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A. [bookmark: _Toc343591382]Service Specifications

This is a non-mandatory model template for local population. Commissioners may retain the structure below, or may determine their own in accordance with the NHS Standard Contract Technical Guidance.  

	Service Specification No.
	

	Service
	Advice, guidance and support service for families of children and young people aged 0-25 years with or without a diagnosis of Autism and /or ADHD 

	Commissioner Lead
	Sally Murray Head of Children’s Commissioning

	Provider Lead
	[bookmark: _GoBack]TBA


	Period
	1 January 2021 until 31 March 2023, with an option to extend the contract for any number of periods up to a further two years at the discretion of the Commissioner

	Date of Review
	

	Allocated funding 
	£60,000 per financial year



	1.	Population Needs

	
1.1 	National/local context 
Every person with autism and or ADHD will have unique talents; it is important that people are supported as early as possible and receive the appropriate support, so that they can truly tap into their potential and live independently. 

As part of the Autism/ ADHD/ neurodiversity service review work undertaken in Berkshire West in 2019 and 2020, the CCG invited partners from across the system to participate in 2 planning workshops to explore and decide on actions to help improve and promote awareness of and access to health, education, social care and voluntary sector services to empower and help people with their emerging and actual needs. 
The need for an accessible offer bringing together the support that is available to families and how to access it was identified. Partners agreed that this should comprise of
· a one stop shop where families and support workers/ voluntary sector partners can access up to date local advice and guidance including signposting to what help is available and where
· a clear service offer guide for families relating to children and young people aged 0-25 years who may have Autism, ADHD and comorbid presentations as well as those with a confirmed diagnosis
· support available in a range of formats to meet the needs of individuals including via telephone, face to face as well as online
· provision of advice and support as part of a wider stepped care approach
· promotion of consistent and up to date messages.
· promotion of resources

This service specification focuses on early support/ ongoing support/workshops for children and young people aged 0-25, parents and carers, to support children, young people with autism and/or ADHD (N.B. a diagnosis is not necessary to access this service). The service specification has been developed as a result of a number of co-production workshops and sessions where service and support gaps and needs have been identified.

There are a number of strategies and guidelines concerning autism and ADHD across health, education and social care. The national strategy has developed over the last 10 years and will continue to evolve over time, some strategies relate to children and young people and other adults. This service specification recognises the following legislation, national policies and guidelines:
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NHSE Autism Deep Dive May 2020
· NHS Long-Term Plan
· Five Year Forward View for Mental Health 2016 
· Parity of Esteem (Health & Social Care Act 2012)
· The Transforming Care Programme
· The Children and Families Act 2014
· NICE Quality standards and guidance
· National Autistic Society (NAS) has led a number of high profile campaigns aimed at raising awareness and promoting positive change for people with
· Autism. These include:
· Make School Make Sense (2006) – what families want from the education system
· I Exist (2007) – understanding the needs of adults with autism.
· You need to know (2009) – mental health for children with autism
· Don’t write me off (2009) – support into employment
· Supporting adults with autism (2009) – good practice guidance from NHS and local authorities
· Great Expectations (2011) – developing and an education system that sets children up for life
· Push for Action (2013) – getting the right services and support in place
· Getting on (2013) – growing older with autism
· NHS England: Developing support and services for children and young people with a learning disability, autism or both
· NHS England Autism Diagnosis and Support Deep Dives May 2020

Building on the national context, there are a series of regional and local drivers that are important to consider, including:
· Each local area’s autism strategy
· Evolving work across the Integrated Care System and Partnership
· Each local area’s SEND strategy

1.2 The National Data 
Prevalence figures for autism vary between 1 in a 100 and 1 in 68 (1-1.5%)
It is fair to say that prevalence studies vary but “indicate that 1.1% of the population in the UK may be on the autism spectrum. This means that over 695,000 people in the UK may be autistic, an estimate derived from the 1.1% prevalence rate applied to the 2011 UK census figures. The prevalence rate is based on two relatively recent studies, one of children and the other of adults. The prevalence study of children, (Baird G. et al., 2006) looked at a population in the South Thames area. The study of adults was published in two parts, Brugha et al (2009), and The NHS Information Centre, Community and Mental Health Team, Brugha et al (2012). This is the only known prevalence study to have been done of an adult population.”
Around 3-6 in every 100 school-aged children have ADHD. For about 1 in 7 children with ADHD, their ADHD will continue into adulthood. About half will have some issues as adults, although not full ADHD. In children, boys are more commonly diagnosed than girls. 
70% of children and 80% of adults with autism will have at least one mental health condition which may include ADHD.
Around 66% of children and 92% of adults living with ADHD are undiagnosed.
Around 60% of adults aged 40+ living with autism are undiagnosed.
Autism is usually diagnosed from age 3-4 years.
ADHD is diagnosed from 6 years onwards.
3 times as many boys as girls are diagnosed with autism.
3 times as many boys as girls are diagnosed with ADHD. In adults, there are more equal numbers of men and women seen in clinics.
For every person with autism or ADHD, 3 more people are affected surrounding the individual
About one third of children with ADHD have a diagnosis. For adults this is 7-8% of the expected prevalent population.
1 in 10 children and 1 in 4 adults experience mental illness.
50% of all adults with mental ill-health experience their first symptoms by age 14 and 75% by age 24.
70% of children and 80% of adults with autism will have at least one mental health condition (including ADHD).

1.3   Local data
The estimated resident population of Berkshire West CCG was 488,286 in 2018/19. Children and young people aged 0 to 16 made up 26% of this population, compared to 21% in England.

Local EHCP data suggests that the prevalence of autism is greater in Berkshire West than national data would suggest.


Number of Children and Young People who have an EHC Plan
	
	Total EHC Plan~
	Primary Need ASD (no.)~
	Primary Need ASD (%)~

	Reading
	1414
	493
	35%

	West Berkshire
	1031
	465
	45%

	Wokingham
	1141
	473
	41%

	Total Berkshire West
	3586
	1431
	40%



Source
~ Local Authority SEND data May 2020
There is no data for ADHD as this is not an area of primary need in SEND returns.
There is a further cohort of preschoolers, children and young people who do not have an EHCP who have ASD/ ADHD/ needs relating to neurodiversity. 

Local EHCP data suggests that the prevalence of autism is greater in Berkshire West than national data would suggest.
Summary population and estimated prevalence Berkshire West based on national prevalence data
	Local Authority
	Segment
	Population size (2018/19)^^
	Prevalence ASD
	Prevalence ADHD

	
	
	
	%
	No
	%
	No

	Reading
	Pre-school (<5)
	11289
	1.1%
	124
	-
	-

	
	School (5-16)
	22525
	1.1%
	248
	4.5%
	1014

	
	Adults (>16)
	127966
	1.1%
	1408
	3.5%
	4479

	West Berkshire
	Pre-school (<5)
	8980
	1.1%
	99
	-
	-

	
	School (5-16)
	22663
	1.1%
	249
	4.5%
	1020

	
	Adults (>16)
	126884
	1.1%
	1396
	3.5%
	4440

	Wokingham
	Pre-school (<5)
	9822
	1.1%
	108
	-
	-

	
	School (5-16)
	25621
	1.1%
	282
	4.5%
	1153

	
	Adults (>16)
	132536
	1.1%
	1458
	3.5%
	4639

	Berkshire West Total
	Pre-school (<5)
	30091
	1.1%
	331
	-
	-

	
	School (5-16)
	70809
	1.1%
	779
	4.5%
	3186

	
	Adults (>16)
	387386
	1.1%
	4261
	3.5%
	13558



 Sources:
^^ LA ONS Population estimates 2018/19
* Estimate generally used in Literature and strategy papers
· https://www.rcpsych.ac.uk/mental-health/problems-disorders/adhd-in-adults
· https://www.nice.org.uk/guidance/ng87/evidence/full-guideline-pdf-4783651311
https://www.rcpsych.ac.uk/mental-health/parents-and-young-people/information-for-parents-and-carers/autism-for-parents-carers
- No prevalence found for ADHD in pre-school, since diagnosis takes place from 6 years old

	2.	Outcomes

	
2.1	NHS Outcomes Framework Domains & Indicators

	Domain 1
	Preventing people from dying prematurely
	

	Domain 2
	Enhancing quality of life for people with long-term conditions
	

	Domain 3
	Helping people to recover from episodes of ill-health or following injury
	

	Domain 4
	Ensuring people have a positive experience of care
	

	Domain 5
	Treating and caring for people in safe environment and protecting them from avoidable harm
	



2.2	Local defined outcomes
       Overall service outcomes:
Families and service users state that they feel supported and report that they
· know how to access local advice and guidance to enable them to support their child’s autism and/or ADHD and associated concerns such as sensory sensitivities
· know how to access appropriate services and support for their child
· have a greater understanding of what autism and/or ADHD is
· have understanding and strategies to support their child with anxiety, emotional and behavioural issues
· have strategies to support their child’s eating, toileting and sleeping
· have had the opportunity to access support for their own wellbeing before issues escalate
· children and young people who access the service report improved goal based outcomes
· know what a GP learning disability health check for people aged 14 years and over is, and how to request one
· feel informed and supported about the transition process for their young adult moving from Children’s Services into Adult Social Care and the CTPLD team


Families and service users state that they feel included and report that they have access to advice, guidance and support in their preferred medium- written, online (accessible by smartphone), via telephone, face to face, text.

	3.	Scope

	
3.1 Aims 

The service will support the local cultural shift in moving away from the need for a diagnosis to meeting the person’s individual needs through appropriate support.  The scope of this service is to provide a range of elements of support from the early signs through pre and post assessment of Autism and/or  ADHD for children and young people age 0-25 as part of a stepped care approach with partners.  

The service will provide a range of opportunities including a navigating/signposting role, support workshops for families/carers and contributing as required to the development and updating of any local autism resources.

This approach should enhance current provision and support with the purpose of improving the quality of life for children, young people, parents, carers and families with autism and/or ADHD within Berkshire West. 

3.2        Objectives

To provide 
3.2 A. Getting Advice – a navigator programme – initial advice and signposting across Berkshire West: 
· Early support. Work with existing services including the early help hubs in each LA, to create a central point of contact (e.g. single telephone line) which will provide advice, information, signposting and navigation to access the most appropriate form of early support, for children and young people 0-25 who may have Autism and/ or ADHD. 
· Provision of an initial point of contact offering advice and signposting to help support families to help access the right support based on their specific needs. This will include a central point of contact (e.g. single telephone line) which could include telephone, online and face to face contact.
·  Signposting will include credible local and national organisations – e.g. the National Autistic Society.
· Signposting to neighbouring support hubs across the border (East Berkshire, Oxfordshire, North Hampshire and Wiltshire) when appropriate.
· Signposting to providers who can support the emotional health and wellbeing of the parent/carer
· Signposting to Special Educational Needs and Disabilities Information Advice and Support Service (SENDIASS) when appropriate

3.2B Getting help – Support sessions & workshops based on the needs of those living in Berkshire West.
These will take place in accessible locations in each locality- Reading, West Berkshire and Wokingham. Online resources including webinars will also be offered.
· A programme of introductory level support strategies: 

-Understanding autism and ADHD and key strategies to support the child/ young person. 
-Evidence based/ evidence informed workshops/ webinars on topics related to supporting neurodiverse children and young people with sleeping, eating, toileting; managing anxiety, emotional and behavioural needs, autism in girls. This list is not exhaustive and should reflect need in Berkshire West.
-Transition- equipping parents/ carers and the young person with knowledge, skills and confidence to support them with the transition to adulthood. There will be strong links with each local area transition team.

· A programme for children and young people age 5 -25 years, offering age appropriate small group workshops and groups to help them recognize their strengths and support as needed with social skills and confidence in a supported setting. e.g. life skills group sessions, friendship skills, reducing their own anxiety. Goal based outcomes for children and young people will be collated and reported on.

· A network for peer to peer support for parents and carers. 

Where possible the provider should deliver programmes informed by the current evidence based and aligned to local approaches. The programme of delivery must be developed in partnership with key local autism and ADHD services/leads from Local Authorities (Autism leads/Education Psychology services) and from health (Berkshire Healthcare NHS Foundation Trust, Royal Berkshire Foundation Trust) linked to credible local and national organizations. 

Relationship building and communication:

· The provider will provide a fully integrated service, through building strong working relationships with: Berkshire Healthcare NHS Foundation Trust; Autism, ADHD and SEND support teams in each local area; SENCO networks and parent/carer forums
· The programme of delivery must be developed in partnership with key local leads from Local Authorities (Autism leads, ADHD leads, Education Psychology services) and from health (Berkshire Healthcare NHS Foundation Trust, Royal Berkshire Foundation Trust) 
· The service will operate in close partnership with other services including LAs early help systems, the respective Autism and ADHD support teams in each local area, education, social care and the voluntary sector. 
· The service will offer a range of local promotion opportunities to a range of key stakeholders such as  schools/  social care and a range of resources to facilitate awareness, engagement, uptake and evaluation. The provider will need to develop a communications and engagement plan in collaboration with the CCG and local authorities.
· The provider will ensure pathways to all relevant local services are identified and followed, with clear lines of communication established and ensuring that relevant staff in those organisations are aware of the service
· The provider will ensure a prompt and efficient response to concerns raised by the commissioner, young person or other local stakeholder within 2 working days
· The provider will ensure a prompt and efficient response to queries raised by the commissioner, young person or other local stakeholder within 5 working days
· The provider will demonstrate how service user feedback is used to inform continuous service development and practice, and how children, young people and families are involved in coproduction and wider decision making across the organisation from governance to design. 
· There is an expectation that the provider will provide a range of opportunities including a navigating/signposting role, support workshops for families/carers and contributing as required to the development and updating of any local autism / ADHD resources.


	3.3	Service description/Pathway

Key to achieving a fulfilling life with Autism and or ADHD is having easy access to information and advice about the support that is available. This is important regardless of whether someone wishes to stay at school, leave home and go to university, apply for a new job or maintain a new tenancy. Later in life, it may be important for to have consistent caring arrangements in place for themselves or a loved one, and to have clear information about accessing welfare, benefits or other welfare rights information. Those involved in our local workshops said that it can sometimes be hard to know where to go for advice and information locally.

As part of our Future In Mind work, partners, agreed have adopted the THRIVE model in service provision. [image: ]


There are many models upon which we could base our proposed blueprint for Berkshire, however, long-term, quantifiable evidence is limited in this area. Having considered the models that are available, the evidence about where they have been used successfully and the needs of our community, our model of care is based on the THRIVE framework. 

The framework is needs-led, meaning that people’s needs are defined by them and their families, alongside professionals, through shared decision making. Needs are not based on severity, assessment, or healthcare pathways. This resonates with the feedback received from stakeholders in the engagement process. 

The framework balances the needs to provide good quality early intervention and resilience-building to tackle issues early, with the need for some people to access more specialist care. 

The THRIVE framework was developed by the Tavistock & Portman NHS Foundation Trust and the Anna Freud Centre, in consultation with children, families and service provider - see here for more information http://www.implementingthrive.org/

Whilst the framework is based on children and young people, the key features are easily transferable across children and young people 0-25:
· it outlines groups of people and the sort of support they may need, drawing a clear distinction between support and treatment (services).
· it focuses on a wish to build on individual and community strengths wherever possible and to ensure people are active decision makers in the process of choosing the right interventions.
· it has been successfully used in other parts of England to shape a positive culture and support and services for children and young people’s emotional wellbeing and mental health.
· its structure is closely aligned with what we are trying to achieve in Berkshire West.

To support the delivery of the new model of care and the developing Autism and ADHD pathway in Berkshire West, there will be increased co-ordination of providing advice and information and standardisation of the support currently provided for children/young people/adults, parents, carers and families. 

Where possible, support workshops and group sessions should be based on identified evidenced need and should be co-designed with service users and families/partners. Sessions should be accessible and reasonable adjustments need to be made to be as inclusive as possible.
Core, evidence-based, autism/ADHD-specific support (including online support), workshops and strategies which can also be provided through face to face and home visits will be provided to enable and empower children/young people/adults and families to make progress towards the goals they have identified as important to them.  The provider will need to develop a support programme jointly with children/young people/adults and parents/families and this will require annual review.

The support and workshops that will be delivered will be designed and tailored according the needs of those living in Berkshire West and will achieve the outcomes listed in section 2 of this specification.  The provider will work with the CCG and partners e.g educational psychologists, SENCO networks and with Berkshire Healthcare Foundation Trust, Royal Berkshire Foundation Trust autism/ADHD services for children and young people aged 0-25, to agree the final support programme offer.  The support programme offer will be located within the Local Offer in Reading, Wokingham and West Berkshire as well as promoted through partner agencies.

3.4        Referral mechanism
There is an open referral policy for this service.

3.5       Any acceptance and exclusion criteria and thresholds 
The service is open to children and young people aged 0-25 years and their families who are registered with a Berkshire West GP who have a presenting need relating to Autism and /or ADHD. This could be at the early identification of needs or pre-assessment stage or post assessment stage where a diagnosis of autism/ ADHD has been made.
The service is not open to people who do not meet these criteria.

3.6      Monitoring and Evaluation: 

· All attendees of the workshops and courses will be asked to complete a pre-intervention and immediate post-intervention questionnaire.  The questionnaires should use a combination of validated quantitative rating scales and qualitative free text questions.  

· 5% of parent/carers who have attended more than one of the interventions via this service will be invited to take part in a semi-structured phone interview. 

Reporting: 
· Data must be reported in line with the requirements of the Mental Health Service Data Set, this is to ensure the work contributes to the national access standards and reporting of routine outcome measures. 
· Provider(s) will need to play a full and active part in the evaluation of the service, including the production of;- 
a. An annual summary report no later than four weeks following the end of the last quarter (and if the optional contract extensions are used), as well as quarterly reports.
b. Both reports should summarise quantitative activity and outcomes data and qualitative data from young people and stakeholders, such as schools and Early Help teams.
· Quarterly reports will be submitted to the lead commissioner with a follow up visit to discuss progress and issues. The quarterly reports will provide details of key data on project progress, risks and issues. 

The KPI reporting tool will be developed with partners and the service provider within the first month following contract award.

3.5	Interdependence with other services/provider

· Berkshire Healthcare NHS Foundation Trust
· Royal Berkshire Foundation Trust
· Autism Teams in Reading, Wokingham and West Berkshire including but not limited to ASSIST in Wokingham, West Berkshire Autism Team, and Reading Autism Advisor.
· Emerging ADHD support teams in Reading, Wokingham and West Berkshire
· Early Help teams in Reading, Wokingham and West Berkshire
· Voluntary sector organisations 
· Educational psychologist teams
· SENCO networks
· Parent/carer forums 
· Family Information Services 



	4.	Applicable Service standards 

	

4.1	Applicable national standards (e.g. NICE)

It is considered best practice for all health-related services to young people to meet the quality criteria specified in “Quality Criteria For Young People Friendly Health Services” (DH, 2011); which include accessibility, confidentiality and consent, staff support and attitudes and involvement of young people in monitoring and evaluating their experiences.  Fraser Guidelines (1985) 

In addition the Service is expected to be provided in line with all relevant statutory policies and frameworks and work together with the Authority Commissioner to ensure compliance, monitoring of standards and work towards continuous improvement. 

The evidence base for the treatment of Autism and ADHD and for providing support is based on the following NICE guidance: 
Autism spectrum disorder in under 19s: recognition, referral and assessment: https://www.nice.org.uk/guidance/cg128/resources
Autism spectrum disorder in adults: assessment and management:
https://www.nice.org.uk/guidance/cg142/resources

Attention deficit hyperactivity disorder: assessment and management:
https://www.nice.org.uk/guidance/ng87

4.2 Applicable local standards

The service will be compliant with Section 11 of the Children and Families Act 2004.
Safeguarding Children Procedures for Reading, West Berkshire and Wokingham https://proceduresonline.com/berks/





	5.	Location of Provider Premises

	
The Provider’s Premises are located at: XXXXX



	6.           Appendices
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The Deep Dive Process 


• Autistic people experience significant variability of diagnosis and support service 


quality across England. We set out to ensure that we understood a range of practice, 


alongside the environment in which it developed.


• We wanted to observe a range of high-quality practice in order to understand the 


benefits and drawbacks of different types of approaches.


• We used our networks to identify areas or organisations with unique, interesting or 


positive practice, and reached out to them directly. Where possible, we collected a 


range of different types of viewpoints.


• We visited sites and held telephone conversations in order to have meetings with 


individuals or small groups of involved parties. We also attended focus groups, sat in 


on meetings and conducted literature reviews.


• We met with over 40 different stakeholders across more than 12 different areas. We 


spoke to clinicians, clinical leaders, people with autism, carers, commissioners, 


alongside leaders from the third sector, social care, and education.


Objective


Approach


Site visits


Deep Dive visit / series of 


calls


‘Light dive’ – phone calls


Literature review


Key Stakeholders


The Deep Dives exercise aimed to surface best practice and explain variation in 


autism diagnosis and support for adults and children.


Context
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Site Children’s service Adult's service


Visits & suite of phone conversations


Bristol a a


Cheshire and Wirral a


The Evelina (London) a


Greater Manchester a a


Leeds a


Tees, Esk and Wear Valleys a a


Phone conversations


Birmingham a


Cambridgeshire (adult pathway incl. 


Peterborough)


a a


Hertfordshire a


North West London a a


Nottinghamshire a


Neurodevelopmental pathways - phone conversations


Birmingham & Solihull a


The Evelina (London) a


Lambeth a


Literature reviews


Derbyshire a


Herefordshire a a


Norfolk a a


Peterborough a


The Evelina (London) a


Selected international examples – literature reviews


Scotland a


Wales a a


USA (Ohio, Arkansas, Tennessee) a a


Key lines of enquiry


Themes Sub-themes


Service model for 


diagnosis and support


Model of diagnostic pathway; role of the NHS in 


diagnosis and support; commissioning 


arrangements, and other features such as 


evidence base, impact, NICE compliance, and 


lived experience involvement.


Diagnostic pathway


Elements of the diagnostic pathway such as: 


referrals, reasonable adjustments, diagnostic 


tools, second/third opinions, diagnosis 


outcomes, identifying co-occurring conditions, 


as well as factors such as performance, and 


required workforce.


Support for people with 


autism


Model of pre-, during and post-diagnostic 


support, including required workforce, onward 


referral to other services, and support for 


reasonable adjustments.


National/regional support 


for local areas


What is the ask of the national team to support 


diagnosis and support nationally.


The format of the interviews were semi-structured, following a pre-prepared list 


of key lines of enquiry to guide conversations.


Types of people we spoke to:


• Clinicians


• Commissioners


• Experts by experience


• Local authority colleagues


• Third sector partners


The Deep Dive Process: Sites 
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Findings
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Referrals come from different 


sources, but should provide a 


clear route into the diagnostic 


pathway for those who need it.


Pre-screening, information gathering and 


triage provide a way of reviewing whether an 


individual needs a diagnostic assessment 


and therefore whether they should progress 


through the process, and if a diagnosis is not 


needed, determining which pathway would 


be more appropriate. This is a clinically-led 


process which helps personalise the 


assessment for each person with autism.


The outcome of assessment and diagnosis is clearly communicated and 


explained to the individual and their family. 


Post-diagnostic support is 


tailored according to individual 


need and may, in part, be 


delivered through 


collaborations with other 


teams/organisations. Onward 


referrals for support (including 


for people without autism) also 


happen here. 


The assessment brings in skills from a 


range of professionals, diagnostic tools and 


observations to determine if someone is 


autistic or may need to be assessed for 


something else. A second or third opinion 


can be drawn on to support this. A formal 


diagnosis is made from the outcome of the 


assessment. At this stage, a report is 


written explaining the diagnosis.


Leeds Autism Diagnostic 


Service (LADS) accepts self-


referrals direct from service 


users. The self-referral form is 


available online and is open to 


people with autism with a Leeds 


GP.


Healios as one example, offers an 


entirely digitalised assessment process 


which is conducted through live video 


sessions with a clinician, supplemented 


with online questionnaires. 


BASS has a core offer of a 


6-week programme support, 


with the option for informal 


drop-in group sessions and 


direct one-to-one support if 


an autistic adult has specific 


challenges.


Pre-diagnostic support for individuals and 


families throughout the diagnosis process 


offers help before a formal diagnosis is given. 


This can also include an assisted referral to 


another suitable pathway or service.


Bristol Adult Autism Spectrum Service 


(BASS) is piloting a screening clinic to 


triage assessments to reduce waiting 


times. These 1-hour ‘Triage Clinics’ are 


senior clinician-led and are used to tailor 


the assessment based on complexity.


‘Best practice’ autism diagnosis and support pathway


Raising awareness helps 


professionals in the health service 


understand and recognise autism 


and increases appropriate 


referrals into autism pathways.


Based on findings from the Deep Dives, we have identified a core set of activities across the diagnosis and support pathway; these could form the 


basis of the pathway specification.


Referral Assessment CommunicationDiagnosis


Pre-diagnostic support


Pre-


screen Triage


Outreach & 


awareness


Post-diagnostic 


support


Info 


gathering
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The proposed pathway specification would develop a more 


standardised approach to diagnosis and support (1)


• Clear referral criteria


• Identifying the right 


group of professionals 


(health and others) to 


identify those who 


would benefit from an 


autism (and other 


neuro-developmental 


condition) 


assessment).


• Link to education here.


• Co-designed pre-


diagnostic support to 


enable people to 


access support as 


soon as their need is 


identified, without 


needing a diagnosis.


• Support for 


mainstream services to 


provide reasonable 


adjustments to their 


standard offer, rather 


than developing 


separate autism 


specific services.


• Coordinators acting as 


a single point of 


contact and support for 


people with autism.


• Assisted referrals to 


address co-occurring 


conditions.


• Flexible workforce 


model to support 


differential diagnosis, 


drawing on different 


multi-disciplinary team 


members, diagnostic 


tools and second or 


third opinions as 


needed, Contextual 


formulation included in 


diagnosis to inform 


explanation of 


diagnosis for a person 


with autism, 


reasonable 


adjustments and 


ongoing support.


• Consideration of co-


occurring conditions as 


part of the 


assessment.


• Clear, planned 


communication (ideally 


face-to-face) with the 


person with autism and 


their family to share 


outcome and 


explanation of 


assessment and 


information about 


autism.


• A minimum offer:


• Follow-up sessions, 


including carer 


support


• Specialist therapies 


(Occupational 


Therapy [OT]; 


Speech and 


Language Therapy 


[SALT]; psycho-


education)


• Provision of low-level 


mental health 


support to prevent 


escalation. 


• Access to peer 


support.


• Personalised care 


planning and links to 


local services and 


support (including 


peer support)


• Clarify re-entry points 


to NHS at moments 


of enhanced need.


• Opportunities to 


increase outreach and 


early detection, in 


particular in schools.


• Building awareness of 


autism amongst the 


public, NHS and other 


professionals.


• DHSC working up the 


first plans for this as 


part of the autism 


strategy.


• Provision of training to 


Special Educational 


Needs Coordinators 


(SENCOs) to 


differentiate, and 


appropriately refer.


• To inform DfE SEND 


review.


Referral Pre-diagnostic support
Assessment, diagnosis 


& communication


Post-diagnostic 


support
Outreach & awareness


• Developing a single 


approach for early 


access to clinical 


triage, using 


information gathered to 


determine who should 


receive an ASD 


assessment, what 


immediate support is 


required and what skill 


mix is required.


• Consider pre-


acceptance triage (for 


suitability or part of a 


neurodevelopmental 


screen) and post-


acceptance triage (for 


presentational 


complexity).


Pre-screening & triage
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The proposed pathway specification would develop a more 


standardised approach to diagnosis and support (2)


• Commission suitable volumes to meet growth 


in demand.


• Encourage funding for long-term solutions rather 


than short-term projects/initiatives.


• Recognise NHS role to partner and 


support services beyond direct NHS provision 


(e.g. through voluntary led partnerships).


• Aggregate services to provide resilience and 


flexibility to respond to short term surges in 


demand.


• Co-location with other public sector and voluntary 


sector partners to provide a single point of access.


• Encourage participation in Autism Strategy 


Groups to contribute to cross-public sector plans 


for provision of services.


• Where different providers collaborate, consider 


use of specific models to provide leadership on 


quality across partners.


• Encourage commissioners to work collaboratively 


with local providers, partners and people with 


autism in planning service provision.


• To support improvements to local services, 


commissioners and providers can regularly review 


local data. 


• Consider opportunities to reduce variation in the 


provision of support services through joint 


commissioning approaches with public and third 


sector partners.


• Upskill staff to undertake a broader range of roles 


within the diagnostic process.


• Consider networked model to provide access 


to expert specialists at an appropriate geography 


e.g. STP/ICS rather than CCG.


• Build flexibility and capacity that can be sustained 


within assessment teams to avoid disruptive 


changes for short-term initiatives.


• Consider additional capacity through long-term 


positions or through additional providers.


• Build capacity to run local training and for access 


to a range of specialist professionals during 


diagnosis.


Commissioning CollaborationWorkforce


Workforce, commissioning and collaboration have been identified as enablers to consider as part of the development of a pathway specification.
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Detailed findings
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Open accessSpecific access


Referral routes: accessing the ASD pathway


Non-specific (including self-referral)


• Birmingham’s screening, training, 


intervention, consultation and knowledge 


(STICK) service has an open access 


referral route which includes parents, young 


people, teachers, social workers or anyone 


responsible for a child or young person.


• Bristol’s pre-school and school-age 


pathway has an open referral process.


• Self-referral in adult pathways is also 


accepted in the Leeds Autism Diagnostic 


Service (LADS), and in the national Welsh 


pathway.


Specific referral route (medical)


• Cambridgeshire & Peterborough’s adult 


pathway – 18+, no learning disability. Referrals 


from GPs, Primary Care Mental Health 


Workers and in units etc.


• Referrals to Newcomen Neurodevelopmental 


Service at the Evelina are via GPs, children's 


consultants, child and adolescent psychiatrists, 


children's neurologists, or any other medical 


consultant


• Lambeth Autism & Related Disorders 


Service (ARDS) accepts referrals from 


community paediatricians (0-18), and CAMHS 


(14-18).


• Cheshire and the Wirral minimum referral 


criteria are adults aged 18+, AQ10 score of 6+, 


and referral required from a GP or other mental 


health professional. 


Specific referral route (non-medical)


• South Manchester CAMHS accepts 


referrals into the service through parents 


(requiring information from the parent and 


school).


• Peterborough NDC pathway takes referrals 


from school.


Social Model 


• Cheshire and the Wirral minimum referral 


criteria are adults aged 18+, AQ10 score of 


6+, and referral required from a GP or 


other mental health professional. 


In some areas such as Cheshire and Wirral and Cambridgeshire & Peterborough’s adult autism pathways have put in place a strict criteria for referral to ensure efficient use of clinical 


time, maximising value, and to streamline productivity. In these cases the referral process is also used as an information gathering stage, to develop a clear rationale for assessment.


NICE guidance sets recommendations for the types of information required when referring a child or adult to an autism diagnosis service. For children these include reported information 


from parents, carers and professionals about signs and/or symptoms of concern, as well as antenatal and perinatal history, developmental milestones, relevant medical history and 


information from a previous assessment if applicable. For adults, an autism-spectrum quotient -10 (AQ-10) score of 6 or more, suspected autism based on clinical judgement and past 


history provided by the individual and an informant are recommended.


Referral criteria


We observed a number of 


different referral routes into 


autism diagnosis and support 


pathways across the country.


The main routes of referral include:


1. GP


2. Mental Health


3. Community paediatrician


4. Child Development Centre


5. School


6. Parent/carer/guardian


7. Self


Routes of referral into autism diagnosis and support services differed between sites, ranging from specific referral routes through general practice or mental health services to open 


access referral routes allowing individuals to self-refer into a service. We heard that the decision to adopt one form referral route over another was mainly due to commissioning 


arrangements, attempts to streamline the diagnosis process or as part of a quality improvement project, among others. Regardless of the referral route used, all forms of referral rely on 


awareness around autism in the local population, primary care setting and in mental health services.
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For some services information gathering occurs as part of the referral into the service. In 


other cases information is gathered as part of pre-screening/triage. In addition to collating 


information as part of the referral process the Cheshire and Wirral service send out a 


pre-assessment questionnaire to the individual referred to their service to complete for 


further information. This questionnaire is used to understand the person’s reasons for 


being referred, and history of signs, traits and sensitivities. This allows the assessment to 


be tailored to the individual.


Pre-screen- This is the case in Hertfordshire where a 


comprehensive triage happens after referral, informed by 


information covered in referral. In Wales, a detailed pre-


referral questionnaire is required, which acts as an initial 


triage. In Cambridgeshire & Peterborough, triage at this 


stage determines the member(s) of the MDT who will 


undertake the assessment.


Triage - In Birmingham triage takes place following 


submission of this questionnaire, determining whether the 


person should enter the autism diagnostic pathway, or 


whether they should be referred to a more appropriate 


pathway.


Post acceptance - Newcomen ND Service at Evelina also 


conducts follow up phone call by a senior consultant 


paediatrician


Services triaging once


In the Cheshire and the Wirral adult’s pathway, the first 


triage determines the suitability of the person to the service, 


and the second determines who in the MDT will meet the 


individual for the face-to-face assessment in order to 


provide any required differential diagnoses.


Similarly in the adult pathway in Leeds - the referral will 


be considered and if it is appropriate, a single general 


information questionnaire covering areas like 


demographics, past history, medication etc will be 


employed. This screening will also enable the team to 


identify risk and subsequent set up of the assessment (e.g. 


requiring any specific clinicians) and enabling the team to 


prioritise individuals.


Services triaging twice


• Bristol’s adult’s BASS service hosts a ‘Triage Clinic’, 


which is a 1 hour assessment to screen people with 


autism in or out of the service. This enables the 


assessment to be tailored to the individual, by level of 


complexity.


• Lambeth’s children’s NDC pathway involves referral for 


a general neurodevelopmental assessment through 


community paediatrics. Triage is therefore carried out by 


the team before the initial assessment. This is similarly 


the case in Birmingham & Solihull’s NDC pathway 


which provides a generic assessment before referring to a 


standard autism assessment if applicable. 


• Healios uses digital home-based screening. After initial 


screening, the person would is directed to either the 


ADHD or Autism assessment pathway.


Other triage methods


Triage was an important feature in many pathways, especially those with the highest proportion of s assessed receiving a diagnosis of autism. This step in the process allowed services 


to focus their resources on those most likely to need a formal assessment and to optimise how their MDTs were deployed. Additionally this benefits waiting lists as inappropriate referrals 


can hinder people accessing the assessments and support they need. 


Two forms of triage were observed:


1. Pre-acceptance (on initial referral to the service): observed to be used to assess suitability for different diagnostic pathways, sometimes from the context of an NDC approach


2. Post-acceptance: typically used to determine the complexity of presentation and make a clinical judgment on the evidence required for assessment. 


These two steps were commonly separated by an information gathering step where a person would fill out pro-forma questionnaire in their own time, meaning that evidence was ready 


for review at the point of assessment.


Information gathering


Many areas used an autism coordinator (as recommended in NICE guidance) to support 


the triage process. In Middlesbrough CAMHS screening is completed within CAMHS 


and is shared to be verified by the autism coordinator. In other areas triage is led by other 


professions such as Speech and Language Therapists (SALTs) in Bristol (CYP), in GP 


practices by either a GP, nurse or practice assistant in Leeds, or by a multi-agency 


triage meeting of the specialist autism team in South Manchester CAMHS. 


Workforce
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The provision of pre-diagnostic support was the least comprehensive component of the pathway across the sites that we spoke with. Very few areas provided this support, these areas 


expressed that this was due to factors including competing demands and lack of capacity and guidance. 


In terms of the type of support that should be provided, we heard that any package of pre-diagnostic support should be co-designed with people with lived experience, and should enable 


people to access support as soon as their need is identified alongside the assessment and diagnosis process. In addition, mainstream services should be supported to provide 


reasonable adjustments to their standard offer, rather than developing separate autism-specific services. 


• Children and young people: support is often provided through the education setting, however a comprehensive offer of pre-diagnostic support would likely go beyond this and include 


support for challenging behaviour, parenting courses and support ahead of the diagnosis process, as well as access to speech and language therapy or other behavioural or 


communication support as soon as the need is identified. Although formal pre-diagnostic support is not well defined, referrals and/or signposting may be made to other professionals 


such as SLT, CAMHS, or family support groups pre-diagnosis. 


• Adults: As in post-diagnostic support, there could also be a role for peer support in accessing any support or services required. Support provided by the third sector, such as through 


autism hubs can provide the opportunity for individuals without an autism diagnosis to informally meet with individuals who have an autism diagnosis to discuss and share experiences 


and be supported through the process of diagnosis if appropriate.


Forward Thinking Birmingham is Birmingham’s mental health partnership for 0-25 year olds, which offers autism diagnoses as well as a range of 


other mental health services. The service has a single point of access which allows children and young people to self-refer or be referred by a 


parent, carer or medical professional. 


As part of their “Early Help” offer the STICK team was developed to increase therapeutic interventions in CYP, with no required diagnosis. The 


STICK programme provides the following services:


• Screening: providing assessment and screening of CYP within schools, GP surgeries and family support services to increase early 


intervention and identifying emerging symptoms


• Training: providing specialist training to professionals working alongside CYP to up skill and equip them to provide low level interventions


• Intervention: therapeutic menu of interventions for CYP who traditionally would not have met thresholds for a CAMHS service.


• Consultation: specialist consultation for those working in education, children’s services and GP practice – encouraging wrap around care 


when it is most needed.


• Knowledge: practitioners include nurses, social workers, teachers and youth workers. The combined skill of this team brings a specialist


knowledge and a comprehensive service.


The service is accessible for all 450+ schools across Birmingham.


Birmingham STICK


• In Cheshire East and Wirral 


the established autism hubs 


will also provide pre-diagnosis 


support (including help with 


accessing the diagnostic 


pathway) and a range of other 


activities and support for 


anyone who attends. 


• The Chester hub will be 


similar.


Cheshire & Wirral
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We heard that the assessment required for individuals differs in 


terms of complexity of their presentation. Some areas have 


tailored their approach to enable this by providing ‘standard’ or 


‘complex’ assessments


• In children's pathways tailoring assessment for complexity allows 


for a choice of professional, additional observations or 


individualised diagnostic approaches. In Bristol all children see a 


paediatrician and a speech and language therapist, while some 


children benefit from being assessed by a psychologist or other 


member of the MDT. In Cambridgeshire if a child has a more 


subtle presentation a classroom observation may be arranged.


• In Cambridgeshire & Peterborough’s adult pathway 


assessments are as standardised as possible, with a 3 hour 


assessment involving an informal interview, functional questions 


and interviewing an informant. In more complex presentations, 


further assessments may be necessary to clarify the diagnosis, 


such as adding in ADOS as an alternative, and may be more 


flexible in approach as clinically appropriate.


Streamlined vs. maximalist approaches to assessment: We 


observed how areas differ in their allocation of resources to provide 


either ‘holistic’ or ‘narrow’ assessments, such as:


• Streamlined: Cambridgeshire & Peterborough’s adults


pathway is a very streamlined specialist service, which has 


standardised the assessment pathway for most individuals.


• Maximalist: St Helen’s NDC pathway for children involves a 


range of multi-agency assessments in order to determine if there is 


enough evidence to make a diagnosis of conditions such as 


autism, ADHD, attachment disorder etc.


There is an observed minimum requirement to communicate the 


results of the assessment process. The method of doing so varies 


across the sites we observed. 


• Once a diagnosis has been reached, all services produce a report 


and some organise a conversation with the individual to discuss the 


outcome of their assessment. The information contained in the 


reports and provided in the post-assessment conversations differ 


across the country. NICE guidelines recommends a timely face-to-


face conversation to explain the basis of conclusions even if the 


diagnosis of autism has not been reached.


• In Cheshire and Wirral adult’s pathway a long report is written up 


from the assessments, from which a draft is shared with the 


individual for corrections or clarifications. The final report is 


discussed in a post-diagnostic review, and  includes an explanation 


of the diagnosis, advice for the individual, and their GP, and covers 


the next steps post-diagnosis, information such as reasonable 


adjustments, what the person needs, the ‘so what’ and what will 


help them reduce barriers.


In Bristol (CYP), the Standard 


assessment includes:


• Developmental, medical, social and 


family history 


• Current functioning information from 


parent or carer,


• Physical examination


• Gathering information from educational 


setting


• Observation.


In Bristol (CYP), the Complex assessment involves the 


components of the standard assessment alongside a number 


of additional assessments such as:


• Structured observation (e.g. ADOS)


• Language assessment


• Psychological and/or mental health assessment


• Structured standardised developmental interview (e.g. 


DISCO or ADI)


• Cognitive assessment other specialist assessment (e.g. for 


attachment), 


Formulation is often used to 


bring together all 


professionals who have been 


involved in the assessment 


process, as well as other 


colleagues. Areas conduct this 


formulation in a variety of ways, 


such as:


• In County Durham and 


Darlington’s children 


pathway formulation occurs 


once a week. Professionals 


from other services (such as 


home and hospital service or 


schools) are invited to sit in 


on the formulation. The final 


report is written during the 


meeting.


The ability to tailor and personalise an assessment for an individual was found to be an important factor in providing ‘best practice’ assessments for autism. Areas which do this well 


allow the assessment to flex to the individual’s needs in terms of the types of diagnostic assessment tool used, the information collected, and the professional carrying out the 


assessment. Following assessment, most pathways involve formulation prior to a diagnosis being agreed upon and then communicated to the individual.
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Across the country, we observed some 


common elements in support for 


children diagnosed with autism. Most 


services provided one or more of 


these:


• Follow-up/review appointment


• 1-day session for parents/carers


The majority of adults diagnostic 


services had a basic provision of the 


following elements:


• A follow-up or review appointment 


following the communication of a 


diagnosis. 


• A short course of group sessions 


aimed at better understanding 


autism.


In some areas, post-diagnostic support is 


offered in the form of post-diagnostic peer-


support sessions.


Trafford runs several groups to help people 


diagnosed with autism in adulthood, and 


offers direct post-diagnostic support 


including:


• 1-2 individual sessions


• 8 session post-diagnostic group led by 


peer mentors


• Drop-in informal social support


Very few areas offered a comprehensive support package for children post-diagnosis. Many areas noted that access to common 


mainstream services (like CYP Mental Health) was not timely, due to waiting lists.


The South Manchester CAMHS service has developed a core and expanded support offer for children following diagnosis. The core 


support offer includes 2 days of workshops for parents or carers to increase understanding about autism and how to support their child, as 


well as allowing them to sign their child up to further interventions such as:


• Interventions to help with behaviour that challenges e.g. ‘Steps 4 Sleep’, and ‘Riding the Rapids’


• Interventions to support communication e.g. interaction and communication workshops.


Additionally there are some further interventions which a clinician can refer the child to, these include:


• Interventions to target core social communication difficulties e.g. PACT, ‘More than words’ and ‘Talkability’


• Interventions to support mental health e.g. CBT and resilience group for older children.


Some areas have developed autism hubs to house support interventions.


Bristol Autism Spectrum Service (BASS) provide the core offer of a 6-week programme 


of post-diagnostic support, but have further built in informal drop-in group sessions 


(including for partners, carers and/or families to attend), as well as direct one-to-one 


support if an autistic adult has specific challenges. Examples include practical support 


with writing PIP forms, care support packages, housing, referrals to IAPT, Universal 


Credit. This model of Autism Advice aims to provide timely, preventative, high quality 


post-diagnostic support, accessible as & when required. 


BASS and their partners are currently undertaking an evaluation of the effectiveness of 


this model of post-diagnostic support.


All areas Few areas


Provision of post-diagnostic support varied considerably, and was often provided through third sector partners. All areas we spoke with provided at least one follow-up appointment 


following diagnosis, and signposting to relevant local support services, however we heard clearly that there should be better provision of post-diagnostic support tailored to the needs of 


the individual. Third sector providers have been filling this gap in many areas, so greater collaboration between NHS autism diagnosis services and third sector support services is 


needed. 


For adults


For children and young people
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Psychologi
st


SALT


Paediatricia
n


Psychiatris
t


Nurse


OT


CYP (N=6)
Adult (N=4)


NICE Guidance


• CYP: NICE recommend teams include a psychologist, 


a SALT and a paediatrician OR a psychiatrist.


• Most teams are NICE compliant and most opt for 


paediatrician over psychiatrist (exception: 


Middlesbrough).


• Teams should also have access to OT, nurses, health 


visitors, social workers and specialist teachers but 


these need not be included in the team.


• Adult: NICE recommend teams include a 


psychologist, a psychiatrist, a SALT, a OT, a nurse, 


along with primary care, a social worker and support 


staff.


• Of the teams we spoke to, none featured all of these 


professions, either due to workforce shortages or 


because they disagreed with the guidance.


• This resulted in greater variation of team structure 


than was seen in CYP teams. Nottinghamshire 


employs SLT in adult services


• There are Speech and Language Therapists 


employed as part of the Adult Assessment Team in 


TEWV.


• Cheshire and Wirral provide Speech and Language 


Therapy sessions – as of Autumn 2019.


Clinical Mix


• CYP: SALT, psychologists and


paediatricians consistently feature.


• Psychiatry, OT and nursing less


common.


• Lambeth: limited team featuring only


SALT, psychology and paediatrics.


• South Manchester: specialist autism


team featuring SALT, educational and


clinical psychology, paediatrics,


psychiatry and OT.


• Nottinghamshire: Adult services-


We heard concern some band 6 are


relatively less experienced and may


therefore not be able to provide the


highly specialist clinical specialisms


band 7 offer.


• Adult: greater variation in the clinical 


mix.


• Tend to combine either psychologists 


or psychiatrists with nursing and, if the 


team is also providing support, OT.


• Cambridgeshire & Peterborough: 


limited team including a lead 


psychologist, supporting psychologists, 


focused psychiatry input and nursing 


(service manager and team manager).


• Bristol: specialist autism team 


featuring psychology, nursing, OT, 


social work, peer mentor, job coach 


and benefits advisor.


PROPORTION OF SERVICES 


WITH WORKFORCE TYPE


100%


0%


Workforce – comparison of models
We sought to understand the workforce models that were being used in autism diagnosis and support 


and the extent to which these were in line with NICE guidance. In general, we found a flexible 


approach to the use of different specialties, with different professions providing input to diagnosis 


when needed. 


We have seen that CYP teams are consistently similar and tend to adhere to NICE guidance whilst 


the clinical mix involved in adult teams varies widely and is not in line with NICE guidance. We also 


saw considerable variation in the role of autism case co-ordinator which is very loosely defined by 


NICE.


We heard about several roles specific to autism diagnosis/support:


• Autism case co-ordinator: Several autism teams included a case co-


ordinator although there was considerable variation in what this role 


meant. In Middlesbrough, this was a band 7 ADOS-trained nurse who 


holds the  list, tracks risk and conducts screening. In Bristol, the case 


co-ordinator is not clinical but instead an administrative touchpoint for 


families. Cheshire and Wirral do not provide Autism case co-


ordinators, however they can sign post people to the relevant services.


• SENCO (Special Educational Needs Co-Ordinator): Are teachers 


responsible for special educational needs in a school. We heard in 


Cambridgeshire that the quality of information that diagnostic teams 


get from schools depends largely on the SENCO.


5/6
CYP Teams in 


line with NICE 


guidance


No adult teams 


featured all of the 


professions 


recommended by 


NICE


Specific Roles
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We repeatedly heard that there was difficulty in recruiting professionals to work in autism teams, and that this was not only


due to a lack of funding, but also due to a lack of people with autism-specific skills. 


• In Lambeth we heard that there are not enough developmental paediatricians coming through to cope with the increase in demand 


for neurodevelopmental assessments. They also found it very difficult to fill a vacancy for a psychologist. In Birmingham and 


Solihull they had a similar issue recruiting psychiatrists.


• In Cambridgeshire and Wales we heard that recruiting autism specialists in rural areas was especially difficult. In Wales they 


faced the added challenge of requiring staff who are trained in Welsh.


• In BASS (Bristol) it was suggested that a hub model could be used to provide staff with experience and development 


opportunities, as evidenced by their adult service.


• We heard in BASS (Bristol) and Cheshire and Wirral that there are many people with an interest in the area but not enough 


people with relevant experience to fill autism specialist roles.


• Leeds Autism Diagnostic Service (LADS) serves adults with a Leeds postcode. It costs 


£500,000/year (plus some out-of-area funding).


• Referrals have increased from 186 (2013) to 824 (2019) whilst diagnostic rate has gone from 


30% (2013) to 60% (2019) 


• In response to long waiting times, LADS introduced a quality improvement project which 


reduced clinical time per simple assessment from 11.5h to 7.5h.


• This was achieved by:


• Replacing the initial telephone appointment with a referral form for  and relative to fill in.


• Combining two separate appointments into one simultaneous appointment with the potential 


for on-the-day diagnosis.


• Slimming down the  questionnaire as per service user feedback.


CASE STUDY: Leeds Autism Diagnostic Service


We heard across the board that there are 


broad workforce shortages, with 


providers struggling to hire SALTs in 


particular, along with psychologists, 


psychiatrists and developmental 


paediatricians. 


We also heard that when autism services 


are commissioned as part of a wider 


mental health service which draws from the 


same workforce pool, it can be difficult to 


safeguard capacity for autism diagnosis 


and support.


Pre-covid, Cheshire and Wirral 


commissioners were considering 


substantive roles to replace temporary 


positions. This situation is now unclear.


Workforce - recruitment and shortages


We heard that a lack of reliable commissioning of SaLTs has pushed these 


professionals into the private sector, diminishing the supply available to 


the NHS. The resulting impact means many diagnostic teams lack SaLTs


for children who need speech, language, communication needs and 


dysphagia.


• In Wales and Middlesbrough Speech and Language Therapists were reported 


to be particularly difficult to recruit. A SaLT from Nottinghamshire reported a 


general feeling that the profession has been downgraded and that SaLTs have 


increasingly moved over to the private sector – the role of SaLTs in 


differentiating between autism and developmental language disorder was 


stressed, as was their importance in providing post-diagnostic support given 


that autism is first and foremost a communication disorder.


• None of the adult teams we talked to featured a SaLT however a desire for 


SaLTs was expressed in adult autism services in Bristol, Cambridge & 


Peterborough and Leeds.


• Nottinghamshire employs their own SLT.


Speech and Language Therapists
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A number of services provide training programmes to 


improve awareness, understanding and improvements to 


helping individuals with autism among wider NHS staff. This 


includes awareness about reasonable adjustments, and 


upskilling people in local services.


• In Nottinghamshire, awareness-raising training is provided 


twice a year. They had to put this on hold to fund diagnosis


services. Originally had a broad range of professionals 


attending but this changed - mostly HCAs now attend.


• Tees, Esk and Wear Valleys Foundation NHS Trust delivers 


autism awareness training for all staff (clinical and non-clinical) 


across the trust, focused on understanding how autism might 


present in those who access their services, the impact autism 


can have and looking at the reasonable adjustments that staff 


can make when autistic people access their services across all 


specialities. The Clinical Link Pathway runs alongside the 


standard clinical pathways ensuring reasonable adjustments 


are embedded throughout.


• In Cheshire and Wirral training is provided by the autism team 


to raise awareness and give people in local 


services confidence to put in place suitable reasonable 


adjustments.


Internally-facing training


Training for partners across the public sector improves awareness and appropriate referral into autism 


diagnostic pathways. In many settings referral to diagnostic services can be accepted from a range of public 


sector organisations, in particular from social care and education. 


• In Norfolk a co-produced autism e-learning module is available to all Norfolk County Council social care staff. 


This may be extended to be rolled out to a wider audience which would include the constabulary, criminal justice, 


schools, and GPs, among others.


• CWP Autism Team have undertaken a wide range of training across other organisations, internally and 


externally.


• BASS (Bristol) provides training and awareness-raising for social care as well as internal health professionals. 


Additionally, they provide unlimited 1-1 support for any front-line professionals seeking advice on autism, as well 


as a consultation service for people seeking to adapt their services. 


• This training is offered in a variety of free training packages, ranging from 1-2 hour face-to-face 


sessions, half-days and full-days. These trainings cover cognitive theories of autism and patterns of 


behaviour, sensory perception, and practical strategies and exercises.


• The Birmingham STICK service extends training to the education sector, in particular to teachers. By upskilling 


teachers, STICK hopes to make them more responsive and confident so that teachers are not as reliant on 


SENCOs, enabling teachers and schools to provide much of the earliest intervention required to avoid any 


clinical escalation. 


• Where multiple referrals have come in from the same school, a school-wide need is identified and 


training has been provided for the whole staff body. 


Targeted training outreach to key organisations


Outreach and raising awareness among professionals less familiar with autism in the health service as well as throughout the public sector increases appropriate referrals into autism 


pathways and is likely to provide improved outcomes for autistic people.


We have observed most providers taking an NHS-focused approach to training, whilst others have extended this offer to external partners and across the public sector.


• Services expressed that training should be provided by specialist clinical services with experience and needs to be tailored to the audience.


• Online training is variously received with some proponents; others are enthusiastic about face-to-face training. E-learning packages have not proven popular in terms of uptake in some 


areas although there is potential to reduce duplication by creating a minimum set of training centrally.


Awareness, training and specialist advice







NHS Autism Programme16 |


Most services we spoke with did not deliver services in isolation, many actively collaborated and co-delivered services with other public sector and third sector partners. Examples of 


effective diagnosis and support services demonstrated the ability to bring together organisations from across the public sector to support the autistic individual in a range of aspects of 


their life.


Other forms of collaboration, such as collaboration across providers demonstrated the ability to scale services and provide resilience and flexibility to respond to short-term surges in 


demand, and to maximise the skills available in the local workforce. Additionally, partnerships between NHS autism services and Local Authorities have shown to be effective in 


enhancing the support available for autistic people in their local areas. In some cases, these partnerships have been underpinned by participation in Autism Strategy Groups allowing for 


cross-public sector planning.


Autism Hubs


Post-diagnostic support in Bristol is provided by BASS 


through a hub-model which brings together agencies 


from across the public sector and four CCGs to offer 


support to autistic adults.


• Support through the hub is accessible to anyone who is 


autistic and available to those who want to access it. 


The hub allows individuals to book into sessions directly 


with clinicians or social workers.


• With strong links across the public sector, BASS offers 


practical support with accessing public sector services, 


such as through care support packages, housing, and 


universal credit.


• BASS focuses on ensuring that mainstream services are 


designed to accommodate the needs of autistic people, 


through providing existing services support on how 


to cater their service to the need of autistic adults.


Cheshire and Wirral in partnership with Cheshire West 


and Chester Council are developing autism hubs to 


provide post-diagnostic support to autistic adults. The 


hubs are being established in partnership with third sector 


partners to provide autism-friendly areas to access advice 


and support.


• The local authority was involved in the development of 


the hub, especially in identifying third sector charities 


that could support the hub.


• Going forward, the Autism Hubs will be third sector-led 


in local communities and provide advice, information 


and support from support and peer workers.


• Cheshire and Wirral will run diagnostic clinics from the 


hubs and form close working relationships for informal 


support and advice and specific sessions for staff 


working in them and autistic people accessing them.


In Birmingham, the city’s mental health partnership


for 0-25 year olds (Forward Thinking Birmingham)


operates out of four hubs which offer a full suite of 


mental health services. They also co-locate with key 


partners in social care and in the central admissions 


service.


• Co-location has enabled STICK to develop good 


contacts with social care in particular. By being 


present and able to offer advice and support 


directly to social care teams, they have 


increased the knowledge and confidence of 


social workers when dealing with children 


presenting with mental health needs.


• This has been found to reduce the amount of 


children requiring higher levels of health care or 


urgent care.


Cheshire and Wirral, moved clinics from mental 


health settings to autism hubs to create a one-stop-


shop.


Autism hubs operate as a ‘one-stop shop’ to offer early invention and low level support post-diagnosis. This can provide 


a valuable and holistic support offer for multiple needs.


Co-location


Collaboration
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Experience of commissioning relationships and practices for autism services is variable and often dependent on local partnership working. In many cases positive working relationships 


have resulted in pathway co-design and streamlining of services. Going forward, we heard that commissioning needs to meet growth in demand, to effectively encourage funding for 


long-term staffing and funding solutions rather than short-term projects and initiatives. Additionally specific funding is not provided for post-diagnostic support, which is seen a major 


barrier to providing this service. 


• Many services expressed concerns about operating at 


double the commissioned level with no increase to 


funding due to the nature of the block contracts which 


originally commissioned the service.


• Additionally, some areas described mixed methods of 


commissioning, happening both in block contracts, and 


in spot purchases, with variation even within a STP/ICS.


• A possible solution to this is to move towards a more 


outcome-based commissioning model, rather than 


based on processes or standards.


Examples:


• In Bedfordshire they have introduced an outcome-


based contract (payment based on outcomes) for their 


0-19 service, which key performance indicators which 


include developmental checks for children taking place a 


certain times in the pathway.


• In Tertiary services, like the Evelina, services are 


commissioned by  (unlike service “block” funding in 


community services), which reduces funding pressures.


•


There are a variety of routes by which funding flows into 


diagnosis and support services. Often these were funded 


through block contracts for larger mental health services. 


An additional mechanism was bidding for funding through 


the transforming care programme and other one off 


initiatives such as waiting time initiatives for Mental Health 


services.


• We observed that different providers are paid varying 


amounts for autism services. This is often due to there 


being a number of different models across even within 


the same STP. Some variability in funding may be 


necessary to ‘level up’ areas performing poorly.


• Variability in funding, is attributed by some to be due to 


a lack of delivery detail against LTP commitments 


resulting in commissioners struggling to protect autism 


funding.


• Commissioners we spoke to asked for national 


targets to mitigate against this.


Fragmented commissioning arrangements were 


observed in some areas, which have arisen from re-


organisation of local health systems, and re-procurement 


of services.


One example described a re-procurement process in 


which no one bid for the whole health package due to 


unrealistic funding levels, leading to system 


fragmentation affecting information sharing.


Another observation was that funding for children’s 


services is often provided through CAMHS, which can 


cause fragmentation when services for 0-5s are provided 


by community paediatrics.


In order to sustain an effective workforce and to continue 


meeting the challenges of increased demand, areas 


expressed the need for longer-term ring-fenced funding. 


Commissioners are making decisions on funding in a 


competitive area, and are making decisions based on 


local priorities, national policy and priorities, and 


pressures to their local A&Es.


One-off funding was found to be useful for pump-priming. 


However the common challenges was always to sustain 


the level of service this funded or made new funding 


streams recurrent.


National best practice guidance noted by NICE describes 


examples such as the BASS (Bristol) service where half 


the role of commissioned services is focused on 


diagnosis/post diagnostic support and half on workforce 


development/training.


• Other services find it challenging to take such a holistic 


approach due to demand on diagnosis waiting lists.


Funding & commissioning


Demand/growth vs. funding Funding routes Long-term funding


Fragmentation







NHS Autism Programme18 |


Diagnostic tools and approaches that are currently 


being used


ADOS- Autism Diagnostic Observation 


Schedule


Semi-structured and standardised assessment of communication and social interactions it provide a systematic and 


standardized method for identifying kids with ASD. The process involves making direct observations under 


controlled circumstances that other clinicians are able to replicate. Only trained professionals can administer the 


ADOS diagnostic screening, but it eliminates some of the differences of opinion otherwise possible when two 


different experts provide a diagnosis without following common guidelines


DISCO- The Diagnostic Interview for Social 


and Communication Disorders


A dimensional approach to support experienced professionals to diagnose and develop further understanding of 


autism spectrum disorders. The primary purpose is to facilitate understanding of the pattern of social behaviour and 


communication over time and the skills and impairments that underlie an individual’s overt behaviour. In this way, it 


is possible to identify any manifestations of the autistic spectrum from the most obvious to the more subtle. The 


DISCO uses a dimensional approach to assessment rather than using arbitrary cut off points and placing individuals 


into distinct categories. This dimensional approach to clinical description is far more helpful for understanding needs 


and prescribing how best to help each individual.(NAS)


ADI & ADI Revised - The Autism Diagnostic 


Interview-Revised (ADI-R)


The Autism Diagnostic Interview-Revised (ADI-R) is a standardized, semi-structured clinical review used for 


diagnosing autism in adults and children used also for planning treatment, and distinguishing autism from other 


developmental disorders. The interview contains 93 items and focuses on behaviours in three content areas or 


domains: quality of social interaction (e.g., emotional sharing) communication and language and repetitive, restricted 


and stereotyped interests and behaviour.


Early Social Cognitive Battery The Early Social Cognitive Battery is an instrument for the psychological evaluation of children with autism. The 


battery consists of 16 scales that measure different cognitive and socioemotional functions.


Aimed as a preschool assessment suitable for use with children from diverse language backgrounds. It identifies 


deficits in key socio-cognitive skills and is predictive of social communication difficulties in school‐age children that 


had not been identified in preschool clinical assessment, supporting earlier targeted interventions for these children.


QB Check QB Check is a computerised assessment lasting 15-20 minutes and is an aid to the diagnosis of ADHD. The child is 


asked to respond as quickly and accurately as possible to certain shapes appearing on a computer screen by 


pressing the spacebar on a computer keyboard


We heard from clinicians that diagnosis tools inform a clinician’s view about a diagnosis. There is considerable variation in the extent to which tools are 


used and which specific tools are used. he NICE guidance for autism diagnosis does not recommend the use of particular tools, although it does advise 


against relying on any one tool to make a diagnosis. A summary of the tools used by those services we were in contact with is included below. We 


have also included is a list of interventions currently being used to support autistic children and young people which may be helpful as a resource.. 
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Diagnostic screening tools currently being used


M-CHAT M-CHAT is a modified checklist for Autism in Toddlers it is a developmental 


screening tool for toddlers between 16 and 30 months of age. It is designed to 


identify children who may benefit from a more thorough developmental and autism 


evaluation. It is a psychological questionnaire that evaluates risk for autism 


spectrum disorder in children ages 16–30 months. The 20-question test is filled out 


by the parent, and a follow-up portion is available for children who are classified as 


medium- to high-risk for autism spectrum disorder. Children who score in the 


medium to high-risk zone may not necessarily meet criteria for a diagnosis.[1] The 


checklist is designed so that primary care physicians can interpret it immediately and 


easily.


Essence-Q Essence-Q - early symptomatic syndromes eliciting neurodevelopmental clinical 


examinations questionnaire, is a concept that was introduced with a view to alert 


clinicians and researchers to the complexity and overlap of different 


neurodevelopmental disorders/problems including autism spectrum disorder (ASD), 


is a screening tool designed to help clinicians and researchers to identify children 


with ESSENCE (or neurodevelopmental) problems.10 The ESSENCE-Q is intended 


for use in both clinical practice and population research. It is proposed to be useful 


as a questionnaire to be completed by parents and/or caregivers or as a brief 


interview by a specialist. It has already been shown that the ESSENCE-Q can be 


useful as a parent questionnaire in a neurodevelopmental clinic.11 It could also be 


useful in a public health setting as a parent questionnaire or as an interview 


questionnaire and/or as the basis for an observation record.


The Adult Asperger Assessment The Adult Asperger Assessment (AAA) was designed to be a screening tool to 


identify adults with Asperger syndrome and/or high-functioning autism. The AAA 


includes three questionnaires; the Autism Quotient (AQ), the Empathy Quotient (EQ) 


and the Relatives Questionnaire (RQ). The Autism Quotient-10 (AQ-10) was 


designed to be a “red flag” for healthcare professionals considering referral for ASD 


assessment



https://en.wikipedia.org/wiki/Autism_spectrum_disorder

https://en.wikipedia.org/wiki/Modified_Checklist_for_Autism_in_Toddlers#cite_note-1

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5436770/#b10-ndt-13-1271

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5436770/#b11-ndt-13-1271
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In South Manchester, we heard about a variety of interventions that are used to provide 


support to autistic CYP:


• Social communication interventions:


• PACT (Pre-school Autism Communication Trial)


• “More Than Words”


• “TalkAbility”


• Mental Health Interventions:


• Cognitive Behavioural Therapy


• Resilience Groups


• Interventions to support behaviour:


• “Getting on Board”


• “Steps 4 Sleep”


• “Riding the Rapids”


• “Riding the Rapids – the teenage years”


Other tools used to support autistic children and young people
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• ADHD


• This was the most common NDC mentioned alongside autism. A number of sites 


(Birmingham & Solihull, Cambridgeshire, Lambeth, parts of Greater


Manchester) screened for ADHD during autism assessment. We heard in Lambeth


that this was only possible because they happened to have the right clinical skills 


and experience in their service.


• Learning Disabilities


• Autistic people with a co-occurring learning disability are often diagnosed in LD 


services. Some of the services we spoke to were explicitly established to diagnose 


autistic individuals without a co-occurring learning disability who were falling through 


the gaps (e.g. Wales).


• Dyspraxia and Dyslexia


• Dyspraxia and dyslexia were often mentioned as common co-occurring NDCs but 


most sites did not assess for these alongside autism.


• Developmental Language Disorder


• In Nottinghamshire, we heard concerns that DLD was being misdiagnosed as 


autism when SALT is not involved in diagnosis.


Neurodevelopmental Conditions


• Mental Health Conditions:


• Anxiety – mentioned in Birmingham & Solihull and Lambeth


• Depression – mentioned in Lambeth


• Executive dysfunction – mentioned in Lambeth


• Eating disorders – especially prevalent in girls, mentioned in Birmingham &


Solihull, Cheshire and Wirral and Greater Manchester.


• Gender dysmorphia – especially prevalent in CYP, mentioned in Cheshire and 


Wirral and Greater Manchester.


• Physical Health Conditions


• In Middlesbrough, physical health conditions were checked for during the autism 


assessment. In Leeds, any physical health conditions that were identified were 


communicated back to the ’s GP.


Cheshire and Wirral highlighted low self-esteem as the impact of negative societal 


interactions from childhood onwards.


Co-occurring conditions


Autism is one of many neurodevelopmental conditions. Often individuals have more than one neurodevelopmental condition, as a result, 


several areas have created neurodevelopmental pathways which assess for these other conditions alongside autism. A summary of the 


other neurodevelopmental conditions that were assessed for is included below. Similarly, there are a number of physical and mental health 


conditions which often co-occur alongside autism. A summary of the common co-occurring conditions is also included below.


NICE recommends assessing for comorbid conditions when diagnosing ASD, however it’s recognised that variation occurs across services 


as seen below.


Neurodevelopmental and co-occurring conditions
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Annex


• Additional themes from ‘light-touch’ case studies


1. Autism and Primary Care


2. Autism and Education


• ‘In-depth’ case studies


1. Tees, Esk and Wear Valleys NHS Foundation Trust


2. Cheshire and Wirral Partnership NHS Foundation Trust


3. Bristol


4. Greater Manchester
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Additional themes from ‘light-touch’ case studies


1. Autism and Primary Care


2. Autism and Education
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• A consistent theme across several sites was that referrals from primary care were of poor quality and often incomplete. This was


hindering the ability of autism services to conduct assessments.


• The subsequent need for additional evidence gathering is an inefficient use of clinical time.


• There appear to be three different approaches that have been taken to tackle the issue of poor referral quality:


1. Introducing strict referral criteria for assessment. We saw this in Cambridgeshire’s CYP Pathway where they will only accept 


referrals if all the relevant information is included.


2. Engaging with GPs to try and improve the quality of their referrals. Both Hertfordshire and Birmingham have used primary 


care liaisons to educate and upskill GPs for this reason.


3. Introducing an initial pre-assessment stage for the clinicians to take a complete, detailed history. This is the approach taken in 


Lambeth (CYP) (see below).


• Lambeth Autism & Related Disorder Service (ARDS) provides assessment for children in Lambeth. 


• 40% of children require an interpreter because English is their second language


• There has been a 23% increase in annual new referrals for the past 2 years


• To tackle the issue of poor and incomplete referrals into the service, a compulsory neurodevelopmental evaluation was introduced as a pre-assessment stage of the pathway. This is 


conducted by community paediatrics but draws on the same pool of clinicians as ARDS.


• They have also introduced an ADOS-only clinic (for some <5 where a diagnosis is more straightforward) as a more efficient use of clinical time.


• ARDS are also able to diagnose ADHD in their autism assessments but only because their clinicians have the relevant skills/experience to do so.


CASE STUDY: Lambeth Autism & Related Disorder Service


BACKGROUND


• One of the main entrance points for 


autism pathways is via a referral from a 


GP. However it is recognised that referral 


levels may vary due to knowledge and 


experience of the referring GP.


• Referral forms vary but can be long and 


detailed.


• GPs are not autism specialists and we 


heard that there is a variable level of 


autism-specific knowledge in primary 


care.


Autism and Primary Care
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• We heard in Cambridgeshire that demand for autism diagnosis in CYP is fuelled by A) cuts in school-based educational psychology; B) 


parent perception that a diagnosis is needed to access school support. Children who need educational/social support end up seeing a 


paediatrician as a result. All sites we talked to have seen large increases in referrals over the past 5 years which has led to longer waiting 


times.


• There has been an increasing focus on diagnosis in response to this increase in waiting times. In Nottinghamshire, the shift in emphasis 


towards diagnosis has seen post-diagnostic support services cut. This sentiment was echoed in Cambridgeshire.


• Education is often left to pick up the slack regarding support. Several sites (Middlesbrough, Wales) suggested that there is an over-reliance 


on education to be the driver for post-diagnostic support and EHCPs.


• In Hertfordshire we heard concerns that home-educated/excluded autistic children are not being identified. 


• In Birmingham and Solihull, we heard that even if children are already diagnosed as autistic, there are concerns that their behaviour in school 


may lead to exclusion which risks isolating them from SEND support. This is due to a current gap in post-diagnostic autism support, which is 


being explored. Where children have EHCPs their needs will be met through this, but where trait and behaviours are such that an EHCP is 


not required, there is variation in post social adjustments and diagnostic support for CYP. 


• The STICK (Screening, Training, Interventions, Consultations and Knowledge) 


programme  provides early intervention support for Forward Thinking Birmingham, the 


city’s open-access mental health service.


• Most service users have a neurodevelopmental condition, although not all are 


diagnosed and referral is by presentation of need.


• The service operates out of four hubs, co-located with partners in social care and the 


central admissions service.


• One component of the service involves upskilling teachers to provide early intervention 


support. School-wide training where multiple referrals have come in. They claim that 


improving understanding of autism among teachers would avoid a number of unneeded 


autism assessments.


• They expressed concern that school children are waiting a long time for diagnosis and 


risk being excluded in the mean time.


CASE STUDY: STICK, Birmingham


BACKGROUND


• Autistic children are often first 


identified in school and teachers 


are often the ones who referrer 


them for assessment.


• Many autistic children receive 


support through educational 


settings (via SEND).


• DfE are currently conducting a 


review of SEND provision across 


the country.


Autism and Education


• The Centre for Applied Education Research is piloting a Faster Diagnosis and Support 


service delivered by education and health professionals in Bradford to address the issue 


of under-diagnosis of Autism amongst BAME communities. 


• They have developed a teacher-led screening process utilising a detailed questionnaire 


covering the Early Years Foundation and direct observations. 


• Children found to be ‘at risk’ of undiagnosed Autism are referred to an assessment 


team, which is health led but involves ed psych who come to a school to carry out an 


assessment in a day. This has reduced the number of DNAs in comparison to the 


number of DNAs that would have likely taken place in a health setting. 


• This study has also collected a large amount of longitudinal data for this population 


cohort form both education and health settings. 


• Carrying out the screening and joint assessment has meant a more joined up approach 


between education and health in provision of support. They develop a shared support 


plan for children. 


• Workforce capacity issues apply to this model – in a similar way to the capacity issues 


we have heard in other parts of England. 


CASE STUDY: Bradford
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In-depth case studies


1. Tees, Esk and Wear Valleys NHS Foundation Trust


2. Cheshire and Wirral Partnership NHS Foundation Trust


3. Bristol


4. Greater Manchester


5. Healios: Humber Teaching NHS Foundation Trust
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Tees, Esk and Wear Valleys NHS Foundation Trust


Context:


• Tees, Esk and Wear Valleys NHS Foundation Trust provides a range of 


mental health, learning disability and substance misuse services for 1.6 


million people living in County Durham, the Tees Valley, Scarborough, 


Whitby, Ryedale, Harrogate, Hambleton and Richmondshire. 


• TEWV delivers services by working in partnership with seven local authorities 


and Clinical Commissioning Groups, a wide range of voluntary organisations, 


as well as service users, their carers and the public. 


• Although the majority of child autism services in Teesside are provided by 


one trust (Tees, Esk and Wear Valleys NHSFT), there is considerable 


variation between the regional teams. 


• It is important to acknowledge that TEWV does not provide specialist autism 


services in all localities: 


• There is a specialist autism team based in Stockton, which provides 


Adult Autism Assessment in Teesside, Durham and Darlington. 


• Learning disabilities teams in some areas provide diagnostic 


assessments for adults with learning disability and suspected autism. 


• In York and North Yorkshire, TEWV does not have any specialist 


autism services for adults without an intellectual impairment. In these 


areas, autism assessments are provided by the Tuke Centre based at 


the York Retreat. 


Key reflections:


County Durham and Darlington Children’s pathway


• Significant efficiency gains have been made through ensuring high quality co-


ordination of clinical time, reducing supplier side cancellations, minimising 


paperwork, or finding efficiencies by completing it during formulation. 


• Information gathering & screening handled by CAMHS. 


• Assessments are tailored to the child. 


• Increasing finding that the ADOS diagnostic test does not always provide 


useful information in relation of the assessment of girls. 


• They invite other agencies to formulation with consent. 


TEWV adult autism team


• Provide diagnostic assessment across Durham, Darlington and Tees.


• It is a nurse-led service, but consists of nurses, psychiatrist, psychologists, 


occupational therapist and speech therapists.


• 300% increase over the last 3-4 years, including increasing complexity of 


cases. 


• Impact assessment is completed when the diagnosis is communicated. 


Advice is offered on reasonable adjustments. 


• The team receive limited funding from commissioning with budgets are 


topped up with money from the foundation trust.


• The adult autism team also offers a limited amount of consultation and 


support to other trust services providing support to adults with autism and 


Co-morbid mental health conditions.







NHS Autism Programme28 |


Tees, Esk and Wear Valleys NHS Trust: County Durham 


& Darlington children’s pathway


Referral: Anyone can refer in, via a Single Point 


of Access, hosted within CAMHS. Most children 


then go through a specialist CAMHS service for 


pre-assessment/screening which includes a 


comprehensive assessment of the mental health 


needs. 


Screening & triage: 85% of 


children are accepted onto the 


pathway. The assessment is 


tailored to the child. A differential 


screening and information from 


school is required.


Support:


• Post diagnostic support is 


provided by third sector 


partners. 


• Availability of support is 


wide ranging – the 


assessment team provide a 


pack of resources to 


families. But families felt that 


these could be better 


communicated to.


• They also provide a pack of 


materials, and they can 


access an online recovery 


college. 


• They offer a 3-4 hour 


introduction to Autism. Take 


up is low. 


• Any child with an identified 


mental health need is 


referred back to Specialist 


CAMHS.


Assessment: 5 day model. 


• Children are offered three session of a 


group appropriate to their age to ensure 


that the correct individual assessments 


take place.


• Assessments take place Monday to 


Wednesday, formulation is on Thursday, 


and Friday is feedback. 


• Two formulation meetings run with 


different staff groups.


• Children are triaged to the one that best 


suits their need profile. Children are 


assessed flexibly. 


• Everyone gets an ADOS/1-to-1 


assessment, the NAP-C and either an 


individual or group SALT assessment. 


Some children will get a cognitive 


assessment and/or a full differential. 


• Nobody manages their own diary –


which means low numbers of 


appointment cancellations, and high time 


efficiency. 


County Durham and Darlington have a CAMHS autism assessment providing autism assessment to children and young people living in the Durham and Darlington 


area. The team offer specialist screening and assessment in relation to social communication difficulties.


Workforce: Given a limited skill pool, they felt it 


was important to select a model that encouraged 


retention, and allowed for communication 


between a number of different types of specialist, 


as this brought out key insights. 


Multidisciplinary team includes:​


• Psychiatrist​


• Psychologists​


• CAMHS clinicians​


• ASD assessment co-ordinators​


• Assistant psychologists​


• SALTs​


• Community support workers


• Health Care Assistants


Collaboration: They invite 


representatives to attend the 


formulation meeting – where 


consent to do so exists. 


Similarly, they also share the 


report with the school. They felt 


that better signposting to 


specific third sector offers would 


be helpful. Reflected that there 


were a good number of local 


offers for s and families. 


Commissioning: Model is 


funded by commissioner funds.


Referral Assessment CommunicationDiagnosis


Pre-diagnostic support


Pre-


screen Triage


Outreach & 


awareness


Post-diagnostic 


support


Info 


gathering
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Tees, Esk and Wear Valleys NHS Trust: County Durham, 


Darlington and Tees adult’s pathway


Referral in to the service can come from a 


secondary mental health or learning disability 


team.


Support:
• Following diagnosis the 


team offers a small amount 


of post diagnostic follow up 


in the form of a collaborative 


impact assessment to 


explore the impact of autism 


in the individual.


• The adult autism team also 


offers a limited amount of 


consultation and support to 


other trust services 


providing support to adults 


with autism and Co-morbid 


mental health conditions.


• TEWV provides an 


allocated lead professional 


from secondary mental 


health or learning disability 


team follows the individual 


throughout the process.


Assessment: The individual will receive a 


comprehensive mental health and needs 


assessment within their local mental 


health team and additional autism specific 


diagnostic assessments, including 


observational assessment, developmental 


history, communication assessment 


and/or psychology assessment, which 


would be undertaken by members of the 


specialist team as appropriate.


Diagnosis & Communication: The 


diagnosis is made following a 


multidisciplinary clinical formulation taking 


into account all information gathered 


during the overall pathway.


The adult autism service provides specialist assessment for diagnosis of Autism Spectrum Disorder for adults over the age of 18, and recommendations where 


required for future care, treatment or support. The service is nurse-led.


Commissioning: 


• The team receive limited funding from 


commissioning.


• This is topped up with money from the 


Foundation Trust, and any improvement work 


is funded by the Trust.


Collaboration: In Durham only, 


post-diagnostic support is 


offered in partnership with 


MAIN, a third sector 


organisation, commissioned by 


Durham county council. They 


offer a short period of post 


diagnostic support for individuals 


who do not meet health or social 


care criteria for support. This 


offer is not replicated in other 


areas covered by the team.


Workforce: The multidisciplinary team have 


specialist training and is made up of:


• nursing staff


• psychiatrists


• psychologists


• speech and language therapists


• occupational therapist.


Referral Assessment CommunicationDiagnosis


Pre-diagnostic support


Pre-


screen Triage


Outreach & 


awareness


Post-diagnostic 


support


Info 


gathering


Screening & triage: Although 


there is no formal screening 


process undertaken, the 


assessment process 


continuously considers 


differential diagnoses and or 


appropriate pathway for the 


individual.
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Cheshire and Wirral Partnership NHS Foundation Trust


Context:


Cheshire and the Wirral Partnership NHS Trust (CWP) covers an area which the 


trust splits into three sections:


• East and Central Cheshire


• West Cheshire


• Wirral


CWP has sites and deliver some services for adult autism diagnosis services in 


Shropshire, as well as within the Greater Manchester area in Bolton (for eating 


disorders) and Trafford (community teams including learning disability). They 


have some services in the non-Wirral parts of Liverpool City Region (old 


Merseyside) as well.


CWP runs services in 65 sites, covering over one million people.


The services delivered include mental health, learning disability, community 


physical health and all-age disability care.


Commissioning:


The STP which covers the trust is Cheshire and Merseyside Health and Care 


Partnership, which covers 12 CCGs. Of these at least 8 commission services 


Eastern Cheshire, Halton, Liverpool, South Sefton, South Cheshire, Warrington, 


West Cheshire and Wirral.


Local Government:


Cheshire was fully reconfigured into four unitary authorities in 2009. Halton and 


Warrington had already become unitary authorities in 1998.


• Cheshire West and Chester


• Cheshire East


• Halton


• Warrington


The Wirral, along with Halton and the other old Merseyside boroughs, are part of 


the new Liverpool City Region combined authority.


Key reflections:


• 80+% conversion rate - due to initial criteria for referral


• They have worked collaboratively with commissioners to streamline the pre-


assessment process creating two points of triage: when the referral is 


received, and when the pre-assessment questionnaire is completed. 


• The service developed a pre-assessment questionnaire which focuses on 


collating evidence and anecdotes to provide a full picture of the individual 


referred to the service. These mainly focus on what the person can do. This 


is carried through to the final report which is not impairment-based. The need 


for face-to-face pre-assessment is reduced by sending the pre-assessment 


questionnaire digitally.


• Some co-occurring conditions can be identified in the pre-assessment 


questionnaire. Depending on the level of complexity, this will determine who 


in the team conducts the face-to-face diagnostic assessment, ensuring that 


any differential diagnoses can be made. 


• Routinely provide 2 post-diagnostic follow-up meetings. The rationale for this 


is to provide an opportunity for the individual to discuss and ask any 


questions about the report and diagnosis. They are also an opportunity to 


provide information on reasonable adjustments, local charity offers, autism 


alert card, hospital passport and signposting to any relevant services. The 


care notes will contain the reasonable adjustments identified for future 


interactions with the health service.
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Referral is required from a GP or 


other mental health professional 


(incl. social workers). There is no 


specific referral form, and no 


option for self-referral. The 


minimum referral criteria are 


adults aged 18+ and an AQ10 


score of 6 or above.


Post-diagnostic support: 


Consists of 2 post-diagnostic 


reviews, where the individual is 


provided with an autism alert 


card, hospital passport and 


information about local charity 


support. Also signposted to a 


third-sector hosted autism hub, 


which provides group sessions 


and informal drop-ins. 


Pre-diagnostic support: In 


Cheshire East and Wirral the 


hubs also provide pre-diagnosis 


support (including help with 


accessing pathway) and a range 


of other activities and support for 


anyone who attends. The 


Chester hub will be similar.


Cheshire and Wirral offer a 


limited “bespoke” service for 


cases which are referred through 


the advice line, where specific 


input might be beneficial.


CWP is a diagnostic and assessment service for adults. The service provide a full diagnostic assessment service led by a specialist psychiatrist and a specialist 


occupational therapist. 


Information gathering occurs at the point 


of referral, when a pre-assessment 


questionnaire is sent out, This reduces the 


initial face-to-face interactions. When the 


questionnaire is received back - this 


triggers the person into the service. The 


responses are read through in parallel with 


a summary which is often provided by the 


GP. At this stage co-occurring conditions 


will be preliminarily identified. Triage occurs 


based on the level of complexity identified, 


to determines who in the team sees the 


individual for the face-to-face appointment. 


Workforce:


The medical staff time is all 


sessional and only work part of 


the week in the service. The total 


medical wte is about 2.5, while 


non-medical is 3.5 wte.


The MDT includes:


• 1 x Consultant psychiatrist


• 1 x Consultant OT


• 4 x diagnostic psychiatrists


• 2 x specialist OTs


• 1 x specialist mental health 


nurse
• 1 x Speech and Language Therapist


Collaboration: In partnership with third sector 


organisations, CWP is developing autism hubs


to operate as a single location for assessment, 


and an open door for people with or without an 


autism diagnosis to drop-in. 


Commissioning: The service has been 


purchased by 5 CCGs covering the area. 


Collaboration with commissioners has 


resulted in a streamlined pre-assessment 


process, and funding for autism hubs, 2nd


follow-up appointments, support for staff 


and to up-skill and enhancing intensive 


function of the team. 


Cheshire and Wirral Partnership: Adult’s pathway


Referral Assessment CommunicationDiagnosis


Pre-diagnostic support


Pre-


screen Triage


Outreach & 


awareness


Post-diagnostic 


support


Info 


gathering


Assessment:


• Individuals are requested to bring an 


informant with them. The person is seen by a 


psychiatrist/consultant occupational therapist 


for 30 minutes.


• The two MDT-members leading the 


assessment discuss the face-to-face 


appointments, it is then discussed at a larger 


MDT meeting for a second opinion.


• Standardised assessment with no direct 


observations. 


• A diagnosis is never given on the same 


day, although a provisional indication may be 


given. A draft report from the assessments is 


sent to person to review. The report includes 


advice for the individuals GP.
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Bristol: Key reflections


Context:


The area falls within Bristol, North Somerset and South Gloucestershire STP 


which covers roughly 1 million people in the South West and brings together the 


local CCG, three local authorities, One Care (representing GPs) and eight local 


providers (including 5 NHS trusts).


Commissioning:


The STP is entirely served by Bristol, North Somerset and South 


Gloucestershire CCG. This was formed in 2018 out of the merger of Bristol 


CCG, North Somerset CCG and South Gloucestershire CCG.


Local Government:


BNSSG STP covers an area served by three local authorities:


• Bristol City Council


• North Somerset Council


• South Gloucestershire Council


Autism Services:


There are different providers for adult and CYP autism services:


• Children and Young People's Services – Community Children's Health 


Partnership (CCHP) conducts autism diagnosis in children and young 


people with involvement from the community paediatrics team. This is a 


partnership led by Sirona Care and Health, which also includes AWP, Bristol 


Community Health and charities such as Barnardo's. CCHP also provide 


CAMHS services in Bristol and South Gloucestershire. 


• Adult Services – Bristol Autism Spectrum Service (BASS) is the diagnostic 


and support service for autistic adults. It is provided by Avon and Wiltshire 


Mental Health Partnership NHS Trust (AWP).


• COVID-19 Impact – its recognised that some services have moved to virtual 


support and will be monitored by individual providers. 


Key reflections:


Children’s pathways:


• Families can access the Bristol and South Gloucestershire Early Years 


speech and language therapy service via drop-in. Parents are able to access 


some initial advice at the drop in session. Feedback from parents has 


highlighted that the time taken to attend a drop-in session is approximately 2 


weeks.


• All children entering the pathway are concurrently investigated for 


communication issues. BNSSG CCG secured funding from NHSE/I to secure 


temporary additional capacity from Healios to tackle the waiting list with a 


large backlog of s. This will be piloted with 117 12-18 year olds.


• Clinical time appears to be a significant barrier to increasing the pace of 


assessment. This has driven demand for digital provider Healios securing a 


contract locally. 


Adult’s pathway:


• They are running at double the commissioned volume – funding has not 


increased due to block contracts. 


• BASS operates a major research hub with multi-site research projects, and 


are a steering group member for big autism cohort study  


• They run a comprehensive support offer, providing support for mainstream 


services, and direct work with autistic adults and their families through group 


sessions and 1:1 support. 


• A large part of BASS’ work focuses on improving mainstream service for 


autistic people by providing training and workforce support. They run training 


and awareness raising sessions for frontline staff across health and social 


care. 


• Personalised support is offered for individuals on a range of issues, such as 


employment advice, benefit support, housing etc.
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Bristol & South Gloucestershire: Children’s early years 


and school-age pathway


Referral: Open referral. Referral rate 


increasing (25% this year). Conversion 


rate stable.


Commissioning: 


• Good relationship with 


commissioners. 


• No commissioned ASD 


pathway. However, service 


spec has recently been 


agreed by CCGs.


• Each service has separate 


components that work across 


Autism.


Workforce: 


• Some areas have a really clear idea 


on what types of professionals need 


to do different elements of the 


diagnosis. They take a more flexible 


approach to this – as long as they are 


seen at an MDT. 


• All children see a Paediatrician and 


an SALT, some see a psychologist or 


another professional from the MDT


• Difficult to schedule into 


paediatricians diary due to their broad 


caseload. Spending a lot of time on 


diary management. This is a big 


driver for upcoming change. 


Community Children's Health Partnership conducts autism diagnosis in children and young people via their community paediatrics team. The services for children are 


currently split for pre-school age and school-age children. 


Referral Assessment CommunicationDiagnosis


Pre-diagnostic support


Pre-


screen Triage


Outreach & 


awareness


Post-diagnostic 


support


Info 


gathering


Pre-assessment:


• The first step is a drop-in centre 


where children with a range of 


communication difficulties can attend.


• The following initial appointment 


involves gathering information about 


the child, and making referrals to 


other services is required.


• The possible outcomes of the initial 


appointment is one of the following:


• Not autism, the child is referred to 


an appropriate pathway or service 


or discharged.


• Watchful waiting.


• Decision to undertake autism 


diagnostic assessment.


• Once confirmed as appropriate for an 


autism assessment families are 


offered parent training, and are 


signposted to appropriate sources of 


information and local community 


support.


Assessment: 


For early years: Pre-school children: may 


be allocated to a ‘SEESAW’ group with 


community paediatric appointment 


scheduled alongside.


For school-age: Assessment is tailored 


based on complexity of child’s presentation 


to either a standard or complex 


assessment. The aim to gather as much 


information as needed in any particular 


case, from more than one setting, and 


involving at least 2 different professionals 


from the autism team. 


In the diagnostic meeting the possible 


outcomes include:


• Diagnosis of autism (and a description of 


strengths and needs)


• Alternative diagnosis


• Description of strengths and needs (not 


autism).


• In practice, community paediatric teams 


tend to assess under 5s, and CAMHS and 


learning disability teams tend to assess 


ages 5 to 18.


Support:


• Offer of a 6-8 week post-


diagnosis appointment. 


• Much of the support, 


signposting and intervention 


will occur in the educational 


environment, or through 


parent and community 


support groups. 


• NHS support includes onward 


referral to clinically specific 


services based on need.
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Referral: Referral from GP. 


Accept almost all referrals that 


meet this criteria. 3 month wait for 


first contact. Complex cases can 


then take 6-9 months to run 


through the process.


Triage: 1hr assessment. Screens s in or out. 


Senior clinicians. Can also tailor assessment 


process (simpler process can be run for those 


who are obviously autistic). Screen out 45%. 


Reduces waiting times.


Support: 


• Accessible by anyone with Autism


• Hub model – can book into sessions 


with clinicians or social workers.


• 6-week post diagnostic support groups.


• Can be seen at home if needed.  


• Offer practical support with writing PIP 


forms, care support packages, housing, 


referrals to IAPT, Universal Credit  


• Autistic individuals can become peer 


mentors.


• Low cost personnel used (OTs, nurses, 


peer mentors, job coaches, IAPT, 


benefits advisors, social prescribing 


post)


• NHS funded but the council seconds a 


social worker and pays for the estate.


• BASS also offer a liaison role – dealing 


with employers and other agencies. 


Limited capacity.  


Assessment:


• Formulation is fairly binary. 


• They explore complexity 


after the diagnosis as they 


have a suitable service to do 


that. It also enables s time to 


come to terms with the 


diagnosis.


• Diagnosis leads to a link 


appointment that brings 


together diagnostics and post 


diagnostic support team. 


• An initial support plan is 


created at this appointment. 


Commissioning: 


• 1m GBP in funding.


• Service is operating at double 


commissioned level with no 


increase in funding due to block 


contracts. 


Collaboration:


• Major research hub - multi site research 


projects, steering group member for big 


autism cohort study.  


• MDT working, multi agency, spanning four 


CCGs.


• Training and awareness raising for different 


groups.  


• Consultation service for people seeking to 


adapt their services.


• Train and support social services, as well as 


health professionals.  


• Unlimited 1-1 support for any front line 


professional who needs it.  


• Provide various free training packages. 


Workforce: 30 people - not FTE. 


Diagnostic pathway staffed by 


psychologists and nurses. 


Set up 2006, and properly commissioned in 2009. Bristol Autism Spectrum Service (BASS) was one of the first Specialist Autism Teams. It is a diagnostic and support 


service for autistic adults and is provided by Avon and Wiltshire Mental Health Partnership NHS Trust (AWP).


Bristol: Adult’s pathway


Referral Assessment CommunicationDiagnosis


Pre-diagnostic support


Pre-


screen Triage


Outreach & 


awareness


Post-diagnostic 


support


Info 


gathering
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Greater Manchester


Context


Ambitious city-wide strategy focused on adults


Aided by devolution, a unique city-wide partnership, including adult services 


from the 10 local authorities 10 CCGs in Greater Manchester and the 


Greater Manchester Health and Social Care Partnership.


Strategy focused on adults/young autistic people in transition- not children 


and young people currently. Plans to extend Strategy to all ages by 2021.


Greater Manchester Autism Consortium (GMAC)


• Originally formed in 1998 as a collaboration between the social service 


departments of the 10 local authorities of Greater Manchester


• In 2017 the 10 Clinical Commissioning groups (CCGs) joined


• The Greater Manchester Health and Social Care Partnership, the ICS for 


Greater Manchester is also now included as an entity in its own right


• 2019 saw the publication of Making Greater Manchester Autism Friendly, the 


autism strategy for the Greater Manchester area.


The National Autistic Society has been commissioned to lead the GMAC 


“project” helping to implement the strategy which by:


• Providing information and advice to autistic people, family members and 


carers, including a web directory of support service here


• Training for professionals in health and social care


• Facilitating good practice sharing at events and workshops


• Parent workshops for parents of children with autism under 16 on 


Understanding Autism, Sensory or Managing Anger.


Key reflections:


• Benefits: Partnership working, high level vision, commitment to be evidence 


based.


• Limitations: All quite aspirational, indications so far suggest a post code 


lottery in provision, variation in terms of pathway provision


In December 2017, the Greater Manchester Health and Social Care 


Partnership collated information on the diagnostic assessment process in 


every area. It found in some areas there is a specialist multidisciplinary team 


that meet National Institute of Health and Care Excellence (NICE) guidance 


and in others diagnosis is carried out by single professionals.


In March 2018, the GM Health and Social Care Partnership carried out a 


mapping exercise of autism diagnostic and post-diagnostic services currently in 


place. Again this showed a highly varied picture in services available across 


GM.


Different models of post diagnosis support in place:


• Direct and indirect support for people living with Autism in Trafford –


including an eight week structured programme, supported by peer 


mentoring. Limitation: lack of evidence base


• PACT Therapy for autism – a specific family-focused intervention early 


after diagnosis delivered with parents. Randomised Control Trials have 


shown impact in improving autism symptoms, adaptive function and family 


functioning sustained 6 years after treatment


• Delivery of Autism Seminars for families across 


Greater Manchester, 84 families attended since April 2019. 


Evaluation found increased families understanding of how their child’s 


needs affects them, increased confidence of parents in supporting their child 


and improved community connections/loneliness
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Referral: 


• Referral into the service is through 


parents. Require a parent form and a 


school form (could be filled out by portage 


or health visitor if child is below school-


age).


• Schools cannot refer on their own.


Triage: Once the parent and school 


forms are received, there is a multi-


agency triage meeting. The 


specialist autism team can pass 


onto other specialist teams like 


SALT if there is an issue.


Support: Built-in post-diagnostic 


support which can be accessed in 


three ways:


Core offer​:


• Post Diagnostic Workshops: two 


days for parents of primary age or 


secondary age children


Interventions via self-referral:


• Behaviours that challenge


• Communication support 


Interventions via clinical referral:


• Help with core social 


communication difficulties


• Mental health support e.g. CBT and 


Resilience Group


Assessment:


• ADOS and ESCB (early social 


cognitive battery). ESCB - semi-


structured (UCL).


• Complete a school/nursery 


observation and 


a developmental history. 


• Post-assessment there is an 


MDT huddle to discuss the 


case.


New pathway recently commissioned in South Manchester for young people aged 0-18. Creation of a virtual team based in the community. Pathway was co-produced 


with parents and carers and a ‘cross-party’ working group with practitioners and managers from health, social care and education. 


Commissioning: Huge increase in demand 


resulted in the CAMHS team no longer 


being able to handle autism diagnosis 


alongside other priorities, and a new autism 


pathway was commissioned. Core CAMHS 


and the clinical service for children with 


disabilities contribute to the pathway and 


new posts are funded with CAMHS funding. 


Workforce: Created a virtual team, 


based in the community. The virtual 


team is made up of:


• Psychiatrists


• Clinical psychologists


• Community paediatricians


• Speech and language therapists


• Occupational therapist


• Educational psychologist


South Manchester: Children’s pathway


Referral Assessment CommunicationDiagnosis


Pre-diagnostic support
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Healios: Humber Teaching NHS Foundation Trust


Context


Humber Teaching NHS Foundation Trust CAMHS Service has two CAMHS 


teams; East Riding and Hull. 


The Hull team introduced a waiting list reduction project in June 2019, initiated 


by their two year autism assessment waiting list consisting of 800 children and 


young people. The team had two clear short-term objectives; to make services 


more accessible and decrease the time families were waiting for assessment. 


The team’s long term objective was to clear the autism assessment backlog and 


focus on delivering post diagnostic support for clients and families.


A partnership was formed with Healios’ specialist online Autism and ADHD


service in order to assist with the delivery of assessments. 


Healios is a digital healthcare services company that specialises in the delivery 


and integration of online mental health, autism and ADHD services with NHS 


teams to offer increased client choice as well as additional capacity and 


expertise. 


Humber Teaching NHS Foundation Trust had already successfully integrated 


Healios’ online autism assessments service into the assessment pathway of the 


East Riding CAMHS team.


Key reflections:


Between commencement of Hull’s new Autism Assessment pathway in 


September 2019 and January 2020 around a third of assessments carried out 


were undertaken by Healios. With an average Healios waiting time of 27 days 


from referral to first session. Currently, the Hull Team is working towards an 18 


week target. This successfully implemented pathway care model with an 


integrated online provider has demonstrated future ability for Hull CAMHS to 


achieve NHS England’s four week access and waiting times for an autism 


assessment.​


Pathway improvement activity has also resulted in the following outcomes:​


• Clinical capacity has been increased due to recruitment and partnering with 


Healios


• The number of children assessed per month has increased from an average of 


less than 15 to an average of 33.​


• The number of children accepted for an autism assessment has decreased 


from 73% to 31% due to face-to-face screening with specialist nurses​


• Through Matthews Hub and Aim Higher access to service users has been 


extended and have provided vital post diagnostic support to clients and 


families.​


As part of continuous improvement at the Trust, based on the success of piloting 


this innovative pathway care model, children, young people and their carers will 


soon be offered a choice of an online neurodevelopmental screening assessment 


with Healios as well as by the Hull CAMHS team.
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The new offer from Healios for the Hull CAMHS team opened in September 2019 as a waiting list initiative. Healios is a specialist online provider of mental health and 


neurodevelopmental services, and was commissioned to carry out autism diagnosis assessments.


Healios: Humber Teaching NHS Foundation Trust


Referral Assessment CommunicationDiagnosis


Pre-diagnostic support
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Post-diagnostic 


support


Info 
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Referral to the Healios digital 


assessment occurs following triage by 


the Hull CAMHS team. 


Triage: 


• Following referral, children/young 


people and their carers are offered a 


neurodevelopmental screening 


assessment by the Hull CAMHS team 


to ensure the family is directed to the 


correct pathway. 


• Eligible children/young people who are 


identified as requiring an autism 


assessment are offered the choice of 


an online assessment at their home or 


an assessment in clinic with the 


CAMHS team.


Support: The team 


integrated with partner 


agencies who could 


compliment the work of the 


team by offering improved 


support for families. Matthews 


Hub and Aim Higher are two 


local charities that work in 


partnership with the Hull 


team. Both charities have 


been crucial in delivering 


extra post diagnostic support 


for clients and families while 


the core Hull team remains 


focused on delivering 


assessments, which is 


helping the Hull Service 


towards achieving the NHS 


long term plan for post 


diagnostic support.


Assessment: 


Face-to-face assessment (Hull CAMHS 


Team)


• Offered a clinic appointment to obtain a 


thorough developmental history and 


conduct an observation and interaction 


session. The findings are then discussed 


with the wider Hull MDT which includes a 


psychiatrist, paediatrician and educational 


psychologist.


Online assessment (Healios)


• Appointments via an online platform to 


take a developmental history through an 


initial interview and then through a more 


thorough ADI-r structured session, along 


with an observation and interaction 


session. The findings are then discussed 


by the Healios MDT.


When an outcome is reached an extensive 


report, recommendations and a feedback 


session are provided to the family.


Workforce: The Healios Autism 


Assessment Team comprises:


• Clinical Psychology


• Forensic Psychology


• Speech and Language Therapy


• Assistant Psychology


• Specialist Nursing


• Cognitive Behavioural Therapy


• Occupational Therapy


• Child and Adolescent Psychiatry Collaboration:


Hull CAMHS Team, Healios and charity 


partners are now working together to 


deliver a seamless and innovative 


pathway for children, young people and 


their families.


Commissioning: Healios was 


commissioned to deliver 125 autism 


assessments and 62 


neurodevelopmental screenings.
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Next steps and actions – draft and to be agreed


Areas to consider for future work


1. Using the components and best practice identified in this pack to develop guidance on a national pathway specification.


2. Consider the development of national targets for commissioners.


3. Determine the return on investment on the different components of the pathway.


4. Consider how an autism specialist pipeline can be developed, using learning from the development of learning disability nurses for 


example.


5. Look at feeding examples of training into the Department of Health and Social Care work on awareness raising and staff training.


This pack aimed to surface best practice and explain variation in autism diagnosis and support for adults and children. Through conversations 
with services across the country we have been able to set out the key components of a ‘best practice’ autism diagnosis and support pathway, and 
begin to consider the actions that would be necessary to ensure that variation in waiting times for diagnosis and provision of a comprehensive 
support offer for autistic people are addressed.


Through this work we were unable to speak with all autism diagnosis and support services, including areas which are struggling to provide 
services in order to understand the bottlenecks and ways in which national support can be provided, we were also unable to make 
recommendations on the best models or practices that should be used. Other aspects which were not specifically addressed include: cost and 
return on investment of services, efficiency of pathway models and detailed workforce models.


In order to address these limitations, and to expand on the learning gained to this point the following areas for further consideration have been 
identified. These have been informed through the conversations and what we heard as asks for future action.


Actions arising following comments received


1. Identify What level of service is provided by each Trust and Organisation.


2. More in-depth analysis and understand of Autism screening and diagnostic tools. Methodology to be agreed.


3. Identify what support is available post diagnosis.


4. Identify which services include assessment and diagnosis of comorbid conditions.


5. Confirm what the service specification is for assessment and diagnosis, advice for commissioners (Autism refresh strategy).






image3.png
Based on
the Tavistock
and
Portman NHS
model.

2. Those who need
advice and signposting

5. Those who need extra
help to support them
iwhen they are in crisis

are o supporttheir
welbeing.
his coud be through

3. Those who need focused
goals-based input

4.Those who need
more extensive and
specialised goals-

based help





