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Time Duration Topic Presenter
16:00 7 mins Welcome Ilora Finlay

National Mental Capacity Forum
16:07 7 mins Growing into (legal) adulthood Alex Ruck Keene

Barrister
16:14 7 mins Issues faced by parents of autistic children during 

transition
Tim Nicholls

National Autistic Society
16:21 7 mins Young people, mental capacity, and deprivation of 

liberty
Martin Sexton and 

Suzanne Jankowski

Salford Adult Services

16:28 7 mins Transition for people with learning disability and 
medical complexity

Prof. Irene Tuffrey-Wijne

Intellectual Disability & Palliative Care

Dr Jo Elverson

PCPLD Network
16:35 7 mins Building Relationships Rachel Taylor 

Ty Gobaith  (Hope House)

16:42 10 mins Managing money Caroline Bielanska

Solicitor/consultant
16:52 5 min Closing remarks Ilora Finlay



Who registered

Professional Other Parent Parent and professional Professional  and other



What you told us are big issues
• Legal frameworks – confusion / complex / no legal support / 

paperwork 
• Poor understanding of the MCA amongst children services and parents
• DoLS and overly restrictive practices 

• Loss of parental responsibility for decision making
• Parents consent -> supported decisions making 
• Conflict with parents
• Parents not prepared for loss of responsibility 

• Autonomy of the young person 
• Support 



Transitioning between services 
• Many differences 

• Paediatrics -> Multiple adult services 
• CAMHS perspective differs from AMHS
• Support at home differs
• Less support 

• Services don’t communicate well 
• Lack of planning
• Lack of services 



Complex adult decisions 
• Accommodation
• Finances
• Education / employment
• Sex and relationships - ? Marriage

• Avoiding:
• Risk
• Exploitation / grooming 



Resources ? 
• Very few resources available
• Family not understanding the law / consent / 

• Health care treatment refusal / consent 
• Mental health and autism

• Poor planning at every level
• Discrimination 
• More rights as an adult 



Growing into (legal) 
adulthood Alex Ruck Keene

Barrister, 39 Essex 
Chambers



16/17 year olds 

Image reproduced with thanks to Cara Holland at 
Graphicchange (@graphichange)



Turning 18 

•What does it mean to be an adult in law? 

•Why does it matter that the law does not make 
exceptions for those who have cognitive impairments? 



Issues faced by parents of autistic children during 
transition

Tim Nicholls

Head of Policy, Public Affairs & Research Partnerships

National Autistic Society



people who have gone through the 
transition to adults’ services say 
they were fully involved.

had enough time to prepare for the
transition to adulthood.

said they were properly supported 
through transition to adulthood.

Autism is a spectrum – and decisions on capacity are individual.

At transition, our Autism Act, 10 Years On inquiry with the APPGA found:

This can leave parents feeling confused, in 
the dark and having to fight to get their 
autistic child support.

We think there should be clear transition 
protocols that should be followed. Until 
then…



Things to remember:

• Autism Act statutory guidance builds on the Children and Families Act:
• Planning should start from Year 9.
• Health bodies must get involved and secure provision in EHC Plan.
• https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachmen

t_data/file/422338/autism-guidance.pdf

• Not all the cut off points are the same:
• MCA – 16
• DoLS – 18 (this will change to 16 when Liberty Protection Safeguards come in)
• EHC Plans – up to 25

• You might consider “deputyship”
• Financial 
• Welfare

• The National Autistic Society Transition Support Helpline is here to help
• https://www.autism.org.uk/what-we-do/help-and-support/transition-support-service

https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/422338/autism-guidance.pdf
https://www.autism.org.uk/what-we-do/help-and-support/transition-support-service


Young people, mental capacity, and 
deprivation of liberty
Presentation to National Mental Capacity Forum
June 2021



What’s happening in Salford
• MCA/DOLS team training for children’s services: 

Safeguarding/IRO/CwD/SEN/Leaving Care
• Case discussions between MCA/DOLS team and 

CwD/Leaving Care
• Pathways being developed for decision-

making/DoL 0-16 and 16+
• Legal panel in children’s services now looks at 

capacity/DoL issues, chaired by PSW
• Transition policy being revised with input from 

MCA/DOLS team
• Children’s services attend LPS steering group



What we’ve learned
• Start where you are – build on whatever relationships are in place – it 

takes time!
• “How can it infringe P’s human rights if it’s in P’s best interests?” – can 

transfer learning from adults’ services re: less restrictive options
• Lots of concern over young people with capacity but at risk from 

‘county lines’, CSE etc – focus on capacity/DoL helps to identify the 
right questions

• Not just an issue for social care – need to involve schools and SEN 
professionals as well



Action webinar 2

Transition for people with learning 
disability and medical complexity

Dr Jo Elverson
Consultant in Palliative Medicine at St Oswald’s Hospice 

and Great North Children’s Hospital, Newcastle upon Tyne

Association of Palliative Medicine Transition forum chair
Member of PCPLD Specialist Advisory Group

Prof Irene Tuffrey-Wijne
Professor of Intellectual Disability & Palliative Care, 
Kingston & St George’s University of London

Trustee and founder member, PCPLD Network



Rachel Taylor
Transition Nurse

Building Relationships





Managing money

• Supporting the person to manage their own money 
•DWP Appointee
• Financial Deputy 
• Single order from Court of Protection
•Property and Financial Affairs Lasting Power of 

Attorney



Myth busting 
guide



Resources

https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attach
ment_data/file/422338/autism-guidance.pdf

https://www.autism.org.uk/what-we-do/help-and-support/transition-support-service

https://www.choicesupport.org.uk/about-us/what-we-do/supported-loving

https://www.researchinpractice.org.uk/all/publications/2020/march/deprivation-of-
liberty-and-16-17-year-olds-practice-guide-2020

https://www.39essex.com/mental-capacity-guidance-note-capacity-assessment-
may-2021

https://www.rcslt.org/get-involved/building-back-better-speech-and-language-
therapy-services-after-covid-19

https://autonomy.essex.ac.uk/covid-19/rapid-response-webinars

https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/422338/autism-guidance.pdf
https://www.autism.org.uk/what-we-do/help-and-support/transition-support-service
https://www.choicesupport.org.uk/about-us/what-we-do/supported-loving
https://www.researchinpractice.org.uk/all/publications/2020/march/deprivation-of-liberty-and-16-17-year-olds-practice-guide-2020
https://www.39essex.com/mental-capacity-guidance-note-capacity-assessment-may-2021
https://www.rcslt.org/get-involved/building-back-better-speech-and-language-therapy-services-after-covid-19
https://autonomy.essex.ac.uk/covid-19/rapid-response-webinars



