of 
autistic girls earlier and more effectively.  

As young people from the North of England, we are grateful that attention is finally being paid 
to the struggles and inequalities impacting CYP, with an immediate call for action. We are 
excited to have had the opportunity to contribute to this report and highlight the perspectives of 
young people, including those with autism.

One of the struggles 
which resonates with us 
most is the impact of the 
COVID-19 lockdowns 
and the effect they 
had on young people’s 
educational experience.

We need a government 
who will put CYP at 
the forefront of their 
decision making 
and deliver the 
recommendations given 
by this report. We need 
system-wide change, 
and we need it now.
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