
A guide to the 
process and 
what to expect

TRANSITIONS



This booklet has been designed in collaboration with 
some of our young people and their families who 
have gone through the transition process into adult 
services.

Transition is the process whereby you move from 
children’s services into adult services. It can 
be complex and time consuming but with the 
right preparation and involvement from the right 
professionals, it can run smoothly. 

All the national policies and research point to lack of 
information as a major problem for young people and 
their families. 



This leaflet aims to highlight some 
of the key areas of consideration 
for the future including:
3	 What support Claire House 
	 can offer.

3	 Who you might want to involve 	
	 in your transition plan.

3	 What the plan could or might 	
	 look like.

3	 Consideration for any future 	
	 dreams or wishes for the 
 	 young person or their family.

young adult coordinator: 

Andy Curtis
Andrew.curtis@clairehouse.org.uk
Work Mob: 07860 438036

Specialist palliative care nurse and 
clinical lead for young adults: 

Louise smith
Louise.smith@clairehouse.org.uk 
Work Mob: 07850 002683

the TEAM

3	 How parental responsibility 		
	 changes at 16 and 18 

3	 Advocacy

3	 Consent and capacity 

3	 Signposting to other  
	 relevant services.

3	 Useful websites and organisations.



Support transition 
into adult services at 18

Advice and support around 
consent and mental capacity.

Safeguarding 
advice And support

•	 Health – funding meetings, signposting to the right 		
	 services and professional

•	 Education – college, university, courses

•	 Social – day services, social groups, adolescent weekends 	
	 at Claire House

•	 What happens post 18, with parental responsibility

•	 How this all works at Claire House

•	 Where do parents fit in with the legal changes and their 	
	 role in decision making process

•	 Adult safeguarding lead.

•	 Over see’s all deprivation of liberty safeguard (DoLS) applications.



A good transition plan should start at 14, it should be reviewed every 
year and where possible, it should have the young person at the 
centre for all decision making.

The plan should include all those professionals who are already 
involved in the care of the young person and over time some of the 
professionals who may be involved in the future. Some conditions 
already have pre-existing transition pathways between children’s and 
adult services (epilepsy, cystic fibrosis & cardiac).

The Plan

People who 
could be 
involved 
include:

The YOUNG PERSON themselves 
(where appropriate)

Family/friends

Social Worker

Community nurse
Claire House staff

Advocacy services

Education (teacher/ 	 transitions coordinator)

Specialist consultant 
(neurology/ 
respiratory)

Physiotherapist/ 
	 Occupational Therapist

Paediatric consultant

GP



What the plan 
might look like?

listen to the young person to get their 
consent for any decisions, parents can still 
be involved and should be encouraged 
to do so, but the final decision should lie 
with the young person. 

When a young person is assessed as 
lacking the mental capacity to make 
decisions (the same process we do 
at Claire House at the start of every 
respite stay), all decisions are made 
jointly between those who know the 
young person. This is called a best 
interest decision, as it is always done 
in the “best interests” of the individual, 
making sure to not discriminate or 
make judgements or assumptions about 
another person’s quality of life and 
decisions about their care. 

It’s very important to try and capture all 
the dreams and wishes for the young 
person and their family. Using person 
centred techniques we can look at 
what’s important to the young person 
and what’s important for the young 
person, which people are important 
to them, how best to support them or 
what aspects of their care does and 
doesn’t work. 
 
The more we think about our future, the 
more we can dream big and hopefully 
achieve good outcomes and a positive 
result in adult services.

Young people have a lot more freedom 
once they turn sixteen. Professionals 
from all services have a duty of care to 



We take our work around consent and 
capacity very seriously at Claire House, 
we aim to empower and promote each 
young person’s voice so they have as 
much control over their own lives as 
possible.

If you are 16 or over and we have no 
reason to suspect an impairment of the 
mind or brain (a learning disability or 
brain injury), we will help you to have 
all the information you need to be able 
to make the right decision for you as 
your own person. Once you turn 16 and 
become a proper young adult, we put 
the responsibility on you to know your 
care plans, understand your medications 
and to feel comfortable and confident in 
your decision making.

For those who we suspect to have 
an impairment of the mind or brain, 
we take a slightly different approach. 
We understand and value that each 
individual will have different levels of 
understanding around certain subjects. 
At every opportunity we will promote 
individual choice and control, so basic 
choices around what someone may want 
to wear or eat or do are still under their 
own control. 

For the bigger decisions we rely on 
understanding and implementing the 
mental capacity act (2005). This law 
and process helps us to support all our 
young adults, whatever their level of 
understanding (capacity).

Consent & Capacity
This approach champions the individual 
at the centre of decision making and 
allows us to really get to know our 
young adult patients. We involve family, 
friends and carers as much as possible 
if the individual does not have enough 
understanding to make the decision in 
question. 

We routinely do this on every admission 
for all over 16’s as we need to gain 
consent for them to stay with us at the 
hospice and consent for the safety 
measures we have in place (e.g. locked 
doors at night). We know it seems 
obvious but we have to make sure that 
no one is ever deprived of their human 
rights as a free individual.  

This work also ties in with the legal 
change that parents go through as their 
child turns 18 parents lose their parental 
responsibility status. This can mean 
many different things to each person 
but for a lot of our Claire House families 
it can be a scary or anxious time. Your 
vulnerable young adult with complex 
health needs and limited to no speech 
will still need someone to speak up for 
them, to support them in their future and 
to help them with the big decisions that 
come about during young adulthood.

The young adult coordinator is more than 
happy to discuss these changes with any 
young person or Family member if you 
would like further information regarding 
these changes.



1st principle: 

2nd principle: 

3rd principle: 

Assume a person has Capacity unless proved otherwise 
– no one should ever be treated like they don’t have capacity just 
because they look a certain way or behave in a certain way. We 
should always be in charge of our own lives wherever possible.

Do not treat people as incapable of making a decision 
unless all practicable steps have been tried to help them
- all possible attempts should be made to allow someone to 
understand or be fully involved in a decision about their own lives, 
either by use of interpreters, sign language or any of the many 
other communication tools.

A person should not be treated as incapable of making a 
decision because their decision may seem unwise
- we all have the right to make unwise choices and decisions we 
are responsible for ourselves and no one else should question our 
own level of understanding just because they don’t agree with the 
choices and decisions we want to make.



4th principle: 

5th principle: 

Always do things or take decisions for people without 
capacity in their best interests
- once it has been assessed and agreed that someone does indeed 
lack the capacity to make a certain decision, this decision should 
then be taken by both those who know the person really well and 
those responsible for the care or treatment of the person.

Before doing something to someone or making a decision 
on their behalf, consider whether the outcome could be 
achieved in a less restrictive way
- so you’ve assessed someone as lacking capacity for a specific 
decision and those who know and care for the person make the 
decision in their best interests, those making the decision have to 
make sure that the result of the decision does not unintentionally 
cause harm or create unnecessary control of
the life of the person at the centre.



Useful web links 
for additional information
This website has additional information 
on the respect document plus an easy 
read version if needed.

www.respectprocess.org.uk 

This website has lots of useful 
information on parental rights and 
issues around consent and capacity.

www.myadultstillmychild.co.uk 

This website has loads of relevant 
information on transitions in general 
with lots of good information good 
practice and what you should expect 
during the transition process.

www.togetherforshortlives.org.uk 
 

These two websites have lots of 
information about the national standards 
for transitions and what young people 
and families should receive for a safe and 
well managed transition.

www.nice.org.uk/guidance/ng43 

www.cqc.org.uk/sites/default/files/
CQC_Transition%20Report.pdf
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