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Context

* Young people with complex physical
and learning disabilities

« Non-verbal
« Wheelchair users

+ Health care needs incl. gastrostomy,
tracheostomy, epilepsy

+ Profound and multiple barriers to
learning

* Multi sensory impairments

« Often in combination




-
“Where do they go when they leave?”

* Young people leaving
Special Education -
where do they go?

« Step into adulthood - a
time of celebration and
optimism

 For young people with
complex
neurodisabilities, their
families and carers -
crisis and anxiety




T —
Today
I'm going to talk about

 The challenges facing families in
the transition to Adult Services

e« Successful Transition

« What we do at Chailey Heritage
Foundation

« The future



________________________________________
Challenges Facing Families (1)

Families will not know for

: ) certain what the new setting is
frightening prospect for the I what was supposed to happen

young people and their Summer of the final school when their son or daughter left

families. : education*
year, sometimes later.

Leaving a special school is a 4 in 5 parents did not know

Young people and families must

think about the post-19 options *Statistic from Together
long before they know what Trust/National Star survey for
funding will be available to 304 parents and carers of

them, or what the availability children with SEND, Feb 2024.
of places will be.
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Challenges Facing Families (2)

Even where funding is
agreed, within the correct
time frames, it is not a ‘given’
that the young person will
get the placement that they
want.

Changes to staff involved in
external support services is a
barrier for parents.

Understanding the funding
systems is difficult.

While a Personal Health
Budget may be granted,
finding staff with the skills
and availability to support in
the home is an ongoing
problem.

There are emotional
Families are already under pressures for parents who
stress caring for their are getting to know their
severely disabled child. child as they grow into a
young adult.




e
Successful Transition

« Keeps the young person at
the centre

. tI_Ensures parents are listened
0

« Involves services working
together

*The Social Care Institute for Excellence
(SCIE) Care Act 2014 - section titled
Transition from Childhood to Adulthood.



Achieving Successful Transition

Practitioners need:

Knowledge of complex neurodisabilities

Knowledge of Transition and Future Placement Planning

Knowledge of the statutory guidance (e.g. SEND Code of Practice 2015)
Insight into the difficulties faced by young people, parents, and families

Understanding of, and belief in, the need to keep the young person at the

heart of all planning

Later, I will go through recommendations for practice.



________________________________________
Chailey Heritage Foundation

« Complex neurodisabilities,
cerebral palsy, sensory
impairments, PMLD, PMBL,
wheelchair users, non-
verbal

« FPP discussions start from
Year 9 onwards

« EHCP ends when education
placement finishes -
unless continuing to a
Specialist College




Transition to Adult Services at CHF

Options for our school
leavers:

« Specialist College
« Residential Care Home

« Futures - the post-19
residential provision at
Chailey

« The Activity Place/Hub
(part of Futures) for
daytime activities

« Community activities




Transition to Adult Services at CHF

What we provide:

* Information, advice and guidance

* Regular multi agency meetings

* Peer support opportunities

* Improved internal response systems
* Direct support for Young People

e Collaboration with new teams




Transition
to Adult
Services at
Chailey
Heritage
Foundation

Parent & Carers
Breakfast Events

Join with other parents & carers to learn

about trangitions and the cupport on offer

Friday 17th October 2025 10am - 12noon
'Help, I've Got a Teenager!'

Thursday 19th March 2026 10am - 12.30pm
'A Beginner’s Guide to Life After Chailey'

W/C 11th May 2026 10am - 12.30pm

‘NHS Continuing Healthcare - everything you need to know'

Register your place by scanning the QR code or
contacting the reception team at office@chf.org.uk

Scan here
to register

Chailey
Heritage
Foundation



e
Support with NHS Continuing Care &

Healthcare™

« Some of the children here will be assessed for NHS Continuing Care - additional
NHS care for children that is not means tested

« This can be used to fund a care package at home, usually through a Personal
Health Budget.

« Before they reach 18, some young people will be assessed for NHS Continuing
Healthcare.

« This care can be provided in a range of settings. It can fund home care, or in
thedcommunity, or cover residential home fees - again, via a Personal Health
Budget.

« If a child has received Continuing Care funding as a child, this does not mean
that they are more likely to receive adults’ Continuing Healthcare funding.

*All-Age Continuing Care



Support with NHS Continuing Care &
Healthcare*

. To be eligible for CHC, an assessment must take place.

. This needs a lot of information from parents and practitioners who know the young
person well.

. We offer support and information to parents about the process.

. With consent, we provide the CHC Nurse Assessor with comprehensive and up to date
reports about the young person’s health, education, and care needs in preparation.

. We give the CHC Nurse Assessor the names and contact details of the key professionals
who work with the young person and ask that they invite them to the assessment.

. We employ a Family Liaison Worker to attend and support throughout.
. We support parents who are appealing a CHC decision.

*All-Age Continuing Care



-
The Future

Reports and relevant legislation:

. SEND Code of Practice (2015) statutory guidance from the DfE

. Children’s Transition to Health Services - June 2014 Care Quality
Commission ‘From the Pond into the Sea’

. 2023 Healthcare Quality Improvement Partnership ‘The
Inbetweeners’

. The All-Party Parliamentary Group on Cerebral Palsy - October
2022 'Growing up: the transition from childhood to adulthood’

. Transitions to Adulthood for Disabled Youn% People - National
Star College and Together Trust charity 2024 ‘What Comes After
Education?’

. The Social Care Institute for Excellence (SCIE) Care Act 2014 -
section titled Transition from Childhood to Adulthood

. Dept of Health Care and Support Statutory Guidance issued under
Care Act 2014, Section 16, 'Transition to Adult Care and Support’

. Mental Capacity (Amendment) Act 2019 Department of Health
and Social Care

'The widely held view expressed by the community active
in this area was that expected standards of care were
going unmet’ (Inbetweeners P.6. 2023)



T
The Future

Common themes within all the recommendations and statutory guidance for successful
transition.

Many of these are things that we can support within our practice.
* Keep the Young Person at the heart of all planning.

. Youn% People and their families should be empowered to become self-advocates for
their lite needs.

* Effective joint working across all services involved is essential.
* Transition planning must start at an early age.

* Each YP and their family must have a dedicated lead professional to work with
throughout the transition to adulthood.

* Transition into adult services should be in the job plan for all members of the team.



***

o Chailey
Heritage
Foundation

pursuing potential

Thank you


http://www.chf.org.uk/
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