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Introduction and Setting the Scene
• SEND Improvement - Written Statement of Action 
• Autism pathway development – long waits
• Shared understanding and agreed priorities  
• Co production with families and young people 
• Role of voluntary sector 
• Working across boundaries - All age Autism 

Source: The National Autism Strategy 2021-2026

https://www.gov.uk/government/publications/national-strategy-for-autistic-children-young-people-and-adults-2021-to-2026


Our Vision
Autistic people, from all backgrounds, ethnicities, genders, 
sexualities and ages get the support and opportunities 
they need to lead full and happy lives. 
We aim for nothing less than this.

Autistic children get to:-
• live healthy, fulfilling lives, as part of their community
• feel welcome, safe, and valued in their community
• live in their own home, and, as they plan for adulthood, 

to have the information to make informed and planned 
choices about where they want to live 

• have support that is more inclusive, easier to get, and 
which focuses on their strong points and capabilities.  
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Source: The National Autism Strategy 2021-2026

https://www.gov.uk/government/publications/national-strategy-for-autistic-children-young-people-and-adults-2021-to-2026


What We Know…

• High number of children and young people waiting for an Autism assessment in Devon for over a decade

• The current support and care offer for children and young people in Devon isn’t working: parents, families want to be 
more empowered, included and involved in designing a service that’s easy to access, responsible and supportive.

What we think we know…
We took a recent look (deep dive) and six key points revealed were:

1) the need for accurate differential diagnosis

2) the need to recognise the effects of childhood trauma and abuse

3) those local pathways that were hard to navigate and co-ordinate

4) the need for earlier planning and co-ordination for Care Education and Treatment reviews

5) the need for greater involvement of broader social care support for discharge planning 

6) the need for better links to assertive outreach teams or crisis support.

What we don’t yet know (including)…
• Impact on Youth Justice System in Devon
• Do parent training programmes really help/work?
• What really matters to autistic young people…
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Our Strategy

We have proposed 19 specific intentions over the following themes:

1) Improving awareness and the general understanding and 
acceptance of autism within society

2) Enabling early identification of autism and provide support 
during early years of childhood

3) Improving access to education for autistic children and young 
people and support positive transitions into adulthood 

4) Improving support offered to autistic young people through 
transition towards adulthood 

5) Tackling (health and care) inequalities for autistic children and 
young people 

6) Building the right support in the community and supporting 
people in hospital or  inpatient care 

7) Supporting more autistic children and young people with 
education, training and meaningful employment

8) Improving support within the criminal and youth justice 
system across Devon.

Our Test of Change:
• Your feedback and that of others in Autism community
• Uptake of Understanding Autism Training Sessions & initiatives
• Impact assessment shows effective care planning & integration.
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Terminology / Acronyms
ASC Austin Spectrum Condition i.e. Autism.

EHCP Education, Health and Care Plan

EMPOWER-ASD An evidence based training programme which aims to support parents following their child’s Autism 
diagnosis.

ICSD Integrated Care System for Devon.

ND Neurodiversity, the understanding that differences in how the brain works represent normal variation 
in people, rather than being deficits or disabilities. Also known as Neurodivergence.

NICE Guidance National Institute for Health & Care Excellence – the “NHS handbook”.
Link: Clinical Guidance 170: Autism spectrum disorder in under 19s: support and management. 
(updated June 2021)

PACT Paediatric Autism Communication Therapy, a non-invasive therapy that helps parents adapt to the 
distinctive ways in which an autistic child may play. 

SEND Special educational needs and disability.

SEND Connect 
model 

Brings together support services offered through education settings, health services and social care to 
offer a more streamlined, easily accessible service for families.

How to Contact us / Find out More…
Social Media, email, telephone…

https://www.nice.org.uk/guidance/cg170


Outcomes of Parent & Carer Listening Event 
05/10/2022

• The view of Parents, carers, advocates and service providers were invited to provide feedback (in 
particular, on the development of the Children & Young People’s Autism strategy for Devon – 8 
overarching themes)

• Notes of what was heard were captured (Louise Rayment) 

• A ‘thought wall’ was created using post-its to capture all views on the wider conversation of Autism in 
children and young people, the experience of parents and families… (Siobhan Grady) 

• The following slides capture specific feedback provided on each of the 8 themes of the draft strategy 
for Devon (Emily)

• Additional online feedback was invited following the event, to be collated… (Victoria and Julia –
Parent Carer Forum) 



1) Improving awareness and the general understanding and 
acceptance of autism within society

• Work with difference “neuro-types” – young people should be 
central to this

• Look at different presentations rather than societal stereotypes
• Avoid “comparison culture”
• Many, many amazing ND people’s voices out there – bring them 

into the mainstream, into schools, their communities, we need 
to hear their stories

• Social knowledge not social skills
• Stop able-ism and discriminatory outcomes on EHCPs
• Still impacted by medicated model of assessment which is 

deficit biased
• Parenting courses are often unhelpful – based on behavioural 

models , rewards and punishments which are not suitable for 
any child, let alone ND children and young people

• Listen to parents and help parents new to the world of 
neurodiversity see that there are many paths – we don’t all have 
to be on the same one.

• Parents feel pressured to keep their children “in the system” as 
there is no alternative provided, they are scared and have to 
work etc. There needs to be room for flexible and adaptable 
plans for children and their families



2) Enable early identification of autism and provide support 
during early years of childhood

• Define “early years”: is it 0-5, 0-8 years…?

• Support and work with parents and carers

• How to access information in a variety of ways 

• Looking for signs and symptoms of autism during the early years

• Equip early years’ professional in universal and early years settings 
to recognise signs of neurodivergence developing

• Intervene earlier to support with social interactions and skill 
development

• Make accessing local services simple 
• The “Able-ist Expectation”

• Health checks – listening to parents even if child is meeting 
developmental milestones

• Create opportunities for families to meet and network in a relaxed 
setting

• Early years support for complex needs –extend eligibility criteria

• Access to face-face health visitor sessions

• Ensure health visitors have a strong understanding of autism 
presentations

• More universal access in Early years 

• Do parents know about DLA / EHCP breaks?

• Focus on the whole family



3) Improving access to education for autistic children and 
young people and support positive transitions into adulthood 

• Allow more young people with autism to live well and 
independently in their own communities, enable to 
find work and access higher/further education 
opportunities

• Inconsistences with services of (PFA) Preparing for 
Adulthood

• Parents having to self refer, how can a parent self-refer 
to a service if they don’t know about it?

• Parents often “don’t know what they don’t know”
• Offer must be more bespoke, for college, 

apprenticeships or training programmes to develop 
young peoples’ readiness for employment and working

• More comprehensive support for young people in 
assisted living placements. Ensure consistency of 
approach across all (Devon) providers in terms of 
policy and practice

• Actually have further education placements in Devon
• Support needed much earlier – PFA is only properly 

considered once the young person is leaving school 
• Joint agency planning to account for a young person’s 

time not spent in formal post-16years education.



4) Improving support offered to autistic young people through 
transition towards adulthood

• Better communication

• Increasing reasonable adjustments 

• Consistency in support approach for ALL children & young people

• Improve schools understanding

• Tolerance of difference and variation in school

• Compassion in schools

• This starts with good, effective training in all school staff

• Masking and Fawning awareness

• Removing the stigma for parents and parent blaming/shaming
• Graduated response to identified needs, regardless of diagnosis

• Listen to schools that say “we can no longer support these needs

• Reasonable adjustments should be standard.. normalised in 
schools: there shouldn’t be any blanket policies

• Children & young people struggling to attend school should 
received early support

• “Hidden” disabilities shouldn’t require justifications or evidence

• Improved, better support after 16 years of age

• More funding!!



5) Tackling (health and care) inequalities for autistic children 
and young people

• Make improvements in the early identification of autism, 
reducing diagnostic waiting times and improving diagnostic 
pathways for children

• Ensure our health and care stings are fully able to adjust to the 
needs of autistic children and young people

• Access to skilled mental health support - autistic children and 
young people can have anxiety and mental health challenges 
not related to being autistic – currently CAMHS refuse to 
accept even suicide autistic young people

• Introduce Annual Health Checks for autistic young people who 
don’t have a learning disability

• Ensure the same GP sees the autistic person to build trust and 
familiarity

• Autistic led training for all staff who have contact with autistic 
people (receptionists, dentists, etc) 

• The health role around supporting education settings 
(mainstream and special education settings) to adjust to the 
needs of the autistic young person – health services often 
won’t back the parents to provide medical evidence (because 
they shouldn’t have to) but it leaves parents open to 
prosecution, stress etc when children do not attend school as 
obliged. Now parents health and wellbeing is being affected 
due to the lack of health and education partnership in 
supporting young autistic people



• How is this going to happen – the reality feels like million miles 
away!

• Understand what community means to the individual – some 
prefer online communities

• Many treatments and interventions such as for eating disorders or 
anxiety are not structured to meet needs of autistic people. 

• Tends to be “one size fits all”

• Much more understanding of defence modes: fight/flight/friend 
(fawn)/freeze/flop

• Gatekeeping – currently pathway to specialist inpatient care 
includes cognitive behavioural therapy, but autistic people don’t 
response well to CBT. 

• Short interventions don’t build trust

• Inpatient care needs to respect social capacity limits, sensory 
capacity: all day therapy plans are unrealistic

• Too many blocks in the system to access inpatient care, there is 
nothing locally

• Lack of access to a Psychiatrist – then just get stuck on medication

• Hospital environments are unsuitable and distressing for people 
with Autism – noisy, bright, loud beeping machines, people are 
talked about as if they’re not there. People feel unsafe to interact 
with staff, feeling “done unto”

4) Building the right support in the community and supporting people 
in hospital or  inpatient care 



7) Supporting more autistic children and young people with 
education, training and meaningful employment

• Access to Employment Toolkit

• What about those not “choosing” to leave 
education but cannot access accessible 
further / higher education

• Support for self employment opportunities
• Payment for being involved in 

“consultations” and delivery training to all 
services

• Opportunities to experience different work 
environments and paths before leaving 
formal education so as not completely scary 
/ overwhelming and there cannot do



8) Improving support within the criminal and youth justice system in 
Devon
• Improve the police and wider justice system’s understanding 

of autism
• Autistic young people are more able to receive the right 

support, adjusted to their needs
• Needs parts of the justice system to become more inclusive
• A clear diagnosis (including differential diagnosis)
• Police need to be “professionally curious” about behaviour 

(that challenges) and why it’s happening  - to tackle hidden 
(and personal) bias and understand that communication may 
need to be adapted to avoid escalation

• Shared learning, continuing from local cases as well
• Needs to include system around the child as well – links to 

community support, GP etc
• What is the support after entering (and exiting) the youth 

justice system to prevent reoccurrence?
• Early prevention to avoid entering the criminal / justice system
• Building trust – relationships take time to build
• Voice of CYP to share experiences with other young people: 

community understanding is key
• Devon & Cornwall Police have a diversity unit
• Change in the law to include awareness of justice/police 

systems to include criminal acts of a sexual nature to be 
included in the bracket of “diminished responsibility”


