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This strategy has been developed with the support and advice from the following key partners 

Bradford City, Bradford Districts and Airedale, Wharfedale and Craven CCG 

Bradford Local Authority (and following review of the North Yorkshire Autism Strategy)  



 

 

Airedale and Wharfedale Autism Resource (AWARE) 

Bradford Autism Service (BAS) 

Barnados 

SAS (specialist autism services) 

HFT 

Healthwatch 

Bradford Education 

Health providers – Bradford Teaching Hospitals Foundation NHS Trust, Bradford District Care 

Foundation Trust, Airedale Hospitals Foundation Trust  

Born in Bradford Project Research Team 

Autism Partnership Board 

The delivery of this strategy will be progressed through the Autism Partnership Board  and will 

ensure consistency of service provision for all residents within Bradford Districts and Craven. 

(NB Craven residents are included in CCG boundaries and therefore have access to the same health 

provision, Local authority support for Craven residents would however be provided through Craven 

district Council and North Yorkshire County Council).  

 

Forward 

 

Real life, everyday experiences have been used to help demonstrate where changes need to be 

made and the voices of those affected by autism also underpin this strategy. It is an ageless strategy 

in recognition of the importance of good transition processes between child, adolescent and adult 

services, and sets out key recommendations for the work that is required over the coming years to 

ensure that NICE Quality standards are fulfilled
1
 

The Underpinning Values of this strategy include: 

• Transparency – involving service users, service providers and other stakeholders and 

working together to promote independence, recovery, resilience and wellbeing.  

• Services and support that are person-centred, inclusive and relevant to need.  

• Support that is of a high quality and meets the diverse needs of Bradford District and 

Craven’s population.  

• Services and support that represent good value for money   

• Care provision and support that is focused on outcomes rather than simply the activity itself. 

The key strategic outcomes expected from this strategy are:  

                                                           
1
 https://www.nice.org.uk/guidance/qs51/ 
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• People are supported to remain independent and to meet their full potential.  

• Choice and control over how individuals (and their carers) are supported to live their lives is 

maximised.  

• People are able to access high quality services that meet their health and care/support 

needs.  

 

These strategic outcomes are set in the context of a requirement to ensure ongoing delivery of a 

financially sustainable health and social care system. 

This strategy upholds the need to focus on a holistic, joined-up approach across statutory and non-

statutory services in order to ensure support and care is efficiently delivered and effectively 

utilised. The main focus of this strategy is to enable people that are neuro-diverse to keep well and 

safe and to live fulfilling lives. 

 

1. Background 

Originally coined by a scientist in the 1980s, neurodiversity refers to the range of neurological 

differences experienced by people with ‘conditions’ such as autism, ADHD, dyslexia and dyspraxia. 

Other conditions such as tic disorders and especially Tourette Syndrome are also considered in this 

strategy as they too are neurological disorders with onset in childhood. Tic disorders are a co-morbid 

disorder with ASD’s.   

It is recognised that there are a number of terms that individuals and groups prefer to use including 

autistic spectrum disorder (ASD), autistic spectrum condition and autistic spectrum difference. In 

thiDarrys strategy the term autism is used as an umbrella term for all such conditions, including 

Asperger syndrome. This is in line with the approach to terminology adopted by key autism 

representative organisations, including National Autistic Society (NAS). 

Autism 

This strategy primarily focuses on the development of services for people with autism although 

considers other frequently co-occurring neurodevelopmental conditions across the age spectrum.  

People with autism may have learning disabilities or have other conditions such as Attention Deficit 

Hyperactivity Disorder (ADHD), learning difficulties, such as dyslexia (difficulty in learning to 

read/interpret symbols)  and dyspraxia (difficulties with co-ordination/movement). Asperger 

Syndrome and Pathological Demand Avoidance (PDA) are considered to be part of the autistic 

spectrum. Neuro diversity and particularly autism impacts on the whole life experience of people 

and their families/carers.  No one knows why people have autism and you cannot always tell that 

someone has autism so it is sometimes called a “hidden disability” or condition.  It lasts for all of a 

person’s life, irrespective of when an individual is diagnosed, but with appropriate support many 

people can lead rewarding and fulfilling lives.  

Everyone with autism is different, and consequently will have different needs, but being autistic 

often means that people may experience problems with:  

• Communication – both verbal and non-verbal, e.g. difficulties with use and interpretation of 

voice intonation, facial expressions and other communicative gestures. This can mean that it 

is difficult to tell people what is needed and their feelings; 



 

 

• Reciprocal social interaction – for example the ability to understand what someone else 

might be thinking in a real-time situation and to understand the need for social ‘give and 

take’ in conversation and overall interaction. This can result in high anxiety levels, loneliness 

and/or isolation and depression. 

• Restrictive, repetitive and stereotypical routines of behaviour – these may involve 

enthusiasms held by a person with autism (which may be very restricting for their family, 

friends and colleagues but may also be psychologically distressing or inhibiting for the 

individual with autism).  

• Sensory overload – such as difficulty processing everyday sensory information such as 

sounds, sights and smells. This again can raise anxiety levels and trigger unsociable 

behaviour.  

• A proportion of young people with ASD are also reported to show catatonic like symptoms in 

adolescence, the prevalence of such is unknown.  

Each individual with autism and their family need to be able to access services that support their 

individual needs and to have access to services where professionals have a good awareness of ASD 

and behaviours and conditions associated with it. This will mean that a wide range of services such 

as social care, education, housing, equipment, employment and a wide range of other community 

based services should be available  as and when required and in a way that is appropriate to them.   

Attention Deficit Hyperactivity Disorder 

 

ADHD is a medical condition that affects how well someone can sit still, focus, and pay attention. 

People with ADHD have differences in the parts of their brains that control attention and activity. 

This means that they may have trouble focusing on some tasks and subjects. The symptoms of ASD 

and ADHD overlap. Most children on the autistic spectrum have symptoms of ADHD such as difficulty 

settling down, social awkwardness, the ability to focus on things that interest them and impulsivity. 
Recent research is suggesting that around half of children diagnosed with autism will also have 

ADHD. ADHD can “mask” autism when left untreated. Symptoms of ADHD tend to be noticed at an 

early age and may become more noticeable when a child's circumstances change, such as when they 

start school. Most cases are diagnosed when children are 6 to 12 years old. The symptoms of ADHD 

often improve with medication. However, like Autism the cause of ADHD is unknown, and again like 

Autism the condition has been shown to run in families. Research has also identified a number of 

possible differences in the brains of people with ADHD compared to those who don’t have the 

condition. It is thought about 3-5% of school aged children may have ADHD and again, like autism, it 

can occur in people of any intellectual ability although it is more common in people with learning 

difficulties. 

 

Children and adults on the autism spectrum and/or with other neuro difference each have a unique 

set of conditions which will not necessarily fall within categories of learning disabilities or mental 

health, although these conditions may also be present and associated services may be the most 

appropriate to access. Consequently, this strategy is aligned to both the strategy “Mental wellbeing 

in Bradford District and Craven:  2016 – 2021” and progress will be monitored at the Transforming 

Care Programme for Learning Disabilities and/or Autism. There is a recognition that timely access to 

mental health provision is key to reduce escalation of crisis situations and to some extent if 

individuals are seeking crisis care then the support system has failed them.  Crisis services for people 



 

 

who are neuro-diverse with mental health conditions and/or Learning Disability will not be included 

in depth in this strategy although raising awareness of autistic people’s particular needs in accessing 

any non neuro-diverse specific service will be referred in an attempt to reduce the numbers of 

people with autism and/or ADHD being placed in out of area provision due to their needs escalating 

to such a point that local provision is not a viable option.   Lessons must be learned from reviewing 

individual stories of people’s experiences of crisis care and these should be utilised to help prevent 

individual’s following the same path. 

This strategy brings together key recommendations from a number of national documents and sets 

them in the context of recent experiences of people with neurological difference and their 

families/carers in an attempt to demonstrate the strategic and operational changes that need to be 

made in the District. It aligns the statutory responsibilities of different organisations to real service 

user experience in order to highlight what impact services do, or don’t have on an individual and 

their family’s/carer’s lives.  

 

2. Purpose of this Strategy 

The purpose of this strategy is to outline what care and support is required by service users and their 

families, recognising that resources are finite, and to progress the key recommendations outlined in 

the government’s “Think Autism” strategy which was published in April 2014 and set out the 

statutory guidance for public sector services.   It also considers the impact of the Review of services 

provided at Winterbourne View (2012) and NICE guidance (CG142). The reasoning behind 

developing a strategy for all age groups is to ensure that services across the age spectrum are 

integrated, primarily because transition points for neuro diverse individuals, particularly those with 

autism, can be difficult for them to cope with.  As detailed above many difficulties that individuals 

with ASD’s face are similar to those with other neuro- diverse conditions such as tic disorders, 

dyslexia, ADHD etc. and many individuals who are not supported effectively will suffer mental health 

distress such as anxiety and depression and/or social isolation.  

This strategy sets out the priority areas for local review, change and development for NHS and 

Council services working in partnership with both commissioned and non-commissioned voluntary 

sector services and with families and people affected by neurodiversity. The remit is consequently 

very broad and encompasses education, social care, community, housing, employment, broader 

public services, as well as addressing and influencing societal perception and understanding, 

healthcare and biological/medical research. 

It is envisaged that a Programme Plan, aligned to the Transforming Care Programme (TCP), will be 

developed which identifies workstreams for each of the priority areas detailed within the strategy.  

Care will be taken not to duplicate transformational work being undertaken by the TCP. As a result 

this strategy will focus predominantly on neuro-diversity without learning disability. The Mental 

wellbeing in Bradford District and Craven strategy 2016 – 2021 is also relevant bearing in mind that 

mental illness is more common for people with autism than the general population. Mental health 

and wellbeing services that are autism friendly as a minimum but ideally autism specific must be 

developed. Timescales for delivery of the main recommendations within this strategy are 

dependent on resource to  support implementation across the numerous providers involved but 

should be completed by 2021. 

 Key performance indicators have been suggested for each workstream but will need further 

development as the strategy is operationalised.  



 

 

This strategy has been approved by the Autism Partnership Board for Bradford District and Craven 

and 

Xxxxxxxxxxxxxxxxxxxxxxxxxxxxxxxxxxxxxx? Which body for final approval Health and Well Being 

Board? 

3. Cost Benefit – Case for Change 

It is recognised that failure to provide adequate services can have costly consequences for 

individuals, their families and for public services/state.  The 2009 National Audit Office (NAO) Report 

“Supporting People with autism through adulthood” states –  

“ Beside the negative impact of such crises on a person’s life, acute services are also expensive, with 

inpatient mental health care costing between £200 and £300 per day”  

The National Autism Project (NAP), supported by The Shirley Foundation, has recently published 

“The Autism Dividend; Reaping the Rewards of Better Investment”. They key aim of the report is to 

provide authoritative recommendations on those aspects of autism research and practice that have 

demonstrable effectiveness in benefiting people with autism, their families and their communities. 

Following publication of these recommendations NAP are conducting a national campaign aimed at 

policy makers to demonstrate the economic benefit that could be gained by greater investment in 

preventative intervention which supports wellbeing and enhances an individual’s ability to 

contribute to society and reduces the enormous economic impact of autism in the UK (estimated 

£32 billion per annum
2
). Key findings and associated recommendations included: 

• Ensure timely identification and diagnosis  

• Provide evidence-supported interventions and support (with an aim to reduce Mental 

Health crisis interventions)  

• Make the economic case for intervention  

• Remove barriers to access  

• Tackle environmental and other stressors  

• Fight stigma and discrimination 

• Ensure better transitions (for example between child and adult services)  

• Coordinate action across sectors  

• Build better information systems  

(These recommendations have been incorporated into this strategy but with the caveat that the 

ambition articulated within this document has to be realistic to the financial situation of public 

sectors services). 

The NAP report also found that the reality is “that poor support for autistic people results in poor 

choices, leading in turn to poorer outcomes – and the impacts on autistic people and their families 

can be highly damaging. Autistic people are more likely to be excluded from schools, suffer poor 

health and have a high risk of premature death
3
”. 

                                                           
2
 Based on initial research in 2007 led by Professor Martin Knapp from the London School of Economics and 

Political Science  which demonstrated that the economic consequences of autism in the UK totalled £28 billion 

per annum – since revised by LSE in 2014. 
3
 “The Autism Dividend; Reaping the Rewards of Better Investment” National Audit Project January 2017 



 

 

 This preventative agenda is a key component throughout this document with recognition that 

timely low level and low intensive support and services can help to prevent the development of 

more complex needs over time.  

4. Key Policy Drivers 

 

a) National Context 

The 2009 Autism Act and the publication of the autism strategy, Fulfilling and Rewarding lives, that 

followed in 2010 set out the vision and direction of travel for services for adults with autism. Local 

authorities were tasked to appoint a lead with responsibility for mapping local need and developing 

plans and, increasingly, people with autism have been engaged locally in planning and designing 

services.  Nationally a comprehensive suite of clear national guidance has been issued on the care, 

management and diagnosis of autism for adults including Statutory guidance  (published in 2015)  

for Local Authorities and NHS organisations which is reflected throughout this document.  

With regards to children; The Children and Families Act 2014 aims to ensure that all children young 

people and their carers are able to access the appropriate support and provision to meet their 

needs. The Act outlines a new Code of Practice for children and young people with special 

educational needs and/or disabilities (SEND). (NB the government considers Autism to be a 

disability). 

The Care Act 2014 is also a key national driver and introduced a single law to replace existing 

complex legislation around social care and new duties for local authorities and partners resulting in 

new rights for service users and their carers including a stronger focus on wellbeing and prevention 

and a new safeguarding framework. Care and support services are often key in enabling the 

independence and wellbeing of people with autism and/or ADHD. 

The Care Act requires councils to ensure that any adult and/or carer with care and/or support needs 

should receive a needs assessment. Transition assessments should also be undertaken when a child, 

young carer (or adult caring for a child) is likely to have care and/or support needs when they turn 

18 regardless of whether the individual concerned currently received support from children’s 

services. 

b) Local Context 

In Bradford District and Craven the journey to redesign services for people with autism has just 

begun and it is recognised that there are a number of reasons why this strategy is required. These 

include: 

- Waiting times for diagnosis and assessment are too long resulting in distress for both the 

individual being assessed and for their families/carers 

- Pathways for supporting children and adults with autism in the District are fragmented 

across a number of different services  

- Reasonable adjustments to open up access to mainstream services for people with Autism 

and building on the Department of Health’s Think Autism strategy are required to ensure 

that the NHS, criminal justice system and benefits system are better able to support them 

- Proactive planning is required to support children and adults through transition points in 

their life (including school transition, puberty, child to adult services, starting work etc) 

- Provision of new protections for those with special educational needs in further education 

and supportive pathways into employment for young adults is required.  



 

 

A recent report by Healthwatch has also highlighted that there is insufficient support available for 

people within autism in the District especially if they don’t have a learning disability or a current 

mental health problem.  It also highlighted that that people with autism and their families believe 

there is a poor understanding of autism within public sector services but especially in primary care. 

An underlying issue for Bradford and Airedale is a recognition that we don’t truly understand the 

level of need locally due to a lack of joined up data and a sense that the diagnosis of autism is not 

always recorded or is a secondary diagnosis. Other issues contributing to a lack of clear 

understanding of need is that both nationally and locally there is under diagnosis in females and that 

many people who are autistic have never received a diagnosis and consequently will be not recorded 

in our data.  This was highlighted in the recent Autism Self Assessment Exercise which has now  been 

analysed by Public Health England. An action plan developed following this exercise can be found in 

Appendix 2 . 

What is known is that the demand for assessment and diagnosis has increased markedly over the 

last 3-5 years across the full age spectrum and that the capacity of services delivering diagnostic 

assessment cannot meet this demand. 

 

5. Statistics/ Key Headlines 

The following statistics are recognised at a national and international level.  

• Autism is a serious, lifelong and disabling condition. Without the right support, it can have a 

profound - sometimes devastating - effect on individuals and families. 

• There are estimated to be around 700,000 people in the UK on the autistic spectrum 

• Between 44% - 52% of autistic people are thought to have a learning disability (IQ less than 70) 

• There is still a perception that ASD is a male condition and consequently there is an under diagnosis 

of females and a belief that diagnostic tools developed have been steered towards more easily 

recognisable male autistic traits.  

• While autism is incurable, the right support at the right time can make an enormous difference to 

people's lives (although the balance between dependency on services and empowerment of 

individuals with autism is often difficult to get right) 

• The identification of autism in children and young people can be complex and diagnosis must be 

undertaken with care to ensure that other possible causes/conditions have not been overlooked 

(the specific diagnostic test utilised in Bradford and Airedale takes around 22 hours of professional 

time to undertake ) 

• Caring for a child/young person with autism can have particular challenges and consequently 

families require support as well as the individual. 

• Nationally 70% of adults with autism say that with more support they would feel less isolated. 

• At least one in three adults with autism are experiencing severe mental health difficulties due to a 

lack of support.* 

• Only 16% of adults with autism in the UK are in full-time paid employment, and only 32% are in 

some kind of paid work. * 



 

 

• Only 10% of adults with autism receive employment support but 53% say they want it* 

• Suicide is a leading cause of premature death particularly in individuals with Asperger Syndrome 

(Sarah Cassidy and Jacqui Rodgers - Lancet Psychiatry) 

(*National Autistic Society)  

In relation to people with ADHD (particularly when undiagnosed or untreated)  there is a recognition 

that they are:- 

- twice as likely to commit crime and known to commit three times as many offences as those 

without the disorder 

- more susceptible to problematic drug/substance use 

- more likely to be socially isolated/without friends 

- more likely to attempt to take their own life ( 

6. Why this strategy is important and who it is for? 

This strategy is an attempt to outline what action is needed locally to support children and adults on 

the autistic spectrum and their families.  For the vision outlined to be realised, shared action across 

all services involved and collaboration and partnership with anyone affected by autism is required.  

Some of the recommendations highlighted are about assessing and amending existing practice, 

recognising that services are not meeting always meeting the needs of individuals and families, 

whilst other recommendations are about changing practice in light of new research and learning. 

Individual’s and family’s experiences of assessing support underpin each section below and ensure 

that the focus of any chance has a clear benefit identified.  

The financial climate is challenging but there is a recognition that through greater clarity about the 

cost of services and building the economic case for a shift to a more preventative approach that 

significant improvements can be made.  This includes ensuring that the interests of those on the 

spectrum are appropriately included in other areas of policy development such as learning disability 

and mental health services as well as self-directed support.  

7. Planning for Neuro diversity services 

 

a) Level of Need 

It is widely recognised that at least 1% of the UK population are autistic (around 700,000).  A recent 

study by the Department of Health’s Learning Disabilities Observatory carried out a systematic 

review to estimate the prevalence of autism amongst adults with Learning Disabilities. The review 

led to the conclusion that the prevalence of autism amongst adults with learning disabilities was 

likely to lie somewhere between 20% and 33%. The most recent study indicated that the prevalence 

of autism increased with greater severity of learning disability/lower verbal IQ. It has been estimated 

that around half of people with autism fall into the category of ‘High Functioning Autism’ – i.e. they 

actually have an IQ greater than 70. This variance in disability and the very nature of Autism means 

that the level and type of need can vary significantly and consequently a “one size fits all” approach 

is not appropriate. 



 

 

A recent review of social care data requirements carried out by the NHS Health and Social Care 

Information Centre (HSCIC) now known as NHS Digital has introduced a requirement on Local 

Authorities to begin recording ‘Primary Support Reasons’ and ‘Health Conditions’ within electronic 

social care record systems from April 2014, including Autism and Asperger’s Syndrome as mandatory 

fields. This information will start to be reported from April 2015 and it is anticipated that this will 

lead to significant improvements the availability and robustness of local data on levels of need and 

autism prevalence in the future. 

 In Bradford and Airedale there is no one source of data that gives an accurate picture of the number 

of children and adults living with autism but all local services across age spectrums are seeing an 

increase in referral numbers for assessment and diagnosis and an increase in overall diagnosis rates. 

An epidemiology description of Autism Spectrum Disorders (ASD’s) is key to understanding the local 

level of need.  The Bradford Council Public Health Department have undertaken an assessment 

which will help to inform public health policy, plan for education, housing and financial support 

services as well as broader health and social care provision – this can be found at Appendix 3. 

 

Key findings include: 

 

- Classic Autism has gradually evolved into the concept of a larger “spectrum disorder”  

 

- ASD is highly heritable but environmental factors are also implicated.  

 

- Multiple lines of evidence suggest the aetiology of ASD has prenatal origins. Onset of ASD 

symptoms typically occurs by age 3, although symptoms may not fully manifest until school 

age or later, and some  research suggests symptoms can emerge between 6 and 18 months 

of age  

 

- More severely affected children are more likely to be identified and reliably 

diagnosed at younger ages than milder cases 

 

- Annual incidence rates of autism during the 1990’s showed a five fold increase in the 

UK. Although this incidence has since reached a plateau referrals for diagnosis and 

diagnostic rates  have continued to increase. 

According to PANSI (projecting adults needs and service information system) data the number of 

over 18’s in Bradford Local Authority area with autism was 3500 in 2015 with a predicted 10%  

increase by 2025 (to nearly 4000). Data relating to over 65 year olds shows a predicted increase of 

nearly 40% in this age category.  

Local GP data showed that 1061 children (0-18 year olds)  were recorded as autistic on the GP 

clinical system in 2013 in 2017 this has increased to 1896 (nearly 80% increase). The total number 

for people recorded as being on the Autistic spectrum on primary care systems is 3271 but national 

prevalence data indicates that in a population the size of the 3 CCGs (around 600,00 population)  it is 

more likely to be in the region of 6000 to 8000 (1% and 1.3% respectively). 

ASD- GP systems/Age 0-7 8-18 19-30 31-50 51-112 Total 

AWC CCG 115 481 288 89 35 1008 



 

 

Bradford City CCG 101 185 120 44 6 456 

NHS Bradford Districts 238 772 542 201 54 1807 

Total 454 1438 950 334 95 3271 

 

In terms of ADHD there is an accepted 3-5% prevalence range in school age children. There are 

around 170,000 school age children in Bradford District and Craven but only 272 recorded in primary 

care as being diagnosed with ADHD ( prevalence suggests the range should be in the region of 5000-

8000).  

 

ADHD - GP systems/Age 0-7 8-18 19-30 31-50 51-112 Total 

AWC CCG 4 73 106 28 5 216 

Bradford City CCG 1 25 55 7 0 88 

NHS Bradford Districts 6 163 304 53 8 534 

Total 11 261 463 88 13 838 

 

The Born in Bradford study has recently extracted data from GP systems relating to the 

cohort of children included in the Project.
4
 This is attached at Appendix 2. The age of the 

children at date when the GP data was extracted varies, from just over 5 years old to just over 9 

years old (mean age of 7¼ years).  This data suggests that socio-economic factors play a role in 

whether a child receives a diagnosis at an early age and also identifies that children of mothers who 

are educated to A level or above are twice as likely to have a diagnosis at an early age compared to 

mothers with lower levels of education. This may be related to differing levels of engagement in the 

health care system but potentially demonstrates inequitable access to diagnosis. 

 

b) Commissioning Approach 

People with autism and/or other neurodiversity, and their families/carers need the support of well 

informed and committed professionals to ensure the best possible progress in all areas of their lives 

                                                           
4
 The Born in Bradford cohort study was established in 2007 to examine how genetic, nutritional, environmental, 

behavioural and social factors impact on health and development during childhood, and subsequently adult life in a 

deprived multi-ethnic population. 12 453 women were recruited during pregnancy, at around 28 weeks; all babies born to 

women who agreed to participate in the cohort study were eligible for recruitment. All cohort members were asked for 

consent to link to GP records, the rates presented here are for the cohort of 12,388 children who were matched to GP 

records. For more information on the Born in Bradford cohort study:http://www.borninbradford.nhs.uk/ 

 



 

 

Early detection & 
Diagnosis

•Reviewing and redesigning services to ensure access to assessment and 
diagnosis as soon as it is required and with minimum delay (and investing 
time and resource in doing this)

•. Currently there is no defined pathway in place for individuals presenting 
with these conditions 

•Ensuring that pre diagnosis support is available and based on need

Post Diagnostic support

•Ensuring pathways of care and support are clear, that services work 
together to improve the lives and opportunities for children and adults with 
autism or other neurological development conditions and prevent, wherever 
possible, escalation into crisis services, admission to inpatient services or out 
of area placements 

Awareness

•Developing a training and autism awareness campaign across Bradford and 
Airedale (including raising awareness and skills withinwider public services), 

•Ensuring access to specialist skills at points of assessment for support and in 
order to enable improved access to mainstream services, supporting families 
and carers to access appropriate courses/training to help support their 
family member/carers

•Raising general awareness within the local population. 

•Training and support for people with autism at particular points in their lives 
also needs to be reviewed eg training which provides specific support into 
employment. 

across the full age spectrum. Currently commissioning for autism services takes place within 

different contexts including children’s services, Child and Adolescent services, council services and 

adult mental health provision. Legislation also states that there must be an identified lead across 

health and local authority who is able to influence and shape strategic thinking around the 

development of services. This leadership is currently being provided through the Transforming Care 

Programme.   Our commissioning approach will be one in which we ensure the right services are 

identified, commissioned in an integrated way which supports children to adult and consequently 

meets both current and future need.  There will be a clear pathway for pre diagnosis support 

(including practical support based on need rather than diagnosis)  assessment and diagnosis and 

post diagnosis support which recognises that autism does not present in the same way across 

individuals and that need and support will vary.  There is recognition that commissioners need to 

work collaboratively on defining the local pathways and this may include commissioning new 

pathways across a wider geographical footprint to maximise use of resources, share innovative 

practice and ensure timely access to specialist input.  

 

Three broad priority areas are suggested in this strategy and they are: 

  

 

 

All of these will require that the capacity of the services supporting children and adults through the 

pathways is able to meet the level of demand and that services have clearly identified which staff 

support these individuals and their families and that time spent, particularly on pre and post 

diagnosis work, is recognised in job planning.  



 

 

This will mean that statutory public services, voluntary and community sector organisations and 

individuals who are autistic and their families/carers need to work together to deliver this strategy. A 

framework will be developed to monitor and measure success against key recommendations in this 

report with a focus on ensuring that the anticipated benefit is delivered and a programme for 

implementation established. This could be led through the already established Autism Partnership 

Board if there was increased representation across the different agencies.  

It is also worth stating that from 1st August 2016 onwards, all organisations that provide NHS care or 

adult social care are legally required to follow the Accessible Information Standard.  

The standard aims to make sure that people who have a disability, impairment or sensory loss are 

provided with information that they can easily read or understand and with support so they can 

communicate effectively with health and social care services.  It also means that commissioners of 

NHS and publicly-funded adult social care must make sure that contracts, frameworks and 

performance-management arrangements with provider bodies enable and promote the Standard’s 

requirements.  Further information can be found here Accessible Information Standard 

8)   Key Areas for Review  

Following consultation with providers and service users 12 areas of review have been identified and 

key recommendations/requirements identified. These are: 

a) Data/information 

b) Autism Awareness/training 

c) Defining a Pathway 

d) Learning Disabilities & Mental Health 

e) Transition 

f) Education and support 

g) Relationships/Carers/Families 

h) Employment 

i) Housing 

j) Undiagnosed/late diagnosis 

k) Older Adult 

l) Accessing mainstream services 

Following approval of this strategy these will need to be prioritised and developed into an 

Implementation plan with named leads and governance to assure delivery.  

a)  Data and Information 

Few local authorities and health bodies collect enough information on the needs of their local 

autistic population – particularly adults. Improving reporting and effective local planning is an 

important part of this to ensure that services are reviewed annually. Westminster Commission on 

Autism 2016 recommended that consistent diagnosis-coding should be used in GP practices to 

establish a better data profile of autism and that autistic people should receive annual health 

checks.   

Within Bradford District and Craven the completion of the National Annual Self Assessment process 

in relation to services for people with autism in both 2015 and 2016 demonstrated the lack of joined 

up data in the district. A key challenge being that ASD, ADHD or other neuro diversity may be the 

underlying reason that an individual is accessing support or services but will often not be the 



 

 

presenting reason. This is more likely to be a mental health issue or issues with behaviour. 

Transforming Care Programmes (TCP) have been tasked with utilising risk stratification tools to 

identify individuals prior to mental health services being accessed. This is particularly relevant for 

individuals who do not have a learning disability and who may not be “known to the system” until 

they reach crisis point.  The areas for development are outlined in the action plan attached in 

Appendix 1. 

Commissioning plans need to be based on the best available information about local need and as a 

minimum should include the number of children and adults known to have autism in the area and 

the support adults with autism need to live independently. A clear profile of the ages of the autistic 

population should be developed with particular attention paid to those people approaching a key 

transition – primary to secondary school, school to college, child to adult services, and those 

approaching 65 or above working age.  This will also help to predict how need and numbers will 

change over time. Some of this information is available (as detailed in different sections below) but 

the analysis of this data and the integration of key information across different services needs 

development.  

It is clear that the estimated prevalence rates for adults with autism can only be a very approximate 

guide to the actual numbers of people living with this condition in the District. Many children and 

adults with autism may never seek to be diagnosed particularly if they are able to cope and succeed 

at school. These people may, however, seek a diagnosis later in life if they find themselves unable to 

cope with significant changes in their lives and/or if they are either struggling to find employment or 

finding a work environment particularly difficult.  

Accurate recording of information about individual’s with autism should ensure that people only 

have to tell their story once and shouldn’t have to repeat if to lots of different people which can be 

anxiety provoking particularly when in crisis.  Services need to work together to ensure that the right 

information is passed between them, subject to usual consents, to help ensure that the right support 

is available in the right place at the right time.  

  More robust data is available in relation to our population diagnosed with ADHD due to the fact 

that when diagnosed most are prescribed medication and this will be clearly documented and 

monitored through clinical systems and requires regular check ups.  However many people live with 

ADHD without diagnosis and again are “hidden” to services until there is a crisis such as a mental 

illness or police involvement. Many people with ADHD end up within the criminal system if their 

symptoms are not managed.    

If diagnosed the fact that the medication often reduces the symptoms/difficulties faced by children 

and adults with ADHD and that the prevalence of ADHD reduces with age means that often the focus 

post diagnosis is more on medication compliance, stabilisation and support around any side effects 

being experienced. 



 

 

 

b)     Autism Awareness - Training including Workforce Development 

There are statutory obligations on public service providers in relation to how they ensure staff and 

service models are autism friendly. Recent NAS guidance states that public sector organisations 

should collaborate and integrate training resources and ensure services such as job centre plus and 

local police are encouraged to share resources and budgets. In depth training should be given to all 

public sector staff including education, the police, fire service, nurses, doctors and office based staff 

who make decisions relating to people with autism. Where at all possible adults with autism, their 

families and carers and autism representative groups should be involved when commissioning and 

planning training. The Autism Act (2009) placed a statutory duty on Adult Social Care to provide 

autism training and specialist training to social workers. 

In partnership health and social care organisations should ensure that there is a comprehensive 

range of local autism training that meets NICE guidelines for those staff who are likely to have 

contact with people with autism. Currently training and workforce development tends to be led by 

each organisation within Bradford and Airedale rather than as a collective. Training available in 

Bradford and Airedale should include:- 

- Training for professionals who regularly interact with people with autism and/or other 

neurodiversity (including advice on appropriate environments in which people can be seen)  

- Training within all public services to ensure equity of access and proactive support to keep 

well 

- Autism Awareness training and a campaign to become an Autism Friendly City. This will help 

reduce fear and stigma and will help to tackle discrimination.  

- Autism support groups/resource centres and training and guidance for families/carers. 

- Specific training for individuals with autism dependant on need (eg support around 

employment)  

Autism Awareness training and other training that supports people to help support children and 

adults with autism must be a priority for Bradford and Airedale. Enabling and supporting our autistic 

population to feel confident and comfortable in accessing mainstream services and to be able to 

easily access public places ensures equity of access.  Being able to recognise signs of autism early on 

in an individuals’ life can help ensure appropriate support is put in place, and ensuring staff and 

Recommendations & 
Requirements

•Data Review of  public services data systems (what is captured 
where?)

•Ensure consistent data recording in GP systems

•Ensure secondary diagnoses of autism/adhd are recorded

•Record autism related attendances in services such as 
community paediatrics/child development centres and/or 
other services.

•Ensure processes are particularly robust through transition 
(utilising data as an early indicator)

How will we know?

•Confidence in data systems and ability to ascertain local need 
for children and adults with autism

•Database of children/adults with autism and/or ADHD 
developed.

•Able to complete Annual National Autism Self Assessment



 

 

services are able to make reasonable adjustments for people with autism make the difference 

between individuals having proactive support for their needs. A separate framework for approaching 

Autism Awareness training, workforce development and training and support for families/carers and 

individuals with autism has been developed. Recommendations to take this work forward are listed 

below.  

Supporting families and carers prior to, during and following diagnosis to better understand their 

child’s needs is also a priority. Many families report that whilst waiting for diagnosis they are unsure 

how to deal with their child’s difficulties.  This needs further exploration  -see pre diagnosis section 

Cii) below.  

“….I feel my sons behaviour has and is slightly deteriorating and I don't know what to do to help him. 

I don't want to make matters worse but I also don't want to "let his behaviour be acceptable" if he 

can help it…” 

Many parents also state that, particularly prior to diagnosis, their child’s behaviour is being 

interpreted as “naughty” and consequently feel that they are sometimes being sanctioned unfairly 

through lack of understanding about neuro diversity and/or gaining a reputation for poor behaviour. 

Training and awareness is an area where technology could be exploited to maximise reach and to 

minimise cost. On line resource and information and interactive tools could be developed for the 

District or even on a wider footprint.  For example Parliament has recently created a guide which can 

help people who experience anxiety or stress in new situations to “virtually” visit before they 

actually attend. This model could be replicated for appointments at GP practices, hospitals, and even 

to envisage what a diagnostic process may look like. 

 

http://www.parliament.uk/visiting/visiting-parliament-news/new-online-guide-for-visitors-

with-autism/ 

Within Bradford District and Craven a model of Autism Champions within specific council services 

has been developed but so far this has had limited success primarily due to the fact that this 

depends on the good will of individuals to champion changes to mainstream services to make them 

more effective. This should be reviewed and re launched with realistic expectations on individuals, 

succession planning and transfer of knowledge into services – this would be more feasible if neuro 

diversity awareness training was more wide spread. 



 

 

 

c)  Defining a pathway 

In order to ensure an effective, equitable but flexible pathway (recognising individual need) is in 

place the Local Authority, NHS commissioners and providers, and other commissioned services 

including voluntary services must strive to work in collaboration and to ensure that a clear pathway, 

that can be easily articulated, interpreted and navigated, is in place across the full age spectrum.  

Access to diagnosis is key component of this but also knowing what post diagnostic support is 

available, even when the child/adult does not meet educational or social support criteria, is also 

important.  This pathway must focus on a needs based model and recognise the duty of care to 

promote a person’s well being.  

Parents/carers of children with neuro diversity often state that they are unaware of the process 

ahead of them and what to expect at each stage and also find it difficult to understand the language 

and acronyms utilised. Comments such as “the referral just goes into a black hole” and “who should 

we liaise with when waiting and how do we know if a referral has been made/received” are 

common.   

 

i) Pre diagnosis 

 

Children are referred for diagnosis either through their paediatrician (if they are under the care of 

one), through their GP, or through professionals working in nurseries and schools.  Dependant on 

the age of the child they will either be seen by the Child Development Service, the Clinical 

Psychologist team or the CAMH’s Service (Child and Adolescent Mental Health Service). Whilst 

waiting for a diagnosis support groups such as AWARE (Airedale and Wharfedale Autism Resource) 

and BAS (Bradford Autism Support) will help families if they wish them to although is not necessarily 

widely known. Some people may not want to seek support until the diagnosis is clear but it can be 

helpful to make connection with these groups to access peer support around particular issues such 

as navigation of the diagnostic process, what support may be available post diagnosis and practical 

support around managing behaviour as well as peer support from other parents/carers experiencing 

Recommendations 
& Requirements 

•Review and Re establish Autism Champion model

•Establish a "charter" to demonstrate commitment within an organsiation to be autism 
friendly (in line with dementia)

•Identification of staff who need to develop skills around supporting people with 
Autism/ADHD

•Undertake a  Training Needs Analysis 

•Document what training resource is available in the District and whether it is fit for 
purpose

•Develop as a minimum a standard Neuro difference awareness training pack

•Identify any gaps in training provision

•Explore potential development of online resources including virtual experience 
resources

•Develop a 5 year Training Plan for the District which includes all public services 

•Consider changes to estates/environments to ensure appropriate to need

How will we know?

•Training Plan in place which ensures consistency of approach across the district#

•Service users/families/carers reporting better experiences

•Public Sector workforce feel confident in supporting people with Neuro difference

•Online resources are available and accessed and updated as appropriate

•Charters are utilised to demonstrate which organisations are committed to 



 

 

similar issues. Waiting times for Diagnostic assessment are lengthy and growing (between 6 and 24 

months currently).  Carer support and information BEFORE diagnosis has been highlighted as a major 

concern in both AWARE and BAS 

“I am currently applying for schools and there is little support. I'm hoping the joint 

assessment will be soon in the new year, I don't know what happens if he is diagnosed 

autistic but may be there may be more support and I can learn how to care for my son with 

autism or with the issues he has. I'm worried about school as it's quite clear he needs some 

support but every school has made it quite clear that without the EHCP he isn't entitled to it. 

So therefore my son will have to struggle. I'm hoping I will get the EHCP just so he thrives at 

school and I don't have the backlash of how he has "coped" at school like he does now at 

preschool! “ 

Families also report that the wait is often a very stressful time, with a sense of being in “limbo”  with 

little or no guidance around approaches that were relevant to the issues the children presented.  

Training offered was not fit for purpose and had the negative effect of making parents/carers feel 

like they had bad parenting skills.   

Signposting to online resources such as http://www.childautism.org.uk/free-information-pack may 

be helpful in the pre diagnosis stage. Key workers linked to individuals being assessed would help to 

guide and navigate through the pathway.  Ideally pathways across the age spectrum would be 

similar, if not standardised. 

Adults seeking a diagnosis of either Autism or ADHD are either referred via their GP or if they are 

accessing mental health services through the community mental health team to the BANDS 

(Bradford and Airedale Neurodevelopment Service). Prior to diagnosis support will be given either 

through the mental health service if one is being accessed or from the GP and/or social services if 

appropriate.  Better alignment between statutory and non statutory (VCS) services could result in 

more integration in pre diagnostic support and the VCS taking more a role at this stage.  Current 

feedback is that there is very little support offered currently.   

Long waiting times are having a detrimental impact on both children and adults and their 

families/carers. There is confusion about who makes the diagnosis with parents often thinking that a 

referral to a Speech and Language therapist or Educational Psychologist will result in diagnosis. 

Parents/carers particularly need to be supported to understand what the process is and what may 

need to happen prior to actually been assessed specifically for autism or other neuro difference. For 

example a referral utilising the EA1 form to the Early Intervention Team at Education Bradford prior 

to diagnosis. This could include professionals ruling out other conditions that may cause similar 

behaviours or developmental delays. If parents were more aware of the process they would be 

better able to contribute and provide information that helps steer the child towards the appropriate 

pathway for their need.  

 

(AWARE member/parent)  

 “ waiting times are far too long…. (still) no date for assessment. In this time I see the happy, 

confident boy I had deteriorating. I cannot talk to him about being different without a 

diagnosis and it is harder for school to acknowledge and make reasonable adjustments” 



 

 

 

 

ii) Diagnosis process and responsibilities 

Health services have a statutory responsibility to provide assessment and diagnosis of autism for 

children and adults. Pathways for children and adolescents in Bradford and Airedale are currently 

under review, primarily because demand is far exceeding capacity.  Service providers are working 

collaboratively in an attempt to make the diagnostic pathway a more streamlined and standardised 

process. Recommendations about changes required are expected to be presented to commissioners 

along with costings in 2017. However, the general feeling is that unless more funding is made 

available there is unlikely to be a significant impact on waiting times/lists. Commissioners across 

West Yorkshire have requested a scoping exercise to be carried out to determine what potential 

there may be to transform services across the region by working in a more collaborative way. Early 

findings were shared in March 2017 with further work to be undertaken to bring commissioners to a 

collective agreement with regard to priorities.  Public Health England’s report on the Autism Self- 

assessment audit undertaken by local authorities identified a number of areas for the West 

Yorkshire region which needed development. These are listed at Appendix 4. 

Within Bradford and Airedale 3 different service providers (Bradford District Care Foundation Trust, 

Airedale Hospitals Foundation Trust and Bradford Teaching Hospitals NHS Trust) deliver the 

diagnostic process for under 19 year olds.  Professionals from a number of different services are 

routinely involved and ensuring alignment of assessments before they are brought together for final 

assessment can be a complex process. 

Under 5’s who have been either under the care of Paediatricians or the Clinical Development Service 

primarily due to delays in their development are currently assessed within that service. This service 

includes children with a learning disability.  Child and Adolescent Mental Health Services and Clinical 

Psychology at Bradford Teaching Hospitals are involved in the diagnostic assessment for over 5 years 

old.  A process called a Joint Assessment Clinic (JAC) is often adopted. This brings together a number 

of different professionals to review the information available about a child. A diagnostic tool called 

the Autistic Diagnostic Observation Schedule (ADOS) is used by all these services and staff have to be 

trained in using this process.  All of these services are seeing significant increases in referrals and 

Recommendations & 
Requirements

•Explore the possibility of a virtual hub or Single Point of Access (SPA) for neuro 
diversity (could be cross district or even regional) utilise resources currently in the 
system but create more joined up approach

•Join up pathways (eg EHCP and diagnosis) where possible

•Ensure as much information collated as early as possible in order to ensure effective 
triage and progression to diagnostic stage

•Ensure clear information is available to parents/carers about the assessment pathway 
prior to the actual diagnostic process being undertaken and how they can contribute to 
this

•Ensure at point of referral that effective signposting and support is given for current 
need including guidance sheet/advice 

•In relation to children better triangulation with schools at an early stage could be 
developed (ie could they be supported/trained to do the observation which is required 
before diagnosis given

•The role of key workers/navigators should be explored to support families through the 
process

How will we know?

•Gap between referral and diagnosistic assessment is reduced

•Parent/family feedback around pre diagnostic support/signposting .

•Better information collated centrally in relation to numbers waiting, where they are in 
relation to diagnostic pathway

•Clear and documented pathway outlining each stage/what to expect/what options are 
available (jargon busting utilised)



 

 

Clinical Development Services are reporting that a high percentage relates to children with autism 

(often alongside other disability).  

Until fairly 2015 adults requiring diagnostic assessment for either ADHD or Autism were funded for 

assessment through the Individual Funding Request (IFR) process at the CCG. The Bradford and 

Airedale Neurological Development Service (BANDs) was set up using the monies that had 

historically been used to fund the IFRs and referrals are made from either GPs or community mental 

health professionals. Adults with a learning disability are not able to access this service but are 

assessed by psychologists in the Learning Disability Service.  However, referral numbers were triple 

what were expected in the first year. This meant that after the first year of running the waiting list 

and associated times were so high that the service had to close to new referrals.  Work is currently 

underway to ensure that service can reopen shortly. The Diagnostic Interview for Social and 

Communication Disorders (DISCO) tool is used to support diagnosis in adults.  

Families, carers and individual’s awaiting assessment report that the time they have to wait is not 

acceptable and can have significant impact on someone’s mental health and wellbeing.  

“ ( I have) a real significant worry about the impact that the waiting time will have on his mental 

health and his academic performance as he is bright but held back” 

The diagnosis is the clinical confirmation of a condition and is undertaken by a number of different 

professionals. It can help individuals and their families/carers better understand why they might 

behave or react in specific ways in certain conditions. In child hood it may change the way that 

children are supported at school and will feature in the Education, Health and Care Plan, (EHCP) 

process although not all children with autism have an EHCP. 

As a result of the long wait to access the assessment for diagnosis in Bradford and Airedale  a 

redesign of the current children’s pathway is being undertaken which aligns to the adult pathway (ie 

addresses Autism and ADHD within the same pathway). However even when streamlined it is 

unlikely that this will significantly reduce waiting times. The BANDs service has recently received 

some additional recurrent funding in an attempt to address demand on the over 18 year olds 

service. However, because the service has been closed to new referrals since April 2016 and there 

has been an unfilled vacancy within the service the backlog is significant. As at December 2016 over 

100 people were waiting for assessment and once the service re opens to referral this is likely to 

increase significantly again.  

The potential to align developing and existing pathways with a common front end (single point of 

access) should be explored as should the possibility that the over 7’s pathway and adult diagnostic 

pathway could be merged and become one service. This would better utilise the resources available 

and ensure economies of scale are realised and resilience to staff leaving established. Within the 

health component of the diagnostic pathway an MDT approach is already recognised as best practice 

and clinics undertaking the formal diagnosis (JAC) already involve many different professionals.  

Further establishing this model of working by having staff dedicated to the Autism/ADHD service, 

rather than undertaking some assessments as part of a broader job role, would establish clearer 

time commitments and improved working relationships. It would ensure that individual assessments 

are not being undertaken in vastly varying time frames. For example currently an SLT assessment 

may take place up to 2 years before the actual JACC which potentially makes it out of date at the 

point of the diagnosis taking place.  

A number of services nationally have begun to recognise that developing a single point of contact 

route for referrals and request for autism assessment can be helpful. This ensures that data is 



 

 

recorded centrally and that an initial triage process can take place ensuring that as much 

information as possible is collated prior to being passed to the appropriate service to make a 

diagnosis.  Services report that the stage between referral and actually having the relevant 

information collated and available to make a diagnosis is time consuming. This could potentially be 

something that is undertaken centrally and needs exploration.  

A very simplified pathway to diagnosis (certainly for the over 7s where other developmental issues 

can be ruled out) could be adopted. Individuals may be signposted away from the pathway if Autism 

and/or ADHD is ruled out at any of the stages. An attempt to align this with parallel processes (SEN 

provision, ECHP, Social Care support etc) and to embed this into the Bradford and Districts Local 

Offer Guide, would be made by closer working across agencies (preferably co-located and dedicated 

to the Autism service for example social worker presence in an assessment and diagnosis service in 

other geographical areas has led to improvements in transition into post diagnostic support and 

signposting, and observations made within educational settings could be utilised within the 

assessment process).  The work on the children’s pathway will potentially provide a platform to build 

on but commitment will need to made from individual organisations to participate, contribute to 

and ultimately sign up to a new model of integrated pathway within Bradford District and Craven 

and resource identified to help shape and drive this.  By offering Self Referral there would be a 

recognition that Autism/ADHD assessment and diagnosis does not need gate keeping unlike other 

potential investigations required in primary care – Autism and neuro diversity are life long conditions 

not a presenting illness. 

 

A target should be for an initial appointment within 12 weeks of receiving the referral as per NICE 

(2014) quality standards. The screening stage would help to identify anyone where there were 

serious mental health problems that had not been addressed and should be used to decide whether 

or not to proceed with the full diagnostic process.  

 

 

Referral

including self 
referrals – standard 

referral 
form/questionnaire

Single Point 
of Access 

advice, signposting, 
documentation of 
need, information, 

collation/liaison 
around assessments 

Initial 
screening 

(with information 
available )

Assessment 
with 

ADOS/DISCO

(decision about 
diagnosis made)

Parallel processes around school observation, 

SEN/EHCP, social care involvement to be “aligned”   

Key Worker to support throughout process 

(explore possibility of VCS role) 



 

 

 

 
 

 

 

iii) Special considerations in diagnosis 

 

Late Diagnosis 

Many adults with autism and/or ADHD report that getting a diagnosis can be a relief after years of 

feeling different or not fitting in. It can also lead to feelings of anger or sadness at not being 

diagnosed earlier and having had to struggle unnecessarily.   

Diagnosis is just as important for adults who never had their condition or sensory issues recognised 

at an earlier stage in their life.  Some adults might have been receiving care and support from either 

Learning disability or mental health services where their autism wasn’t always recognised or 

supported.  Both mental health services and learning disability services locally must have the training 

and skills to support individuals with ASD or other neuro diversity.  

Diagnosis of Females 

The National Autistic Society (NAS) states that five times as many males as females are diagnosed 

with autism
5
. According to the NAS survey in 2012 of 8,000 people with ASD just 8% of girls with 

Asperger syndrome were diagnosed before 6 years old compared with 25% of boys. Only 21% of girls 

with Asperger’s were diagnosed by age 11  compared with 52% of boys.  Females with autism show 

                                                           

5
 The proportion of males as opposed to females diagnosed with autism varies across studies, but always shows 

a greater proportion of males. Fombonne at al (2011) found a mean of 5.5 males to 1 female in their research 

review. 

 

Recommendations & 
Requirements

•Commissioner to review all possibilities to reduce waiting times including 
possibility of regional collaboration

•Waiting list process to be reviewed - what pre  diagnosis support is available, 
key workers allocated, single point of access /clear information point.

•Pathway review to streamline and standardise diagnostic process is 
undertaken (to include health, education, Local authority provision) 

•Pathway is clearly documented and shared across appropriate public services 
and made available to general public

•Ensure the timing of assessments are aligned (to reduce delay)

•Improve links between partner agencies and explore possibility of training 
educational establishments to undertake observation component of pathway 
in an attempt to speed up the process 

•Focus on ensuring diagnosis is given within NICE guidelines timescales  (3 
month wait) 

•Ensure the clinic environment is appropriate to need 

How will we know?

•Reduced waiting times

•Families/carers feel better informed about the process

•Effective collaboration between all parties involved in  supporting an 
individual (eg across health and social care)

•Clear articulated pathway in place



 

 

fewer repetitive behaviours than men with the condition on a standard diagnostic test and learn to 

“mask” their condition. This difference may lead to a ‘partial’ diagnosis for many females, qualifying 

them for only limited services and/or confusion about whether they are likely to be diagnosed at a 

later stage.  It is believed that just 1 girl with autism is given a diagnosis for every 10 boys (where 

there is no learning disability) and most diagnostic assessment are based on research in boys with 

autism and may be biased towards behaviours typically seen in these boys. Gender differences are 

less marked in adults with learning disabilities compared with the rest of the general population.  

Recent research points to the possibility that women and men with autism present differently and 

may benefit from diagnostic tools that take gender differences into account. The Adult Psychiatric 

Morbidity Survey recorded people in private households, and found a prevalence rate of 1.8% male 

compared with 0.2% female, (Brugha et al, 2009). However, when they extended the study to 

include those people with learning disabilities, who were not part of the Morbidity Survey, they 

found that the rates for females were much closer to those of the males in the population with 

learning disabilities (The NHS Information Centre, Community and Mental Health Team, Brugha et al, 

2012).  Research around this area is emerging and should be taken into consideration. 

The NAS also report that girls are at higher risk of being misdiagnosed  due to their entirely literal 

responses to clinicians. For example responding to questions about “hearing voices” or “seeing 

people” may lead to a misdiagnosis of schizophrenia or other mental illness. This misdiagnosis or 

undiagnosed ASD can mean the right support is not given and this leaves them particularly 

vulnerable. The 2012 NAS survey highlights  that 38% of females with Asperger’s have another 

serious mental health condition.  

Recent Born in Bradford data demonstrates this difference (this includes children with a learning 

disability as well as autism)  

Child Gender Est. CI Low CI High 

Male 1.58% 1.28% 1.89% 

Female 0.42% 0.26% 0.58% 

Source: Born in Bradford Cohort 

Post diagnostic support can be particularly helpful for these people and peer support groups might 

could be developed. 

Support for Family Members 

Another special area of consideration through the diagnosis process is the requirement to support 

family members/carers.  A recent consultation at Bradford Autism Services (BAS) identified that the 

majority of parents didn’t understand the diagnostic pathway, who was involved, what was actually 

being assessed and how, and why this was necessary.  During this process they felt very vulnerable 

and protective of their children, frightened for the future and what diagnosis may mean for both 

them and their child. 95% of parents consulted said their own health issues (both physical and 

mental) were affected.  Social isolation and depression are often reported. Again a key worker role 

could be just as important for the family (including siblings) as it would for the individual being 

assessed.  



 

 

 

 

iv) Mainstream Post diagnostic support  

There is no standardised pathway or process following diagnosis for any age, although children and 

their families do receive a pack of information once they are diagnosed. This could be because a “ 

one size fits all” service is not appropriate for people with neuro-difference. Services like BANDs 

were initially offering individuals some post diagnostic support but this has had to be reduced in 

order for the service to concentrate on addressing the increasing demand for assessment and 

diagnosis which is health’s statutory responsibility.  A review of what post diagnostic support is 

available for both adults and children needs to be undertaken including signposting to online 

resources and potential peer support groups with particular focus on Social Care Assessors having 

specialist knowledge of Autism and other neuro diversity  to ensure care assessments are 

undertaken appropriately.   

Comorbid disorders are high in people with autism. Children are likely to present with ADHD and 

depression is a common diagnosis in both teenagers and adults meaning ongoing support post 

diagnosis is key. Early intervention for these comorbid disorders is key to ensure early intervention 

and prevention of escalation. Carers are often critical in relation to identifying symptoms early but 

often report that there is little support until they are in a crisis situation. Other disorders commonly 

associated with autism include sensory problems, seizures and epilepsy, ADHD, bipolar disorder, 

Obsessive Compulsive Disorder (OCD), Tourette Syndrome, General anxiety, gastrointestinal 

disorders amongst others.  

Anxiety requires special attention because of its higher prevalence with recent studies reporting that 

84% of people with Autism had symptoms and met the criteria to be diagnosed with anxiety 

disorder. Treatment for anxiety disorders can sometimes be managed through medication or 

through individual or group therapy (such as Cognitive Behavioural Therapy – CBT) where techniques 

to explore the diffusion of anxiety can be explored. This may include relaxation or distraction 

techniques but again would need to be tailored to ensure that it is appropriate to people on the 

autistic spectrum with/without ADHD.  

Recommendations 
& Requirements

• Need analysis to look at under diagnosis in females

• Potential to collaborate across the Region to assess 
diagnostic tools used and to undertake research or 
adaptation to make more "female" friendly

• Ensure that people receiving a late diagnosis are 
supported post diagnosis if they are feeling issues of 
anger and upset

• Develop and support peer support groups and work in 
collaboration with current voluntary/charitable 
organisations to progress these

How will we know?

• Improved support for people with a late diagnosis

• Needs assessment utilising recent research and evidence 
undertaken with regards to under diagnosis in females



 

 

Following diagnosis individuals should be signposted to what resource and support is available to 

them. Links to social care at this point are key. Individuals, whether diagnosed or not, can request a 

social care assessment where the assessor will look at the outcomes that matter to the individual 

and the impact their needs have on their wellbeing. The assessment is how the local authority will 

decide whether a person has eligible needs for publicly funded care and support and the council has 

a legal duty to ensure these needs are met.  Recent guidance developed as part of the Transforming 

Care Programme identifies that personal health budgets should be considered as a default option
6
 

Assessors must be able to carry out assessment of particular conditions which means they must be 

informed and trained in understanding Autism. If a professional lacks sufficient experience of autism 

they must consult someone who does have experience. The Autism Act statutory guidance provides 

additional detail on the level of specialist knowledge that assessors are expected to have in autism. 

In addition to basic awareness they are expected to use appropriate communication skills for people 

with autism and should know how autism may present itself across a lifespan and levels of ability 

and the relevant pathways and screening tools that can be used. Particular attention should be 

made to good practice guidance in relation to an individual with autism’s capacity to assess risk.  

The council must arrange for some people to have an independent advocate with them at the 

assessment if the individual doesn’t have someone one else to support them (like a friend or family 

member). It must also be offered if an individual has substantial difficulty communicating what they 

want to say, understanding information given to them or making decisions about their support. The 

Care Act also introduces for the first time a duty on council to meet the eligible needs of carers as 

well as the individual with needs. This is assessed against specific criteria of which two components 

are particularly important for adults with autism – “maintaining family or personal relationships” or 

developing them (one in four adults with autism say they no friends and they need support to 

improve social skills) and secondly the criteria relating to “being unable to achieve an outcome” 

which also includes not being able to do so without assistance, prompting or supervision. 65% of 

adults with autism are estimated to need prompting to wash, dress and prepare food.  

 

If found eligible for support a care and support plan will be developed if they are not found eligible 

then written guidance on how their needs could be met should be made available and support 

offered to interpret this. 

 

Access to educational support for children such as an EHCP can be difficult to navigate. Benefits for 

either adults with Neuro-difference or carers may be available following diagnosis as could self 

directed support and personal budgets. These systems and processes are particularly hard for 

people with autism to navigate and families/carers of children with autism state that the energy 

required to “keep knocking on different doors until one opens” is exhausting.  People with ADHD may 

also have additional problems such as sleep and anxiety disorders. Post diagnostic guidance on what 

is available including advocacy if appropriate or opportunities for support in seeking jobs are all key 

priorities in the post diagnostic pathway. 
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autism or both  

 



 

 

 

d) Learning Disabilities and Mental Health/wellbeing  

Around half of people with autism also have a learning disability and around a third of learning 

disabled people are thought to be autistic. At least one in three adults with autism experience 

severe mental health difficulties due to a lack of support
7
. The law states that mental health, and 

other public services must make reasonable adjustments for people with learning disabilities and 

people with autism. This means services must be adapted to make them easier to use. This can be a 

challenge when services are initially designed and set up for non-autistic children and people and 

can result in someone who is neuro-diverse changing their behaviour because they are anxious and 

upset.  

“ one of the most debilitating symptoms for those on the spectrum is anxiety – it can be 

crippling and can lead to isolation. Little support is available and it can be extremely 

debilitating for those who suffer with it.” 

Anxiety is a very common experience for children and adults with autism and ADHD. There 

is a 40-50% prevalence of symptoms of an anxiety disorder at any one time, compared with 

up to 15% in the general population. Many people on the autistic spectrum can have 

difficulty describing the symptoms they experience which then may exacerbate and result in 

anxiety and depression or worse. Preventative support is required to help people with 

autism to be able to describe how they are feeling and to be able to seek appropriate help; 

particularly as many people on the autistic spectrum find change daunting and anxiety 

provoking. In relation to ADHD symptoms often include an inability to focus, disorganisation 

and restlessness. This can lead to difficulties in organising their lives, remembering details 

and completing tasks and this in turn can severely affect their relationships at home, school 

and make it difficult to gain employment.  Alongside anxiety disorders people with ADHD 

are likely to experience depression or other mental illness and these can significantly impair 

the ability to function. 

                                                           
7
  Rosenblatt, M (2008). I Exist: the message from adults with autism in England. London: The 

National Autistic Society, p3 

Recommendations & 
Requirements

•A review of what support is available post diagnosis needs to 
be undertaken and this resource identified

•Assessors of post diagnostic support should be trained 
appropriately to be able to support people with Autism/ADHD

•Anyone receiving a diagnosis should receive information (or be 
signposted to relevant online resources) to support them in 
their next stage of the pathway - this must be more than a 
"pack of information" and should include Jargon busting 
literature  (eg information on EHCPs etc) This should be linked 
to the local offer

•Advocates should be identified in order to support individuals 
access appropriate support post diagnosis

How will we know?

•Reduced "crisis" intervention required for individuals post 
diagnosis. 

•Clear documentation that it agreed across all public and 
voluntary services involved in post diagnostic support 

•Feedback shows a more person centred approach is being 
adopted



 

 

Carer support is also an important aspect here. Knowing how and when to access appropriate 

mental health services can be difficult to navigate and many parents report their frustration at not 

being able to help identify the right support (which is appropriate to need and where consideration 

has been made around appropriateness for people with autism),  

Some mental health difficulties in people with autism may relate to issues of gender identity. Gender 

dysphoria, the feeling of incongruence between a person’s anatomical body and their gender 

identity, is more common amongst those with autism than the general population. A range of 

psychosocial and medical input is available to gender dysphoric children and adolescents including 

those with autism via the Gender Identity Development service at the Tavistock and Portman NHS 

Foundation Trust (northern base in Leeds)  www.gids.nhs.uk  and for over 18 year olds through 

specific Gender Identity Clinics provided in Leeds, Newcastle, Nottingham and Sheffield – see links to 

relevant service. http://www.leedspft.nhs.uk/our_services/gender_identity/ 

http://shsc.nhs.uk/service/gender-identity-service/ 

https://www.ntw.nhs.uk/sd.php?l=2&d=9&sm=15&id=240 

https://www.nottinghamshirehealthcare.nhs.uk/nottingham-centre-for-transgender-health 

Good connections with these services should be made by providers of care. 

Awareness training as highlighted in section 8b) above can help to ensure that staff who work in 

services accessed by people with autism make these reasonable adjustments and to reduce anxiety 

levels when interfacing with services. It is particularly important in mental health crisis services and 

services such as police and youth offending teams. Within Bradford and Airedale significant process 

has been made in supporting both children and adults in crisis. The First Response team, and 

services such as The Haven within the Cellar Project and the Sanctuary which is run by MIND.   

Analysis of the number of people accessing these types of service who have autism is required to 

understand the local need and to ensure that services are autism friendly and that reasonable 

adjustments are routinely made for individuals with ASD or other neuro diversity accessing these 

services . 

Greater understanding of the numbers of people with autism known to both Youth Offending 

Services and to the police would also enable direction of more appropriate preventative support to 

individuals with autism. 



 

 

 
 

e) Transition Points 

 

The Autism Education Trust has created guidance that supports the fact that people on the autism 

spectrum have difficulties in predicting what might happen in a new setting so prefer to stick with 

what is familiar. Difficulties in social understanding can mean that it takes them much longer to 

understand the expectations and social rules of a new environment and difficulties in interpreting 

social cues, may mean that a person with autism does not know how to respond or how to behave in 

the new environment and that their anxiety levels are raised.  

In Bradford and Airedale transition support is available if moving from child to adult health care 

services and support is given in schools around transition from primary to secondary school or 

leaving school to go on to further education and accessing apprenticeships.  However, 

families/carers often report that transition points need proactively planning much sooner than they 

currently are. Because transition points can trigger high levels of anxiety and upset then they should 

automatically be considered as another priority area for this strategy and further work assessing the 

need and understanding current resources involvement should be undertaken. This will include 

understanding the different roles that services play in transition (across health, education and social 

services into employment, housing and even entering into significant relationships).  

“My son is now aged 18 years and managed to do quite well at A’ level and is therefore deemed “ok”. 

He has no diagnosis but I am sure he is on the spectrum and we are trying to have him assessed. He is 

trying to sign on for benefit ….. He can’t manage work situation and finds it difficult to communicate 

and has started to realise this himself. … He is unable to cope with every day things and is struggling 

but can’t get any support financially. We are stuck” 

Many teenagers leaving school, or adults leaving tertiary education, potentially become “lost” to the 

system until they are physically or mentally unwell.  A positive of being in an education “system” is 

that there needs should be known, even if they are not always met.  

Recommendation & 
Requirements

•Needs analysis of numbers of children and adults with autism known to 
either the youth offending team or to the police

•Greater support for both individuals and their carers to be able to access 
appropriate services and support prior to a crisis

•Needs analysis of numbers of children and adults with autism accessing 
mental health "safe place " services

•Review of numbers of people (and their stories) being admitted acutely 
and/or into a secure provision in or out of the district and actions taken to 
prevent this escalation 

•Services for adults and children with learning disabilities to review their level 
of support and "reasonable adjustments" made for people with autism

•Ensure mental health providers have adequate training and skills to support 
individuals with ASD or other neuro diversity to ensure that appropriate 
support and care is given. 

How will we know?

•Reduced number of autistic people accessing crisis services 

•Reduced number of autistic people being involved in crime or being in 
trouble with the police

•Reduced number of people with autism/adhd being admitted to the 
ASsessment and Treatment Unit and/or being placed  outside the district.



 

 

Each service has a role to play for example school nurses lead and deliver the Healthy Children 

Programme (HCP) for ages 5 to 19 which plays a crucial role in supporting the emotional and mental 

health needs of school aged children
8
. School age children should also benefit from current 

government action to support schools in promoting resilience and prevention of mental health 

problems. The Department for Education (DFE) is leading to improve the quality of teaching about 

issues such as managing anxiety and stress , and to support schools to tackle bullying (including 

cyber bullying). 

  

 

f) Educational Support 

 

Parents and Carers of children either waiting for diagnosis of autism or with a diagnosis have 

reported that starting school is often a particularly difficult time and that with hindsight they 

wish they had known more about how autism can be supported in schools.  Parents/Carers 

need advice and support around choosing the right school for their child, and being better 

informed about what to look out for – however this doesn’t detract from the fact that all 

schools should be equipped an able to support a child where mainstream school is the most 

appropriate setting. Jargon used can be difficult to interpret and there needs to be better 

transparency about provision prior to starting school. 

 

Parents/families routinely report a “postcode lottery” in terms of school provision and 

support around children who are autistic and/or have other neuro differences.  Reports 

include the fact that schools don’t always differentiate learning, don’t make reasonable 

adjustments and don’t communicate with the families about any approaches they are 

taking.  This can be particularly challenging due to the long waits currently in existence for 

assessment and diagnosis as until diagnosed there is often a view that the school doesn’t 

need to acknowledge the issues and the child is often labelled naughty or disruptive. 

Parents/carers feel that if an individual has issues with social interaction/communication, 

social imagination and sensory issues then these will be very apparent within a school 
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 Future in Mind – promoting, protecting and improving our children and young people’s mental health and 

wellbeing – Department of Health and NHS England 2015 

Recommendations 
& Requirements

• Guidance around key transition points for children 
through to adulthood should be developed. 

• Services involved in major transitions, such as starting 
school, leaving primary school, leaving school or 
accessing adult services should identify what resource is 
available at each of these stages 

• Tools to support transition points should be including in 
parental training and guidance

• Early indication of transition points must be built in to 
ensure that that planning, support and advice is given as 
early as possible

How will we know?

• Risk of high levels of anxiety at transition points are 
reduced

• Families/carers feel able to plan and support through 
transition points



 

 

setting and don’t just “appear” when diagnosis is made.  Educational Psychologists can have 

a key role here in terms of identifying what a child’s specific needs are but local resource is 

limited. 

 

School funding and what additional funding particularly can be made available to children 

with neuro difference (with or without an EHCP) can be complex for parents/carers to 

navigate. Core educational funding, additional support funding and top up funding is 

available dependant on level of need. Easy access for parents/carers to information about 

Special Educational Need (SEN) funding and ring-fencing of school SEN budgets should be 

made available. 

 

Often, particularly where there is no learning disability present, the suggestion that a child 

may have autism is only raised when a child has either started attending a nursery or a 

school. Support at this stage, including navigating the SEN system,  is reported as a weak 

point locally.  Training could be offered to support parents to understand SEN processes. 

Parents also report challenges in trying to find the right information and often rely on other 

parents/carers that have been through the process using groups such BAS and AWARE for 

this.  

 

Data is developing in terms of information about children with autism in schools. Around 

800 children are known to the Autism support service for mainstream schools in the District 

and around 300 children for whom autism is the main diagnosis are in special schools in the 

district.    For pupils with a primary need of Autism as at December 2016 54 pupils were 

placed in independent provision or out of district. Education data shows that Autism is the 

most common feature in EHCP requests.  

 

Many individuals with Autism, particularly those with Asperger’s Syndrome (which is 

considered the “high functioning” end of the autism spectrum)  will move onto Tertiary 

education after school and with the right support can be a perfectly viable option. But many 

adults with Asperger’s are undiagnosed and that is why it is important to raise awareness. It 

is unclear how many individuals with Autism and/or ADHD are accessing University or 

College and what proportion are completing their studies.   Having a diagnosis can bring 

reassurance and better support. Universities have access to guides such as the National 

Autistic Societies guide to assisting AS students. 
 

Support to help manage behaviour of children is given in a number of services.  Being on the 

autistic spectrum and/or having ADHD  can mean that individuals  are more likely to behave 

in socially inappropriate ways. This could be being aggressive or having tantrums and/or 

engaging in self-stimulatory behaviour, like rocking or hand-flicking. This can lead to them 

hurting themselves or other children – for example, by head-banging or biting. Parent/carers 

and schools may need support in managing these behaviours which can lead to individual’s 

being unable to access the very services that they need. Services like BEST offer behaviour 

support for children with very challenging behaviour but this is focused specifically on 

individuals with a learning disability.  

 

 

 

 



 

 

 
 

 

 

 

 

g) Relationships/Carers and Families 

 

Getting a diagnosis can help individuals better understand their own behaviour and others, and 

improve relationships no matter what stage in life diagnosis is given.  

“ I feel that my diagnosis has improved my relationship with my Father as he better understands how 

I am feeling and my needs”  

However, the effects of autism on the individual and their family can be significant. Loneliness, lack 

of friends, few social activities and little support alongside an individual’s constant challenge of 

trying to “fit in” are amongst the most common issues that people with autism and their carers face 

and the impact can be devastating.  Autistic people commonly develop stress-reducing behaviours 

that can make them appear strange or unruly and lack of awareness around autism in society can 

mean that they are judged for behaving inappropriately. Parents/carers often state that they avoid 

taking their child out to public places rather than avoid the reactions from people who do not 

understand the situation. This in turn causes not only the individual with autism but their family to 

become housebound or isolated and this can have a profound effect on their own wellbeing. 

Teenagers are particularly prone to feeling both frustrated and isolated, and siblings can suffer from 

being in a stressful environment feeling unable to socialise because of their home situation. Having a 

support network of people around that are well informed about autism and ADHD, understand an 

individual’s particular needs and who are, in turn, also supported themselves, can ensure that 

anyone diagnosed with autistic and ADHD stays well.  

 

Recommendations & 
Requirements

•Information and support given (standard information for the district) at 
nursery /schools once autism is suggested

•More transparency around which schools are better able to support autistic 
children including ring fencing funding where possible

•Review of increases in numbers of children being identified as autistic and or 
diagnosed with ADHD in both mainstream and special schools

•Potential review of out of area placements - could these be brought back into 
local provision?

•Work with local universities/college to ensure appropriate support is in place

•Identify opportunities for accessing apprenticeships locally

•Ensure cross border issues are kept to a minimum (living in one geographical 
area, attending school in another)

•Capture and share best practice from schools/colleges

•Map where  and how carers or services can access support to help with 
behaviour management in relation to neuro diversity

How will we know?

•Fewer children moving schools once diagnosed

•Parent/Carer feedback regarding confidence in navigation and support 
through educational system

•Children with autism thriving and assessing tertiary education 



 

 

“Some of those with symptoms as children (undiagnosed or not) are now being picked up by 

drug and alcohol services as adults as they used drugs or alcohol as a means of dealing with 

their anxiety – this is having a knock on effect on those services, particularly if the person was 

not diagnosed as a child and now has no diagnosis as an adult” (from Healthwatch) 

Parents and carers can also become isolated or depressed and exhausted from looking after their 

children and feeling that they need to fight for support. The stresses of living with someone with 

autism can also cause families to break up which adds to the feeling of isolation and despair.  

Carers need to be able to lead healthy, fulfilling lives too and this strategy supports this. Carers help 

and support children and adults with neuro-difference but this can have a massive impact on their 

lives. Supporting carers to keep well and recognising that this may impact on aspects such as being 

able to work regular hours or maintain their own relationships needs further consideration. The 

availability of awareness training for carers and/or peer support groups, getting access to relevant 

services within acceptable timescales, can ensure that Carers remain supported throughout their 

own lives. 

 

 

 

h) Employment 

 

People with autism have skills to bring to the workplace and with the right support, they can 

make a valuable contribution in the work environment. Employment helps people with 

autism feel valued by society and results in significant psychological and social benefits. 

However, only 15% of adults with autism are in paid full time employment and 9% in part 

time employment compared to 48% of people with general disabilities in full time 

employment. A much greater number of people with autism want to work and could do so if 

able to access appropriate support.  

 

Recommendations 
& Requirements

• Review of what support is available to carers and 
families ensuring appropriate access to training, peer 
support and respite

• Ensure support is available pre diagnosis where 
appropriate

• Ensure support is available for individuals who do not 
have a learning disability & who may not be known to 
specialist services

• Ascertain what number of people with autism live with 
their familiy and determine what impact this is 
happening

How will we know?

• Reduction in numbers of families breaking up

• People with autism either able to stay with parent/carer 
or live independently increases 

• Local information around what support is available is 
routinely given to carer/parents



 

 

Luke Jackson – author, public speaker and blogger on all things Autism draws on his own 

experience in his writing and outlines how people with autism can make great workers, are 

able to concentrate for long lengths of time and can think laterally to help find solutions to 

problems. His view is that the fact that a large proportion of jobs require consumer 

interaction and all jobs require interaction with co-workers can be where the difficulty in 

getting and maintaining employment. He states “If employers aren’t educated about the 

problems that people with Asperger’s Syndrome and Autism face, then often people on the 

Autism spectrum will find themselves dealing with disciplinary measures, hassle from peers 

or superiors” (Luke Jackson).  

Autism specialist supported employment schemes can result in significantly higher rates of 

employment as well as employer and employee satisfaction, compared to generic disability 

employment services.  There are clear benefits of working collaboratively with neighbouring 

regions to support autistic people into employment and to establish standard support and 

good working relationships with Job centres and DWP and to make the most of initiatives 

such as  Access to Work which provides a service that helps get people with either a 

disability or after illness into, or back into, work by contributing to the employer’s cost of 

making appropriate adjustments in the workplace such as equipment or additional support. 

Information about this should be made available in one place for the resident population 

alongside other neuro difference specific information.   

Although support to find and sustain work should be available to all people who require it, 

some people with disabilities feel unable to access appropriate support. For example, very 

few government-funded schemes benefit people with autism seeking employment. 

Government priority PSA 16 aims to increase the proportion of socially excluded adults in 

employment, including those with learning disabilities or mental health conditions. Although 

people with autism are often both socially excluded and keen to secure employment, there 

is a risk that such strategies will again neglect them. Local multi-agency employment 

strategies, linked to PSA 16, must start to be more inclusive of people with autism. 

 

 
 

 

Recommendations & 
Requirements

•Review what support is currently available to those seeking 
employment

•Work collaboratively over a wider geographical footprint to 
establish effective training and support 

•Standardise process and opportunities with Job Centre and 
DWP and ensure information is accessible

•Development of support package for adults trying to develop 
their skills to secure a job (or for career progression)

•Partnership development between DWP, health and social care 
to identify and support young adults particularly

•Scope out /promote and support employers who recognise the 
value that people with ASD can add to their organisation

•Identify how the system can help prepare long term 
unemployed people for work  such as work experience/training

How will we know?

•More people with autism/ADHD in paid employment

•More people with autism/ADHD progressing in their chosen 
career path

•More people with autism/ADHD being offered an alternative to 
an interview (ie work place trial)



 

 

i) Housing 

 

There are many people with autism who do not have a learning disability or a debilitating mental 

illness and who are living independently or in either residential services or supported living but 

nationally almost half of adults with autism who are 25 years old or older continue to live in the 

family home and over half are dependent on their parents for financial support. This is a cause of 

concern for carers because as they, in turn, grow older they begin to worry about who will look after 

their dependents in the future.  

Very few adults with autism have sufficient choice and control over where they live, the type of 

housing or the support they receive. As it is a spectrum disorder, adults with autism require a range 

of different housing options from fully independent (with some support), to clusters of units with 

communal areas, to small group homes.  The home environment is of particular relevance for those 

people who have severely debilitating sensory, perceptual and social difficulties for whom many 

types of accommodation are not appropriate. 

Out-of-area placements can result in lack of investment in local services, which in turn results in 

further reliance on out-of-area placements. Local housing strategies therefore need to be more 

inclusive of the future housing needs of people with autism. Bradford’s housing strategy is currently 

being refreshed and particular attention should be paid to the current and future needs of people 

with autism. Older Adults with autism, that have lived with family all their lives, and find themselves 

needing to move when family can no longer cope, get ill themselves or die, are of key concern.  

When people with autism are placed in the wrong environment it can cause them extreme anxiety 

and result in increased support needs so it is essential that the location of the home reflects their 

individual needs and preferences. Houses may need adaptation such as consideration of sensory 

sensitivity to certain sounds, lights or colours.   

Adults with autism will require varying levels of support within their home. Supported living involves 

housing and support being offered by separate providers so that the person with autism will not 

need to move house even if there has to be a change in support provider. All staff providing the 

support should have good understanding of the often hidden needs of adults with autism and should 

be included in the Training Review highlighted in section 8b).   

Relevant support will match individual need for example some people with autism may only need a 

few hours support a week to undertake specific tasks, but others may need support daily to ensure 

that they are kept well and  safe.  

 



 

 

  

j) Undiagnosed and late diagnosis 

 

Some people with autism will never seek a diagnosis as they feel able to lead a fulfilling live without 

it. However, there is wide recognition that early diagnosis can help families to understand and 

support a child’s emerging needs and that diagnosis can still be helpful and required at a later stage 

in life particularly when leaving the structure that the education system offers and/or seeking 

employment.  

“ as a 20 year old I was assessed as having a diagnosis of Asperger’s. I had managed to make my way 

through school without a diagnosis and without any additional educational support. I was unhappy 

at school. Following school I enrolled in college to undertake a qualification in childcare. Following 

my diagnosis, and with the support of my GP and social services, I applied for a job working in a 

private day nursery…. I could tell my employer about my diagnosis and anticipate what impact it may 

have on my working day” 

Data from Born in Bradford demonstrates that children with mothers who are university educated 

are much more likely to have an early diagnosis of autism which will result in their family being 

informed and able to support their child in an autism appropriate way. Ensuring that all children and 

adults that are showing signs of autism are supported to get a diagnosis if they or their carers feel it 

would be beneficial to them is a priority area.  

Recommendations 
& Requirements

•Review housing strategy to ensure that the needs of 
people with autism are reflected within the 
documentation

•Mapping exercise to determine whether volume of 
people anticipated to need housing over the next 5 years 
can be accomodated in appropriate provision

•Further training around autism awareness be given to 
housing department staff 

How will we know?

•Numbers of peoplethat have to moved from current 
housing provision because it is not appropriate

•Number of people that are placed in housing out of 
district

•Number of people who are not happy with their 
place/type of housing 



 

 

 
 

k) Older Adult  

 

Many adults who grew up before ‘autism’ or neuro- diversity was part of the public vernacular have 

lived their entire lives without ever getting a diagnosis.  In 1966 only 4 in 10,000 children in the 

United Kingdom were diagnosed as autistic and that many children who have a diagnosis of autism 

or ADHD were either completely missed or given the “wrong label” or misdiagnosed.  

Anecdotally some adults only recognize their own autism when their own child is diagnosed and 

adult services often report that  there is an increase in parents seeking  a diagnosis when their child 

has been diagnosed . So far, the few studies of older adults with autism suggest they suffer from a 

myriad of health conditions and lack appropriate support, living much of their life within their family 

home and often in relative social isolation.  Locally GP’s are reporting an increase in numbers of 

elderly parents now feeling unable to cope with their child who has now reached older adulthood (ie 

over 60).  

 

Recommendations 
& Requirements

• Ensure access to assessment and diagnosis process 
available to all ages

• Ensure families/carers are supported to access diagnosis 
where it is felt it would be beneficial to the individual

How will we know?

• Referrals for children are received from all socio-
economic groups 

• Diagnosis is still offered for adults



 

 

 
L) Accessing mainstream services  

Visits to mainstream health and social care services can be a challenge for service users with autism, 

their families/carers and the health care providers themselves.  Guidance to support the process 

should developed locally building on the good practice suggested by the National Autistic Society 

(NAS). This includes use of the “ hospital passport” template which helps individuals with autism 

prepare themselves and the care provider for an appointment pointing out what their particular 

needs might be and the use of an Autism alert card which can be utilised when accessing services. 

Guidance from the Department of Health on “How to support people with Autism” adapted from a 

poster provider by the Estia Centre, should also be utilised by public services staff who are at the 

“front door” of their services.  Good communication between the provider and the parent, 

preferably before, during and after medical appointments can help the process. 

Feedback from individuals diagnosed with ASD locally state that in order to help access mainstream 

services the following issues should be considered. 

“ services can be too noisy for me” 

“ the people I am consulting/meeting need to be aware of my autism and know my history” 

“ it can be hard to process information quickly and I may need support” 

“anxiety can lead to me missing appointments” 

“I would never go on my own as my parents can help people to understand my condition” 

“ receptionists need to be patient with me” 

In Bradford District and Craven some work has commenced in relation to developing GP patient 

records by using a flagging system in the clinical system used (Systmone) which, as it is rolled out in 

primary and community care, hospitals and local authority will mean that when a person with an 

additional need presents for an appointment or makes contact that it is immediately apparent what 

Recommendations 
& Requirements

• Assessment of need for older adults with autism (over 
age 60)

• Development of guidelines to support individuals in this 
category who potentially may find themselves unable to 
remain in their family home and/or being supported by 
their parents/family/carers.

• Collaboration with voluntary organisations who may 
have better understanding of local need

How will we know?
• Guidelines developed and used in both health and social 

care servcies



 

 

kind of additional help may be required to help them access appropriate support and treatment.  

The requirements for assistance are input with the help from the patient and/or carers  

Access to services which offer preventative as well as urgent support are very important in order to 

keep individual’s well. Particularly attention should be paid to “opening up” access to primary and 

community care and Dentistry services where it is perceived that attendance is low in comparison to 

need.  

 

 

 
 

9)  Digital Innovations/Technology  

Digital Technology can have a positive role to ensure that children and young people, particularly, 

have the right information to hand and to be able to access services. Mind have launched the # 

DontPanicButton  which aims to empower self care and their parents.  The development of new 

apps and digital tools such as My autistic world and other apps such as those listed on 

https://www.autismspeaks.org/autism-apps could be promoted in services for people with autism. 

 

Recommendations & 
Requirements

•Standard guidance for individuals, families/carers and 
providers to be developed to support access to mainstream 
services

•Sharing good practice across services and celebrating this

•Public service staff who are likely to be meeting and greeting 
people accessing their service should be trained in autism 
awareness

•Review numbers of individuals accessing Dental services

•Reasonable adjustments should be made to ensure access to 
mainstream services (particularly primary  health care) is 
appropriate for people with autism/ADHD

How will we know?

•More children and adults with autism able to access 
mainstream services (monitor dentistry and primary care)

•Increased well being of indivduals with autism and levels of 
satisfaction that their needs are being met. 



 

 

 

 

10)           Governance and Alignment to other strategies 

As per statutory guidance in Bradford a Local Autism partnership board is in place. This links into the 

wider Transforming Care Plan which in turns links to the Health and Wellbeing Board.  The key 

purpose of the Autism Partnership Board is to bring together stakeholders to support the work of 

local commissioners and focus on service improvement. Historically this Board has had an adult 

focus but it is recommended that an all age view be taken at these meetings and effective working 

relationships be established with the appropriate strategic children’s forums.  

The Partnership Board is also responsible for completing the National Autism Self Assessment each 

year and aims to improve its progress against the key recommendations year on year. An action plan 

at Appendix 1 demonstrates what progress is required to achieve this and demonstrates who has 

accountability for which action.  

Recommendations 
& Requirements 

• Review what local digital resources are available  which 
would be appropriate for neuro diverse children and 
adults

• Research what other digital innovations are available 
nationally and internationally and determine whether 
appropriate for local use

• Develop on line resources and interactive tools to 
support people with autism maintain access and support 
from local services

How will we know?

• Feedback on tools/resources utilised

• Numbers of autistic people and their carers accessing 
digital resources



 

 

 

11) Partnership working and statutory responsibilities 

Partnership working is fundamental to improving the way in which neuro diverse children and adults 

and their families are supported. The main aim of this strategy is to put systems and processes in 

place to ensure that there is a focus on proactive and preventative health and wellbeing and to 

ensure autistic people are diagnosed quickly and supported to access mainstream services that keep 

them well.  

The Autism Partnership Board already has representation from a number of different agencies but 

these should be extended to include voluntary/charity organisations and to establish more effective 

working relationships with strategic work around improvements in children’s services and their 

health and wellbeing.   

 

Recommendations 
& Requirements

• Partnership Board to work with children's forums to 
establish all age Autism group

• Links to the TCP programme board are made

• Clear accountability for delivery of key actions is 
established

• Priorities identified in this document are translated into 
a programme plan 

How will we know?

• Year on year improvements in self assessment reporting

• Process against key performance indicators developed as 
part of the Neurodiversity Programme Plan 

Recommendations 
& Requirements

• improve links to voluntary and charitable organisations 
involved in supporting people with autism

• Establish a partnership agreement about improving 
services for people with autism across all agencies

• Ensure the programme plan includes relevant bodies.

How will we know?

• Progress is made towards delivering the key priorities 
identified in this document

• Organisations work effectively together to ensure 
stretched resources are most effectively utilised. 



 

 

12)        Listening to and engaging with families and service users 

Parents and Carers hold key information and have a critical role to play in their children’s 

development and they have the knowledge and experience to contribute to the shared view of a 

autistic person’s needs and the best ways of supporting them. It is therefore essential that all 

professionals, both at a strategic and operational level, actively seek to work with carers and 

value the contribution they make. Indeed the work of professionals can be much more effective 

when both individuals with autism and their carers are involved and account is taken of their 

wishes, feelings and perspectives on the development of services. 

 

These partnerships can be challenging, particularly when resources are limited but the benefits of 

involvement far outweigh the difficulties experienced particularly when the relationship is 

established in a positive way. Carers report that having a child with autism is 

“….. a massive learning curve and I don't know how to handle him sometimes or how to make things 

easier for him. I also wish the joint assessment didn't have such a long waiting list. I understand not 

being too hasty with diagnosis. But I really do hope it is soon!” 

Carers have to become experts in understanding their child’s needs and professionals can learn from 

this knowledge but also report a lack of clarity around where they can seek support and guidance 

that is specific to their needs and “feel tired and lonely” and unclear where they can get support or 

advice. Many report that any signposting to services tends to be through “word of mouth”.  A survey 

at SAS showed that many parents/carers would appreciate autism specific services including respite, 

and help to manage challenging behaviour particularly as the child transitions to adulthood.  Some 

services within Bradford District and Craven are available to offer behaviour support but often this is 

when behaviour has become unmanageable. A consistent offer around behaviour support should be 

available. 

 

 

  

Recommendations & 
Requirements

•Carers and service users are supported to become members of the 
Autism Partnership Board

•Alternative ways to engage with service users/carers are explored to 
prevent the need for travel and face to face interaction (digital 
resources could be utilised)

•Clear information about how to access a Carers Assessment and how 
this can help

•Clear information is provided to Carers about services available

•Review what respite is available locally including "short breaks offer" 

•Review what behaviour support services are available and ensure 
that these services are easily accessible to families.

How will we know?

•All strategic decisions and any changes to service are completed in 
consultation with service users and/or carers.

•Active participation in service user events whereby engagement is 
seem as something that leads to positive change.

•Number of Carers Assessments increase



 

 

13. Priority Outcomes (to help form a programme plan) 

1. Local organisations and services have a better awareness and understanding of autism and make 

reasonable adjustments so that mainstream services are more accessible to, and respond more 

appropriately to, children and adults with autism. 

The more people know about autism, the more support can be targeted more promptly and 

effectively, with the possibility of better outcomes for individuals, carers and their families. A multi-

agency training plan will be rolled out across services and agree which staff will be trained and at 

what level; ranging from basic awareness raising to secondary training for professionals requiring 

more in-depth knowledge. Health and social care commissioners will ensure that good autism 

awareness training is built into the services they purchase including private providers.  Any new 

service providers should be able to provide evidence and testimonials to demonstrate their 

expertise around supporting individuals with ASD and/or other neurodiversity.  

 2. A clear and consistent diagnostic pathway exists, across the age spectrum, with pre and post-

diagnostic support where appropriate/needed  

A diagnosis can help explain to the individual and their family what had previously been unknown or 

misunderstood. It also avoids the problem of misdiagnosis and helps people access relevant services 

and benefits. Health and social care professionals working with people with autism need to know 

how to make a referral for a diagnosis. Staff involved in diagnosis and assessment will not only 

receiving training about autism, but also have an indepth understanding of how the care pathway 

works.  

3.Digital resources and technology are available to support people with autism to access mainstream 

services or to seek support or advice when it is needed should be utilised and/or developed 

Exploitation of digital resources can help ensure that there is real time, up to date information 

available when and where it is needed. App developments and virtual experience technology can aid 

people with neuro diversity to better manage their anxiety and to ensure that access to mainstream 

services is maintained to keep them well and safe. 

4. All children/adults with autism and their carers are able to access appropriate information and 

advice about services available to them and that these are available within appropriate timescales. 

 Clear and appropriate information about local services for people with autism needs to be made 

available. Following diagnosis, people need good, prompt information about autism and where to 

get support. People with autism can find assessments perplexing. Assessing the social care needs of 

someone with autism should be done by a professional with sufficient training and experience, and 

reasonable adjustments may need to be made to ensure the assessment is as productive as possible.  

5. Transition points in services are reviewed and improvements made as they can cause particular 

upset and distress for people with autism. For example support for young people with autism as 

they move into adulthood and into older adulthood.  

Through school, young people with autism and their families will usually have had access to support 

that helps them achieve and be included. Without effective transition planning, this support could 

disappear once people with autism reach adulthood, leaving them isolated at this critical point. 

Organisations and services need to work collaboratively to ensure that young people with autism are 

given the right start in their adult life.  



 

 

6. Data and information systems capture key information about people with autism to ensure 

integrated pathways and to enable better understanding of need in the District.  

It is clear that data and consequently information about people with neuro diversity is recorded in 

fragmented way and that services don’t always share relevant (and appropriate) information with 

each other to support an individual’s pathway of care.  A health needs analysis will be undertaken by 

the Public health department to better understand local need.  A virtual hub where referrals for 

diagnosis can be centrally recorded could be developed to support this. 

7. Adults with autism are able to be supported in their preparation for work and are able to access 

employment opportunities and relevant support at work 

The ability to get and keep, a job and then to progress in work is a central part of social inclusion. We 

know that adults with autism are significantly underrepresented in the labour market and we are 

committed to doing more to help adults with autism and/or ADHD into work and keeping them in 

work. This will include new developing approaches that will better support adults with neuro 

difference and making sure that they benefit from wider employment initiatives. 

8.Local planning and leadership is in place in relation to the provision of services for people with 

autism and their families (and this is effectively co-ordinated across public sector services) 

Through the Joint Strategic Needs Assessment (JSNA) and the Health Needs Analysis, there will be 

enhanced data available around adults and young people with autism in the district leading to a 

better understanding of need. There will be local options for people with autism about where to live, 

how to spend their time and by whom they are supported. Specialist services are available for those 

who need them, offering structure routine and continuity. Mainstream services will be competent to 

support people with autism, with trained staff, low arousal areas and flexible processes. 

9. Opportunities to better utilise limited resources, particularly specialist resources, are maximised - 

this may include collaboration with neighbouring districts.  

A West Yorkshire wide scoping exercise is currently underway to review what provision is currently 

available for assessment and diagnosis of autism for both children and adults. The findings of this 

will be shared in March/April 2017 
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Appendix 1 

NB priority level ascertained by where there is a high risk/gap around a development. Some are high 

risk but work already underway and therefore the priority would be lower.  

Section  Development required Statutory requirement Who 

to 

lead 

Priority 

Relationships with other 

CCGs/LA 

Establish formal relationships 

with neighbouring CCGs 

regarding Autism 

  Medium 

(Craven) 

Planning  Need to identify strategic lead & 

or lead commissioner 

To demonstrate that 

strategically autism is 

being thought about not 

just as an add on to 

existing services. Autism 

Act 2009, Think Autism 

2014.  

 High 

 Need to design a job role for 

this person – dual accountability 

across health & social care? 

Would have 

responsibility and 

accountability for 

 High 



 

 

Clear responsibilities ensuring 

programme/plan for 

delivery in place and 

monitored effectively 

 Clarity on operational lead 

across health & social care 

  Medium 

 Clear and transparent alignment 

with JSNA, MH and Learning 

Disability strategies.  

Recognition that the sum 

of these should inform 

the Health and Wellbeing 

strategy 

 Medium 

 Clear links to Health and 

Wellbeing strategy 

Health and Wellbeing 

boards should oversee 

implementation of the 

local autism strategy 

 Medium 

 Autism strategy needs 

developing – must demonstrate 

engagement of both health and 

social care 

  High 

Governance Clear accountability 

structure/governance. Need to 

review existing meeting 

structure.  

Autism Partnership Board 

should exist, clear TOR 

and expectations. Clear 

accountability and 

governance and brings 

together all key partners 

in one forum with a 

common strategic 

agenda.  

 High 

 Commissioned services (eg 

through VCS) expected to follow 

national guidelines and 

contracts/SLA’s must outline 

what is expected from services 

SLA’s to be monitored to 

ensure commissioned 

services follow relevant 

guidance.  

  

Data/Information Data 

requirements/responsibilities 

need developing across health, 

social care and voluntary sector 

system. Number of 

children/people with autism, 

estimate of those not 

diagnosed, whether or not have 

multiple diagnosis, which 

services accessing, whether 

meet eligibility criteria for social 

care/health support. Interfaces 

with MH and LD key. 

Requirement that there 

is prompt sharing of 

information between 

diagnostic services and 

LA 

 High 

 Need to record data in a way 

that allows easy access to 

understand where a person 

with suspected autism is in the 

pathway, what has been offered 

so far, what assessments are 

available, have been offered etc  

Children and Families Act 

2014 – requirement to 

integrate child and adult 

pathway and help 

children prepare for 

transition 

 High 

 Link up data flows – ie of those 

diagnosed how many meet care 

Act Eligibility criteria, are 

referred to other services, or 

  High 



 

 

numbers who are not offered 

other specific support 

 Demonstrate how data is used 

in effective service planning for 

people with autism  

  Medium 

Engagement Formalise engagement 

structure  

  High 

 Ensure people with autism and 

their carers underpin the 

planning process 

NHS has a responsibility 

to look at people’s 

experiences of the 

diagnostic process eg 

involve NHSE Local audit 

teams.  

 High 

Autism Awareness Need to demonstrate that 

Bradford/Airedale making a 

commitment to improve access 

and support for people in 

Bradford across statutory public 

sector services, including 

information and advice (this 

includes, health, social care, 

transport, housing, education, 

libraries etc)  

Statutory guidance for LA 

and NHS March 2015 – 

states that there must be 

a joint approach to 

innovation in the way 

services are delivered 

and that reasonable 

adjustments are made to 

enable appropriate 

access to all public 

services (Section 6 of 

Care Act)  

 High 

 Transition points need to be 

highlighted as difficult for 

people with autism (child to 

adult)  

Children and Families Act 

2014 – requirement to 

integrate child and adult 

pathway and help 

children prepare for 

transition 

 High 

 Particular needs of older adult, 

women, BME community needs 

to be addressed  

Engagement of people 

from each of these 

groups should feature in 

the partnership board.  

 Medium 

Training Need a multi agency training 

plan that outlines a 

comprehensive ranges of local 

autism training that meets NICE 

guidelines 

Training plan must not 

only be focused on 

autism awareness but on 

different levels of 

specialist training for 

specific staff. GPs and 

other primary care 

practitioners must be 

engaged in this.  

 High 

 Numbers of staff undertaking 

training is recorded  

(particularly client facing staff) 

Those staff undertaking 

an assessment of an 

adults care/support 

needs must have suitable 

skills/knowledge and 

competence in the 

assessment as outlined in 

the Care and Support 

(Assessment) Regulations 

2014  

 Medium 

 Training specific for older adults 

required  

Recognise that these may 

be “hidden” as may have 

 Medium 



 

 

relied solely on their 

families for support in 

the past.  Need to 

recognise that likely to be 

other health issues which 

can cause particularly 

distress as the individual 

ages. 

 Training plan identifies those 

people who should undertake 

training 

2010 statutory guidance 

states that all NHS & LA 

staff should have access 

to basic autism training 

 High 

 Criminal justice – training plan 

required for court, police, 

probation etc 

  Medium 

 Family/carers and people with 

autism to be included in the 

design of training and 

potentially take the role of 

trainers (could be 

video/recorded media)  

Recognised good practice 

to include adults with 

autism, their 

families/carers and 

autism representative 

groups when 

commissioning or 

planning any training 

 Medium 

Diagnosis (health) Clear autism diagnostic pathway 

needs to be in place (GPs to be 

involved) – need to plan when 

will be able to meet NICE 

guidelines  

Must follow NICE 

guidelines and target of 

less than 3 months wait 

for this.  NICE Quality 

Standard (QS51) NHS 

must have an easy to 

access pathway to 

diagnosis although it is 

not expected that a 

specialist team will be 

located in all areas.  This 

must also feature the 

triggers from diagnostic 

service to LA service.  

 High 

 Data recorded for numbers 

referred, numbers diagnosed, 

numbers undiagnosed, numbers 

waiting etc  

Key to understand the 

need in local area  

 High 

 People with autism (as single or 

dual diagnosis) should be able 

to access post diagnostic OT 

assessments, clinical 

psychology,SLT and/or other 

services 

CCG and LA must work 

demonstrate their joint 

offer for post diagnostic 

support regardless of 

whether the person has a 

Learning Disability and/or 

Mental health need 

 Medium 

 Crisis services to provide 

support for people with autism 

whether or not they have a 

Mental illness 

Align this with guidance 

by national Development 

Team for Inclusion and 

the Mental Health Crisis 

Care Concordat. . Clear 

Safeguarding process 

should be in place and 

established links with 

 Medium 



 

 

Safeguarding Adults 

Board.   

Care and Support (LA)  Need clarification around  both 

access to community care 

services and personal budgets  

process and how autistic people 

(whether they have a LD or not)  

can access this.  

Section 47 of the NHS 

and Community Care Act 

1990/Section 9 of the 

Care Act 2014 duty of 

care (do not have to have 

a diagnosis of autism)  

 Medium 

 Single point of contact needs 

establishing for anyone with 

autism (to signpost 

appropriately for info, advice in 

an autism friendly way) 

The Care Act 2014 strong 

emphasis on prevention 

– making sure support, 

advice, care etc available 

as needed.  This must 

effectively integrate with 

the 

diagnostic/assessment 

process as per Section 3 

of the Care Act 

 High 

 Pathway for care assessment for 

people with autism to be 

defined 

The Care Act states must 

promote individual’s well 

being (Section 1)  

 High 

 Clarify what support and info is 

available to autistic people if 

they are not eligible under the 

Care Act/for statutory services 

The Care Act 2014 strong 

emphasis on prevention 

– making sure support, 

advice, care etc available 

as needed. LA must have 

a clear framework for 

assessing the care and 

support needs of autistic 

people.  

 Medium 

 Clarify what support is available 

to carers of people with autism 

The Care Act 2014  

(section 4) specifies must 

ensure appropriate 

advice/support for 

carers. Carers should 

have timely formal 

notification of their 

entitlement to 

assessment of need and 

where relevant a carers 

assessment.  

 Medium 

Housing/Accommodation Housing strategy must include 

position statement/offering to 

people with autism (what types 

of housing is needed, how this is 

built into plan etc) 

Align to Article 8 – right 

to family life for people 

with autism  

 Medium 

Education Numbers of children diagnosed 

should be readily available and 

particular support given to 

transition points in education  

Carry out statutory duties 

as per Children and 

Families Act 2014 and 

engage children and 

families in decisions, 

keep educational 

provision under review 

for autistic children,  

review EHC plans at least 

annually , publish the 

  



 

 

local offer and put in 

place arrangements to 

request a Personal 

Budget.  

Employment Employment strategy has 

focused autism trained 

employment support and there 

is proactive engagement with 

local employers  

Achieving paid 

employment should be a 

priority for every district 

 Medium 

 Clear alignment between 

transition processes and 

employment – ie transition 

plans include detailed reference 

to employment 

Information, advice and 

guidance on career 

choice must be made 

available. Each learners 

should have a study 

programme which is 

personalised to their own 

needs 

 Medium 

Criminal Justice System Alignment and collaboration 

between health/social care and 

CJS re people with autism 

(shared training plan, alert cards 

in operation etc)  

The Care Act states that 

the LA must assess the 

care and support needs 

of adults who have such 

needs in prisons or other 

forms of detention 

 High 

 Clarification in relation to what 

services support people with 

autism when they are on 

custody suites/place of safety 

Link to Liaison and 

Diversion services must 

be established and 

processes for access 

documented.  LA and 

health must seek to 

engage with CJS 

 Medium 

Parents Views Long waits, poor 

communication, lack of 

availability of support, feels like 

a fight, need recognition that 

one size does not fit all.  More 

support for people that are 

undiagnosed (both when 

waiting for diagnosis or don’t 

get a diagnosis)  

  High  

 

 

 

 

Appendix 2 Statistics from Born in Bradford Project 

There are no statistically significant differences in the rates of Autism for children at different ages at 

the point of data extract. However there is a suggestion that rates are increasing, as rates for 

younger children are higher than for older children.  

 

Autism rates by child age 

 



 

 

Age of child at GP data extract Est CI Low CI High 

Five              (2,100) 1.05% 0.61% 1.48% 

Six                (3,308) 1.12% 0.76% 1.48% 

Seven          (3,253) 0.98% 0.64% 1.32% 

Eight plus   (3,677) 0.95% 0.64% 1.27% 

 

Total number of children: 12,338.  

Source: Born in Bradford Cohort. 

Autism rates by child gender, ethnicity and socio-economic status show that male children in the 

Born in Bradford cohort are much more likely to have a diagnosis of autism. Children of Pakistani 

heritage are less likely to have a diagnosis of autism in Bradford. There is no evidence to suggest that 

diagnosis rates internationally are at a lower level in the South Asian population so this may be due 

to diagnosis at an older age and/or higher mental health stigma in the South Asian Population.  

 

 

Child Ethnicity Est. CI Low CI High 

White British 1.16% 0.82% 1.49% 

Pakistani Heritage 0.92% 0.66% 1.17% 

Other Ethnicity 1.22% 0.66% 1.78% 

Source: Born in Bradford Cohort 

Total number of children: 12,388 

 

The differences related to free school meal status and mother’s education suggest that socio-

economic factors do play a role in whether a child has a diagnosis of autism. Children receiving free 

school meals are less likely to have a diagnosis of autism in Bradford, though this difference is 

relatively small. A larger difference is observed when considering the mother’s educational status; 

children of mothers who are educated to A level or above are twice as likely to have a diagnosis of 

autism compared to children of mothers with lower levels of education. This may be related to 

differing levels of engagement in the health care system but potentially demonstrates inequitable 

access to diagnosis. 

Free School Meals  Est. CI Low CI High 

Receiving free school meals 0.82% 0.45% 1.19% 

Not receiving free school meals 1.07% 0.83% 1.31% 

    

    Mother Education Est. CI Low CI High 



 

 

Mother education: lower than A level 0.65% 0.43% 0.86% 

Mother education A level or above 1.44% 1.07% 1.81% 

 

Source: Born in Bradford Cohort 

Total number of children: 12,338 

 
Appendix 3 
 
Epidemiology 
 

An accurate epidemiological description of Autistic Spectrum Disorders (ASDs) is needed to 

inform public health policy and to plan for education, housing and financial support services 

(1). 

 
Case Definition 
Classic Autism has gradually evolved into the concept of a larger “spectrum disorder” (2). 

Autism 

Spectrum Disorder (ASD) is defined as a group of behaviours indicating social, 

communicative, 

and behavioural impairment or abnormalities. The essential features of ASD are (3): 

• Impaired reciprocal social interactions 

• Delayed or unusual communication styles 

• Restricted or repetitive behaviour patterns 

 
Natural History 
ASD is highly heritable, but environmental factors are also implicated (4). Multiple lines of 

evidence suggest the aetiology of ASD has prenatal origins. Onset of ASD symptoms typically 

occurs by age 3, although symptoms may not fully manifest until school age or later, and 

some 

research suggests symptoms can emerge between 6 and 18 months of age More severely 

affected children are more likely to be identified and reliably diagnosed at younger ages 

than 

milder cases 

 
Incidence and Prevalence 
Children 

There are two key UK studies to consider: 

1. Taylor 2013 UK (5) - a population study using the UK General Practice Research 

Database 

(GPRD) with annual autism prevalence rates estimated for children aged 8 years from 

2004–2010 and annual incidence rates for children aged 2–8 years 

• Annual prevalence rates for each year were steady at approximately 3.8/1000 boys and 

0.8/1000 girls. 

• Annual incidence rates each year were also steady at about 1.2/1000 boys and 0.2/1000 



 

 

girls 
2. Baron-Cohen 2009 UK (6) - a Special Educational Needs diagnosis survey in schools 

handed 

out to parents of all children aged 5–9 years. The mainstream primary school population 

was also screened for unknown cases. 

• Prevalence estimates generated from the SEN register and diagnosis survey were 94 per 
10,000 and 99 per 10,000 respectively. 

• The ratio of known:unknown cases was estimated as 3:2, i.e. the true prevalence is 
estimated to be ~33% higher than the observed. 
• Taken together, the true prevalence was estimated to be 157 per 10 000, including 

previously undiagnosed cases 

Adults 

Again, there are two key studies to consider: 

3. Brugha 2011 (7) - A random sample from the Third National Survey of Psychiatric 

Morbidity 

in Adults in England in 2007. 

• The weighted prevalence of ASD in adults was estimated to be 9.8 per 1000 
• Prevalence was not related to the respondent’s age. 

• Rates were higher in: 

◦ Men 

◦ Those without educational qualifications 

◦ Those living in rented social (government-financed) housing 

◦ There was no evidence of increased use of services for mental health problems. 

4. Brugha 2014 (8) - Clinical assessments of 7274 Adult Psychiatric Morbidity Survey 

participants 

combined with a population case-register survey of 290 adults with intellectual disability. 

• The combined prevalence of autism in adults of all ages in England was 11/1000 
• It was significantly higher in those with moderate to profound intellectual disability 

• Male gender was a strong predictor of autism only in those with no or mild intellectual 

disability 

Table 1 below shows estimates of these studies translated to the three Bradford CCGs. 

(Note 

there are confidence limits surrounding these estimates - please contact the author to 

discuss 

further) 

Table 1 Estimates of ASD Prevalence in the three Bradford CCGs 
Temporal Changes in Prevalence 
Following a fivefold increase in the annual incidence rates of autism during the 1990s in the 

UK, 

the incidence and prevalence rates in 8-year-old children reached a plateau in the early 

2000s 

and remained steady through 2010 (5). The rising prevalence of ASD diagnoses can be largely 

attributed to broader diagnostic criteria, adoption of dimensional assessment strategies, 
AWCCCG BCCCG BDCCG 
Taylor 2013 72 87 179 

Baron-Cohen 2009 304 363 752 

TRUE Baron-Cohen 2009 494 592 1224 

Brugha 2011 1215 873 2462 



 

 

Brugha 2016 992 712 2009 

Adults 
Observed 
Children 
increased awareness, linking of services to diagnosis, and the inclusion of milder 

neurodevelopmental differences bordering on normality (2). 

Socioeconomic Factors 
• Recent European studies suggest that low socioeconomic status is associated with an 

increased risk of ASD (9). 

• Prevalence of ASD with associated Intellectual Disability (ID) was higher in areas with the 

highest level of deprivation and the highest percentage of unemployed adults, persons 

with no diploma, immigrants and single-parent families. 

• No association was found when using occupational class. 

• Regarding ASD without associated ID, a higher prevalence was found in areas with the 

highest percentage of immigrants (9). 

• The prevalence of ASD with associated ID and of severe isolated ID is more likely to be 

higher in areas with the highest level of deprivation (9). 

• It has been proposed that clusters are linked to the education level of parents—those 

with a college education are more likely to obtain an autism diagnosis than those who did 

not graduate from high school (10). 

A higher level of education could also be an indicator of being wealthier, and therefore 

having 

better access to resources such as better preventive medical care and paediatricians (10). 

Ethnicity 
• Studies conducted in North America indicate large racial/ethnic disparities in the 

diagnosis of ASDs (11). 

• Others show that immigrant children have similar prevalence rates of ASDs as native 

children, although they are diagnosed later compared with native children. 

• After analysing the results of studies conducted in Europe, it is unclear if higher 

prevalence estimates of ASDs among immigrants in this region reflect true differences, 

especially considering many potential confounding factors, e.g. genetic, biological, 

environmental and cultural. 

Considering the number of people migrating within Europe there is a substantial need to 

study 

further the prevalence of ASDs in immigrant groups (11). 
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Appendix 4 

The following questions scored either a poor rag rating across West Yorkshire (RED) or were 

questions where the answer was either “no” or no information was available.  

• Does your Local Joint Strategic Commissioning Plan (or other statement of joint 

commissioning intentions such as Health & Wellbeing Strategy, Autism Strategy or Market 

Position Statement etc.,) reflect local data and needs of people with autism? (This question 

is more precise than 2014) 

• Does your area have a designated strategic lead for adults with autism e.g. an Autism Lead 

Role? And for Does your area have a separate operational lead for services for adults with 

autism?  

• Does your local JSNA specifically consider the needs of children and young people with 

autism? 

• Have reasonable adjustments been made to general council services to improve access and 

support for people with autism? (This question is identical to 2014) 

• In your area have reasonable adjustments been promoted to enable people with autism to 

access health and social care information, support and advice? (This question is new this 

year) 

• How does your planning take into account the particular needs of adults aged 65 and older? 

(This question is similar to 2013 and 2014) 

• Is autism awareness training being/been made available to all staff working in health and 

social care? (This question is identical to 2014). 

• Do you record uptake levels of autism awareness training for Local Authority and/or NHS 

staff working in health and social care? (This question is new this year). 



 

 

• Do you have specific training that focusses on adults with autism over the age of 65? (This 

question is new this year). 

• What is the number of adults assessed as being eligible for adult social care services who 

have a diagnosis of autism and in receipt of a personal budget? (This question is similar to 

2014)  

• Do you have a recognised pathway for people with autism but without a learning disability 

to access a care assessment and other support? (This question is identical to 2013 and 2014)  

• Do adults with autism who could not otherwise meaningfully participate in needs 

assessments, care and support planning, appeals, reviews, or safeguarding processes have 

access to an appropriately trained advocate? (This question is identical to 2014). 

• Does the local housing strategy and/or market position statement specifically identify 

autism? (This question is similar to 2014) 

• How have you promoted in your area the employment of people on the Autistic Spectrum? 

(This question is identical to 2013 and 2014) 

 


