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As part of the All-Party Parliamentary Group on 
Cerebral Palsy’s ongoing work on examining cerebral 
palsy as a lifelong condition, we are pleased to 
present our fourth report, looking into the transition to 
adulthood.

Over the course of our work to date, the APPG has 
heard evidence from young people, who sadly report 
a general lack of detailed planning for their transition, 
ignorance about their condition, and often a lack of 
common sense from those whose role it is to support 
their transition and inclusion in their post-18 settings.

The importance of this topic is underlined by figures 
from the Northern Ireland Cerebral Palsy Register 
(NIcerebral palsyR) that 96% of children with cerebral 
palsy survive to adulthood and will require transition to 
adult services.

There is a clear demand for support services to help 
those living with cerebral palsy in their transition to 
adulthood. The online community, cerebral palsy Adult 
Advice UK, made the following submission to us:

‘We have been totally overwhelmed by the number of 
adults joining our group looking for help because they 
have no idea where to start […] we have been inundated 
by members seeking help – help that we are not 
equipped to direct them to, because it simply doesn’t 
exist.’

One young person with cerebral palsy told us: “I have 
to be the educator and advisor – there is still too much 
ignorance at every turn and an immediate assumption of 
my mental incapacity”.

The APPG has heard that the behaviours and attitudes 
of others around young people with cerebral palsy 
continue to be influenced by misconceptions and are 
often seen as patronising.

Our work in this area has proven to be the most 
emotive that the APPG has undertaken to date. 
Through the voices, we have heard and the words 
we have read, we have experienced the thwarted 
ambitions of many members of the cerebral palsy 
community, but also a common thread of indomitability 
and an all-too human desire to make the best of 
themselves. To ensure their aspirations to lead full 
lives can be enabled, we believe that there must be 
a fundamental re-design of the services, rights and 
processes involved in their transition to adulthood.

The consequence is failings, at both an individual and 
systemic level, of those needed to support, equip 
and prepare young people with cerebral palsy as they 
move into adulthood, and for not fully understanding 
the day-to-day challenges which they will experience. 
More often, the biggest failure is that these people and 
systems do not exist at all.

Another young person living with cerebral palsy 
experienced what he felt was unacceptable 
incompetence from the disability advisor at his 
university. He told the APPG: 

“I was exhausted by the burden of co-ordination I had to 
do because of the lack of intelligent, solution focussed 
support for my inclusion. I spent most of my life co-
ordinating all of this myself so I didn’t have the same 
experience of student life as my peers”.

Equally, there are other young people with cerebral 
palsy with more positive experiences. One young 
person lauded her specialist independent residential 
school, Treloar School and College, in its preparation for 
her to successfully transition to university by enabling 
her to learn essential independence skills such as meal 
preparation, laundry, budgeting and self-advocacy.

In this report, the APPG on Cerebral Palsy wants to 
shine a light on both the successes and failings of 
systems in place, to ensure that those living with 
cerebral palsy across the United Kingdom can expect 
excellent services wherever they live.  We hope 
for a candid and constructive discussion with the 
Government and key decision-makers on how things 
must change to transform the life chances of young 
people with cerebral palsy.

The existing legislative framework is disconnected, 
fragmentary and does not account for cerebral palsy 
as a condition in its own right. This must change and 
we set out an important step towards this with our 
proposed Access to Education, Employment Rights 
and Training Opportunities (AEERT) Bill.

The key to a successful transition to adulthood 
for young people with cerebral palsy lies in a 
comprehensive appraisal of their future goals and the 
support they will need to achieve these which may 
go far beyond the support required for non-disabled 
students. Without this, all attempts at interventions and 
support to help them to navigate this formative period 
of life are destined to fail.

Introduction
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These assessments must inevitably begin in education 
settings. Due to the diverse and inter-related motor, 
postural, sensory, perceptual, communication, health 
and self-care challenges of cerebral palsy, schools 
should ensure that the educational curriculum and 
provision they offer young people with the condition 
looks beyond purely academic learning to prepare the 
young person for a successful transition to adult life.

When it comes to planning for their future, no one 
knows better about what a young person with cerebral 
palsy needs when planning for transition to adulthood 
than the young person themselves. 

We know that many young people with cerebral palsy 
will have challenges with expressive communication 
and often experience being intentionally or 
unintentionally “spoken for” or patronised during the 
decision-making process. It is essential therefore 
that every effort is given to providing effective 
communication strategies and partners so that the 
young person is given every opportunity to express 
their opinion and wishes. 

There are many components to a successful transition 
that we examine in this report.

One such component, critical meetings at periods of 
transition, often require a high level of pre-planning and 
preparation to ensure that the young person’s voice 
is properly heard. These can be supplemented by a 
‘Personal Portfolio’, either physical or digital, in which 

the young person could prepare in advance with the 
help of parents, teachers and therapists and which 
contains the young person’s view of their aspirations, 
abilities with examples of achievements, strengths, 
details of practical, personal and learning needs and 
challenges. This would be a practical tool that would 
assist all those involved in planning and providing for 
the future. 

In addition, we also look at the use of assistive 
technology (AT) and alternative & augmentative 
communication (AAC) strategies in helping the young 
person to communicate for themselves or to feel 
comfortable having a trusted individual such as a 
parent or professional to help them communicate their 
views and to advocate for them.

Finally, on a personal note, this subject and all 
of those covered by this APPG are very close to 
both of our hearts.  It is our earnest hope that the 
recommendations in this report will be picked up and 
acted upon, as we strive to help those with cerebral 
palsy and their families to live full and happy lives.

We would like to invite you to work with us to keep 
improving cerebral palsy provision for the better by 
engaging with Ministers on our recommendations. 
If you would like more information about our work, 
please email the Secretariat at: 
CerebralPalsyAPPG@connectpa.co.uk for more 
information.

With best wishes,

mailto:CerebralPalsyAPPG%40connectpa.co.uk?subject=
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An Access to Education, Employment Rights and Training Opportunities (AEERT) Bill 
should be brought forward in the next King’s Speech to open education, employment 
and training opportunities to all of those living with cerebral palsy and other lifelong, 
chronic, fluctuating conditions.

Every young person with cerebral palsy must have in place a roadmap for their 
transition to adulthood which should include their education, health and care needs.

Each child and young person with cerebral palsy and their family must have a 
dedicated lead professional to act as an advocate, co-ordinator and support from the 
point of diagnosis through to the completion of their transition to adulthood.

Young people with cerebral palsy and their families should be empowered to 
become self-advocates for their conditions and life needs through their transition to 
adulthood with full oversight of a dedicated care plan that determines which services 
and support they need.

Each integrated care system must enhance the empowerment of young people living 
with cerebral palsy by creating dedicated budgets for the individual to access the 
necessary resources and services from the public, independent and voluntary sectors 
to prevent the deterioration of their health and wellbeing in adulthood.

Every integrated care system in England should create new regional hubs of 
specialisms for those living with cerebral palsy hosting multi-disciplinary teams 
bringing together experts from the public, independent and voluntary sectors. These 
hubs would have a specific focus on upskilling, training and recruiting specialist 
therapists and clinical practitioners.

Local SEND partnerships must have condition specific experts, including for cerebral 
palsy.

The Government should make available investment in high quality healthcare, 
therapy and education to unleash the potential of young people with cerebral palsy 
which, in turn, will reduce future costs in adulthood incurred by those living with the 
condition.

Dedicated healthcare transition care pathways for young people with cerebral palsy, 
alongside a dedicated adult service for the condition should be in place in all nations 
of the UK.

Work being undertaken on the Cerebral Palsy Integrated Pathway (CPIP) must be 
upscaled to create Cerebral Palsy Registers in every part of the UK.

Summary of key 
recommendations
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I have learnt through grit and determination to exist and 
thrive in the able-bodied world.”
Sarah Cooper, an adult living with cerebral palsy“
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An Access to Education, 
Employment Rights and Training 
Opportunities (AEERT) Bill

There are huge systemic and structural problems with the 
systems as they are currently organised.”
Julian Ingle and Teresa Matthewson, parents of a severely disabled 
young adult with cerebral palsy“

Throughout this inquiry, the single biggest factor 
identified by evidence given to the APPG is the 
ineffective nature of the current legislative framework 
and its implementation in accounting for the needs of 
the young people with cerebral palsy transitioning to 
adulthood and ensuring sufficient provision.

We must also acknowledge how the systemic poor 
handling of the transition to adulthood affects the life 
chances and economic prospects of those living with 
cerebral palsy.

Analysis from the disability charity, Scope, of the 
Understanding Society dataset showed that members 
of the cerebral palsy community were among those 
who are more than twice as likely to report poverty 
income and face problems whilst paying household 
bills, three times more likely to experience financial 
difficulty, and four times more likely to experience food 
poverty.

With the cost of living rising as we move towards 2023, 
due to increased energy bills, and the UK economy 
projected to tip back into recession before the end of 
2022, it is more important than ever that adults living 
with cerebral palsy are afforded every opportunity 
to find secure, well-paid work.  Better retention for 
disabled employees is needed to address both the 
employment needs of the cerebral palsy community 
and the wider disability employment gap. Every year, 
for every 100 disabled people who enter the workplace, 
on average, 118 leave.

In their evidence to the APPG, IPSEA stated that in their 
view:

‘Failure to achieve a smooth transition [to adulthood] 
nearly always stems from a failure by local authorities, 
education settings, health services and social care 
services to follow the law. If the law is properly applied, 
then successful and well-planned transitions should be 
the norm.’

Sharon and Antony King, parents of a young person 
with cerebral palsy in Kent, provided a stark reminder 
of the reality on the ground in many areas when they 
highlighted that many local authorities do not adhere 
to SEND legislation and there appeared to be no 
accountability.

They elaborated:

‘It would be great if local authority staff adhered to 
statutory guidelines and issued EHCPs on time. Our 
transition EHCPs this year was six weeks late, despite us 
chasing. There were no disagreements about anything 
within the document, so there was no excuse for any 
delay and the anxiety that this caused our son.’

The weight of evidence received by the APPG as 
part of our inquiry leads us to conclude that the law 
is not being properly applied across the board. The 
disparate nature of providers necessary for a smooth 
transition, the underfunding of local authorities since 
2010 and the clear variations in the quality of provision 
necessitate a renewed focus from central government.
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This is supported by evidence given to the APPG from 
the Business Disability Forum which said: 

‘We need to ensure policy-making embeds a ‘whole life’ 
and ‘lifelong’ approach to interventions […] merely ‘joining 
up’ one policy area where another ‘left off’ is not enough, 
as this approach does not provide a robust enough 
understanding and removing of ‘whole life’ barriers.’

It is the view of this APPG that the empowerment 
of access to education, employment and training 
opportunities can only be achieved by an overhaul 
of existing legislation.  There is no hierarchy of need 
when it comes to opening access to education, 
employment, and training opportunities, but we must 
be honest about where the existing legislative and 
policy framework has consistently failed those living 
with cerebral palsy.

Our Officer, Baroness Stephanie Fraser of Craigmaddie, 
and Chief Executive of Cerebral Palsy Scotland, 
highlighted the potential for legislative change 
happening in Scotland with the Disabled Children and 
Young People (Transitions to Adulthood) Bill presently 
before the Scottish Parliament. The Bill would require:

• the Scottish Government to have a strategy 
explaining how they are going to improve 
opportunities for disabled children and young 
people.

• a Scottish Government minister to oversee 
improving opportunities for disabled children and 
young people moving into adulthood.

• local authorities to have plans for each disabled 
child and young person as they move into 
adulthood.

This Bill follows on from a public consultation, which 
ran from October 2019 to January 2020, and highlighted 
the following issues in Scotland:

• Confirmation of the dissatisfaction felt by children 
and young people with disabilities during their 
transition to adult services. Planning, if it happens at 
all, is too little and too late.

• There is an inconsistent approach by statutory 
services to planning for the transition from 
children to adult services. Different services do not 
necessarily co-ordinate and people with cerebral 
palsy do not feel that they are at the centre of the 
planning process.

• Families find it challenging to go from dealing with 
one paediatrician to having to navigate a range 
of services and clinicians. (Other neurological 
conditions have a clinical nurse specialist to direct 
clinical care in adult services).

• Concern regarding low employment rates for 
disabled people (low expectations for what comes 
next). The Usual Place describes a “poverty of 
expectation and ambition for young disabled 
people leaving school”.

• Funding: There is a fear that expectations cannot 
be met within existing resources available to 
individuals.

• There is support for creating a statutory right to a 
transitions plan and this should be accompanied by 
ministerial accountability.

The Bill outlined before the Scottish Parliament is 
intended to address the lack of Scottish transition-
specific quality standards, whereas these are in place in 
England and Wales. 

We urge the Scottish Government to adopt the 
Disabled Children and Young People (Transitions to 
Adulthood) Bill as soon as possible.

The APPG also agrees with the broader point 
highlighted by Baroness Fraser and cerebral palsy 
Scotland about the potential for legislative change 
and has formulated our own proposals to apply to 
England.

The purpose of seeking legislative change is to 
transform the experience of young people living with 
cerebral palsy who are looking to make the most of the 
opportunities life has to offer them. The predicament 
was encapsulated by Alessandra Norman, a young 
woman living with cerebral palsy in Wales, who told us:

‘I feel my cerebral palsy can be a problem/barrier for 
potential employers. This depends on various things and 
this can include lack of knowledge about cerebral palsy, 
not employing staff with disabilities, minimal support 
from management when starting role and or completing 
certain tasks.’ 

Luke Edwards, an 18-year-old with cerebral palsy 
living in East London described the barriers he had 
encountered in seeking work, including his belief ‘that 
many employers would not give him a chance due to the 
adaptions that would be required for him to work’.

Another frustrated parent told us there needed to be a 
focus on the real needs of people to address the ‘inept’ 
care provided by many local authorities.

The proposed legislation intends to create what Dr. 
Peter Boyle from the University of Brighton describes 
as ‘new youth-centred, rights and strengths-based 
transition services’ for young adults living with cerebral 
palsy.

https://www.parliament.scot/bills-and-laws/bills/disabled-children-and-young-people-transitions-to-adulthood-scotland-bill
https://www.parliament.scot/bills-and-laws/bills/disabled-children-and-young-people-transitions-to-adulthood-scotland-bill
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Beth Moulam, an adult with cerebral palsy, explains 
what this entails on a practical level in her submission 
on ‘equal high level additional support’ and discusses 
what young people with cerebral palsy should receive 
as they move out of school. Ms. Moulam believes these 
should cover comprehensive training covering finances, 
benefits, rights, essential life skills, communication 
skills, leadership skills and managing their own specific 
needs on an ongoing basis.

The legislative change could also address issues 
identified in the preliminary research findings from 
the Ignition study on the experience of transition from 
child-centred to adult-orientated health care for young 
people with cerebral palsy in the Republic of Ireland, 
which included:

• Young people defined adulthood as the capacity 
to form social networks, establish meaningful 
roles within educational and vocational settings 
and exploration of living options outside the family 
home.

I had to leave college when I was 21 as they would only let me 
stay three years, even though I wanted to carry on learning and 
take more courses. They said they didn’t have enough space to 
let students take more courses […] I wanted to learn and I was 
still working on my life skills and independence skills but I had 
to leave.
Theodore Barnard-Edwards, a young adult living with cerebral palsy

“

• Challenges to achieving enhanced adult roles 
included low community integration, limited 
accessible housing stock, leisure activities, and 
limited employment options and vocational 
support.

• Supporting aspirations that align with the young 
person’s strengths or interests requires support and 
preparation from health professionals, educators, 
parents, peers and the wider society.

Too many young people with cerebral palsy are seeing 
the opportunities that should be available to them 
as they transition into adulthood cut off by a lack of 
suitable places in their local areas. The APPG wants 
to open up access to education, employment and 
training.
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In line with the recommendations of the Ignition 
study, an Access to Education, Employment Rights 
and Training Opportunities (AEERT) Bill should be 
brought forward in the next King’s Speech to open 
education, employment and training prospects to 
those living with cerebral palsy. The provisions of the 
Bill would include:

• The extension of education, health and care plans 
(EHCPs) up to 25 years of age, alongside a right to 
access education and training placements free of 
charge until that same age.

• Strengthening the right to flexible working to 
make it the default position for all employers 
to offer reasonable adjustments for those with 
cerebral palsy.

• Bringing together and enhancing statutory 
guidance on SEND and EHCPs with the option to 
impose sanctions for local authorities who do not 
follow the legislation.

• Empowering employers, education and training 
providers to conduct occupational therapy 
assessments of the needs of prospective 
employees during interviews or assessment 
processes to ascertain the adjustments and 
support needs, especially for those with complex 
conditions, such as cerebral palsy.

• Supporting employers, education and training 
providers to provide a dedicated point of contact 
and support for those with disabilities during any 
employment, education or course to champion 
their needs.

• Creating the ability for new or existing education 
and training establishments to specialise in 
providing education and training opportunities for 
those living with cerebral palsy.

• Ensuring that those with complex and evolving 
conditions, such as cerebral palsy, have access to 
reviews at least every six months with their lead 
professional.

• Creating a new right to meeting mobility needs 
for those with conditions that limit movement, 
such as cerebral palsy, by expanding the Access 
to Work scheme to allow access to transport 
solutions, including providing a dedicated 
driver or access to private hire vehicles to open 
access to education, employment and training 
opportunities where remote working is not 
possible. This would also extend a new legal 
duty to public transport authorities to improve 
accessibility across their networks.

• Provision of specialist training for those giving 
career advice for those living with physical 
disabilities arising from cerebral palsy to ensure 
their ambitions and specific needs can be met 
and not conflated with those who have learning 
disabilities.

The right to meeting mobility needs proposed in the 
AEERT Bill is based on calls from groups such as the 
British Academy of Childhood Disability, who called for 
‘ease of access to transport to higher education facilities 
for those with mobility issues or for those more physically 
disabled, improving accessibility of public transport or 
taxi provision’.

Additionally, central government should also work 
with public transport authorities and urban transport 
authorities to improve mobility across their networks. 
Mr. Edwards, an East London resident, described the 
challenges he faces in seeking to navigate Transport 
for London’s network in his wheelchair across the 
Underground, Overground, buses and other modes of 
transport, in addition to uneven and poorly maintained 
pavements. 

Even the newest public transportation infrastructure 
does not fulfil the accessibility criteria required 
for those with cerebral palsy to participate in job, 
education, and training opportunities. Manor Park, 
Woolwich, Canary Wharf, and Whitechapel stations 
on the Elizabeth Line have no accessible or disabled 
toilets at platform level, although Woolwich, and 
Canary Wharf have.

The APPG is calling on the Government to prioritise 
additional funding to public transport authorities to 
improve accessibility across their networks in both 
urban and rural areas.

All I hear is the word 
‘transition’.”
Parent of a young person 
with cerebral palsy“
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Opening access to education, 
employment and training

The future is most definitely accessible and universities/schools 
that are not on board with this are trailing behind.”
Nicola Sheehan, a HE/FE professional with lived experience of cerebral 
palsy“

In their submission to the APPG, the complex disability 
needs charity, the Chailey Heritage Foundation (CHF), 
outlined how the last 12 months have been difficult 
for young people with cerebral palsy. A shortage of 
places in residential homes and specialist colleagues 
has had a significant impact, in terms of uncertainty, 
disappointment and a lack of choice. 

To open access to education, employment and 
training opportunities, the APPG recommends that 
every young person with cerebral palsy must have in 
place a roadmap for their transition to adulthood. 

Planning and co-production of a roadmap for transition 
must start by Year 10 or by the age of 15 at the latest.  
Many organisations, such as Up – The Adult Cerebral 
Palsy Movement, advocate this starting even earlier, 
such as at the beginning of secondary school age (Year 
7).  There are ample reasons to consider this, and we 
have settled on the age of 15 as the latest planning 
for adult transition should be commenced to ensure a 
smooth transition into adulthood.

The roadmap would be co-produced by the young 
person, their family with extensive input from 
education, therapy, health and social care team, local 
authority staff with responsibility for maintaining their 
EHCPs and personnel from the post 16-18 education, 
training or employment settings to which the young 
person may move on to. 

A further concern is what happens when the young 
person moves on from college or university – another 
cliff-edge for young people with cerebral palsy. The 
roadmap must therefore extend well into their adult 
years and detail the practical support and information 
the young person will require to access their chosen 
career or path. Our proposed AEERT Bill contains a 
provision for EHCPs to cover up to the age of 25 and 
this should be the basis for the roadmap.

Based on the personal goals of the young person, the 
roadmap for transition should consider:

• The personality, aspirations and individual 
strengths and challenges of the young person.

• The necessary skill sets the young person will 
require at transition to participate effectively in their 
further education or work placement, for example, 
proficiency in self-care skills, self-organisation, 
communication and self-advocacy, mobility, 
assistive technology, literacy and numeracy. 

• Where any gaps are in these skill sets and set out 
immediate steps to ensure that additional training 
and support in these areas are provided by the 
appropriate agency.

• If the provision of intensive specialist educational 
or therapeutic input is required beyond that which 
is normally provided as part of the school day or 
curriculum, and this should be sought from local 
statutory services, or specialist providers from the 
private, independent or voluntary sectors.

• The necessary practical preparations to ensure that 
the young person can fully and safely participate 
and engage in the next stage of their education or 
adult setting, including arrangements for seating 
and/or living accommodation and access to public 
areas.

• The necessary level of physio, occupational and 
speech and language therapy including monitoring 
of mobility, functional skills, communication or 
other essential equipment that the young person 
will require throughout the period of transition and 
into adult life, with clarity on which agency will fund 
and provide the service.

• The level of personal assistance, if any, which will 
be required by the young person, whether this is 
from a personal assistant, disability advisor, mentor 
or ‘buddy’ to support them in their new setting.
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• The level of differentiation or adaptation necessary 
in the presentation of learning materials or 
expectation of work tasks to account for the young 
person’s possible fatigue, visual perceptual or 
processing issues, which are common aspects of 
cerebral palsy. 

• Clearly identified, agreed and documented funding 
sources for all aspects of support required.

• At least annually, a mandated review of the 
roadmap from secondary school age and after 
transfer into adult services, with more frequent 
review as required at times of high need or activity.

This information could also be passed through into the 
new Access to Work Adjustments Passport that the 
Government is currently piloting which will essentially 
help job seekers to inform current/future employers 
about what support they will need. This roadmap in 
children’s services, would become the Adjustments 
Passport for potential employers once the young 
person leaves formal education.

Collation and provision of this information through 
the roadmap would be helpful to clinicians involved 
in transition services, such as Anthea Dendy, a neuro 
physiotherapist working in adult services.  She told 
the APPG she had received ‘no information at all from 
paediatric services’ about a young adult with cerebral 
palsy she was working with.

Families and young people with cerebral palsy 
have told the APPG of their fears of the ‘cliff-edge’ 
they face when the structures and systems of full-
time education come to an end.  Parents who have 
effectively functioned as project managers for their 
child’s education, health and social care needs face 
the prospect of being excluded from joint decision 
making as their child reaches the age of 18. The result 
is they often watch in frustration as arrangements for 
their son or daughter fail to meet their diverse needs.  
Some parents have told us that they feel powerless to 
intervene to support their son or daughter who must 
now face challenges, choices and decisions far beyond 
those required of other young people of the same age. 

For many young people with complex needs but who 
have mental capacity, their 18th birthday is an arbitrary 
date on which their life and entitlements will radically 
change. 

The role of the young person and their family must 
therefore be at the heart of timely pre-transition 
planning.  They will know better than anyone what will 
need to be put in place and what the pitfalls will be.  
Their voice must be heard, respected and acted on 
so that potential difficulties can be pre-empted and 
solutions put in place.

To remedy this, each child and young person with 
cerebral palsy and their family must have a dedicated 
lead professional to act as an advocate, co-ordinator 
and support from the point of diagnosis through to 
the completion of their transition to adulthood.

In addition, young people with cerebral palsy and 
their families should be empowered to become self-
advocates for their conditions and life needs through 
their transition to adulthood with full oversight of a 
dedicated care plan that determines which services 
and support they need.

Both recommendations are consistent with the existing 
legal position that is set out under the Children and 
Families Act 2014, as IPSEA detailed to the APPG in their 
submission.  However, the clear failure for all parts of 
the system to follow further strengthens the case for 
the AEERT Bill, which is detailed above.

The case for the AEERT Bill is strengthened by the 
experiences of those living with cerebral palsy, such 
as Shahd Zorob. A wheelchair user with cerebral palsy 
affecting his dexterity and mobility, Mr. Zorob applied 
to undertake a business course at college aged 19.  
However, the educational institute in question was not 
open in its communication with him about the nature of 
the course or the lack of reasonable adjustments made 
to their premises for his mobility issues. 

We also note and urge others to emulate the example 
of best practice offered by the Chailey Heritage 
Foundation (CHF) in holding regular meetings for 
parents, the multi-disciplinary teams and external 
services to discuss plans with agreed actions and 
deadlines.

The APPG also agrees with the position of the Sussex 
Community NHS Foundation Trust and urges that 
special consideration should be given to how young 
people with cerebral palsy who have attended 
specialist schools are supported in accessing 
employment and social networks in their local area.

Successful transition is having plenty of warning about the 
educational placement after leaving school.”
Colin Palmer, Paediatric Specialist Physiotherapist, Community 
Children and Young People’s Service, Local Partnerships, 
Nottinghamshire Healthcare NHS Foundation Trust“
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Healthcare

My story is not unique. We all lost funding at a similar age and 
have since become more dependent on aids.  We have all lost 
a lot of freedom and either work, and then have no energy for 
a personal life, or don’t work and have a bit more strength to 
socialise.”
Hazel Irving, a person living with cerebral palsy  

“
Assistive technology (AT) and alternative 
& augmentative communication 
(AAC) strategies and other forms of 
communications support 

An estimated one in four children and young people 
with cerebral palsy will be non-verbal and require 
the use of assistive technology and alternative and 
augmentative communication strategies throughout 
their life. 

Preliminary research findings from the Ignition study 
on the experience of transition from child-centred to 
adult-orientated health care for young people with 
cerebral palsy in the Republic of Ireland found that 
whilst assistive technology was valued but carried a 
‘challenging and lengthy funding’ process and high rates 
of abandonment without proper assessment or training. 

These strategies are a lifeline for young people with 
cerebral palsy who have challenges with motor 
function and verbal communication.  Effective and 
timely access to appropriate equipment and training 
in the use of technology, which should start in infancy 
for all those who will require it, will enable the young 
person to engage fully within their social environment, 
home and school or further education community and 
in the workplace. Ensuring the ability to communicate 
and participate freely and effectively is integral to 
ensuring a smooth transition into adulthood.  When the 
ability to perform these functions are compromised, an 
individual risks isolation and mental ill health.

Despite the vital importance of the availability of 
effective AAC and AT, Anna Reeves, CEO of the ACE 
Centre, a regional provider of AAC and AT services, has 
reported that provision of equipment and training is 

‘extremely patchy’ with ‘massive gaps’ in educational 
provision for young people who urgently require this 
support.  Local systems for the provision of equipment 
and training have changed and equipment has not 
been recorded or monitored. Advisory teachers for 
children who require AAC and AT are scarce, alongside 
a national shortage of suitably trained speech and 
language therapists and occupational therapists.

Sussex Community NHS Foundation Trust noted in their 
evidence to the APPG how very few areas have funded 
speech and language therapy for adults with cerebral 
palsy without a learning disability, creating what they 
called ‘a huge inequity in service provision’.

We are not alone in noting these concerns, as they 
have also been raised by the All-Party Parliamentary 
Group on Assistive Technology.

The Business Disability Forum highlighted to us that the 
approach to access to AT is fragmented, considering 
people within policy silos and not as part of a whole life 
approach. 

The APPG wishes to see AT embedded firmly as 
part of the roadmap approach we outline within this 
report. In addition, we also agree with the following 
suggestions made by the National Bobath Cerebral 
Palsy Centre in their submission to us:

• Improving the funding arrangements and access 
to effective assistive technology, AAC and 
technological training for young people with 
cerebral palsy.

• Upskilling greater numbers of professionals 
in assistive technology and AAC who can offer 
technology and AAC recommendations to reduce 
waiting lists and lead-times. 
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Health and care services in the transition to 
adulthood with cerebral palsy 

Evidence suggests that the use of health services 
among people living with cerebral palsy declines from 
childhood to adolescence and into adulthood. An 
example would be 97% of children with cerebral palsy 
used physiotherapy in the last six months, compared 
to 92% of adolescents and just 28% of adults aged 19-
27 years old.  More strikingly, in the UK, nearly half of 
young people with cerebral palsy are discharged from 
children’s services to their GP because of the absence 
of dedicated adult services.

Families with young people with cerebral palsy have 
given testimonials to the APPG that they require 
expertise and support from professionals who 
understand how the inter-related comorbidities of 
cerebral palsy impact on each area of their son or 
daughter’s life. Parents have described a sense of 
exhaustion they are driven to by having to explain their 
child’s condition to multiple agencies and by facing 
long delays for decisions to be taken and funding 
agreed upon. 

Medical experts have supported this in their 
submissions to our report. Susie Turner, a clinical 
specialist Physiotherapist at Evelina London Children’s 
Hospital conducted a gap analysis in 2020-21 on the 
transition for young adults with cerebral palsy in South 
East England in which she found evidence of:

• Poor transition pathways across the region with 
significant gaps in meeting the relevant NICE 
quality statements.

• Individuals with cerebral palsy and their families 
face barriers due to a lack of professional 
understanding or communication, with poor 
accessibility to health and social care services.

• A ‘complete misunderstanding’ of the mental health 
needs of the young adult cerebral palsy population, 
both in terms of assessment and intervention.

The conclusion of Ms. Turner and her colleague, Dr. 
Charlie Fairhurst, was that:

‘As healthcare professionals, we have a responsibility 
to ensure care and support for this lifelong condition 
and we feel we are set up to fail without adequate and 
appropriate adult services to work with.’

As Joanne Vally Mamode, Roald Dahl Transition 
Specialist Nurse working in East London, noted in 
her submission to us, a co-ordinated approach to the 
care of young people with cerebral palsy during their 
transition to adulthood is key. 

This situation is not just confined to England. Data from 
the Ignition study in the Republic of Ireland found that 
transition practices experienced by young adults with 
cerebral palsy found that:

• Ninety per cent of young people reported 
appropriate parent involvement.  Similarly, 81% of 
parents reported appropriate parent involvement.

• Thirty-seven per cent experienced promotion of 
health self-efficacy.  A further 17% reported not 
needing help to increase health self-efficacy. 

• Thirty-six per cent reported that they had a named 
worker to help with the transition process.

The most common proposed solution from parents 
and carers of young people with cerebral palsy is the 
creation of ‘one stop shop’ regional centres. These 
would bring together expert professionals, including 
but not limited to: doctors; therapists; orthotists/
dieticians; dentists; nurses; and educationalists, to 
collaborate to meet the holistic needs of the individual 
with cerebral palsy. 

For example, changes or deterioration in tone and 
postural stability related to growth may result in 
orthopaedic issues. These in turn lead to a need for 
changes in seating, wheelchairs, hoists etc, which in 
turn may affect access to AAC or AT devices. 

I am not sure that local commissioning groups really 
understand the needs of Adults with cerebral palsy and wonder 
whether they are really considered in commissioning.”
Anthea Dendy, Clinical Physiotherapy Specialist in Neurology (Adult 
services) working in the NHS and with private clients“



13 Growing up: the transition from childhood to adulthood

Regional centres of expertise for people of all ages 
with cerebral palsy would alleviate the frustrations 
experienced by too many people with cerebral palsy 
and their families.  It is to be hoped that new funding 
and commissioning arrangements by local authorities 
and Integrated Care Boards (ICBs) will have the ability 
to release funds for such multidisciplinary regional 
centres.

The APPG recommends that every integrated care 
system in England should create new regional hubs 
of specialisms for those living with cerebral palsy 
hosting multi-disciplinary teams bringing together 
experts from the public, independent, charitable and 
voluntary sectors. These hubs would have a specific 
focus on upskilling, training and recruiting specialist 
therapists and clinical practitioners.

In its submission to the APPG, University College 
London Hospitals (UCLH) called for inequalities in 
health services for those living with cerebral palsy 
throughout the UK to be addressed by making it 
a statutory obligation for each ICBs to provide a 
multidisciplinary service for people with cerebral 
palsy living in their area. We concur with this 
suggestion.

Moreover, policy-makers must also put in place urgent 
and ongoing measurements of the capacity of local 
areas and ICBs to deliver the level of support that 
young people with complex cerebral palsy within 
their areas require including appropriate access to 
doctors, healthcare and therapists. These are detailed 
in the new NICE guidelines on complex disability 
Disabled children and young people up to 25 with 
severe complex needs: integrated service delivery and 
organisation across health, social care and education, 
published in March 2022.

Fiona Saunders, the parent of a 27-year-old with 
cerebral palsy told us that her daughter was still being 
treated by the paediatric team with whom she had 
been since her early years.

The APPG advocates the creation of dedicated health 
transition care pathways for young people with 
cerebral palsy, to be accompanied by the provision of 
specific adult services in all four nations of the UK as 
soon as possible. 

We also agree with the suggestion made by Anita Patel 
from the Evelina Children’s Hospital and others that 
young people with cerebral palsy and their families 
must be better informed to ensure their confidence 
and independence are maintained in the wider world.  
Throughout our work to date, the APPG has advocated 
the creation of Cerebral Palsy Registers in all nations 
of the UK, because there is a consensus amongst 
healthcare and research professionals that improved 
data and information on the incidence of the condition 
is the best way to lay the foundation for the support 
those with it will need throughout their lives.

In paediatrics, across the UK, children from the age 
of 2 with a confirmed diagnosis of cerebral palsy 
are being inputted onto a database known as the 
Cerebral Palsy Integrated Pathway, (cerebral palsyIP). 
This is predominately led by physiotherapists 
alongside engagement from orthopaedic consultants 
and paediatricians, but the APPG wishes to see 
this upscaled to form the basis of a cerebral palsy 
Register in England.

The provision of better information is only a starting 
point. Local service structures must be sufficiently 
resourced to support many of the elements required 
to support a successful transition to adulthood, 
including annual reviews. The APPG is calling on the 
Government to address the issue of under-resourcing 
to local support services in the immediate term.

Transitioning into the adult services is daunting and can cause 
anxiety as the expectations of adult clinicians are very different 
to that of the paediatric services so the more information and 
communication will help reduce this anxiety.”
Young person with cerebral palsy on their experiences of healthcare 
during transition to adulthood

“
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One of the most common frustrations encountered by 
young people with cerebral palsy in their transition to 
adulthood is the time and money expended at every 
level by inaccurate and over generic ‘one size fits all’ 
which lack sufficient detail of the individual’s specific 
needs. 

The frustrations felt by many were articulated in one 
submission to the APPG who felt that ‘psychological 
violence’ had been resorted to by SEND services in 
their area. The APPG does not endorse this assessment 
but believes it is one example of how systemic failures 
can fuel frustrations in those who rely on them, and 
often unfairly, those tasked with delivering them.  Our 
recommendations in this section are not intended to 
blame, but instead to deliver concrete outcomes and 
solutions.

We believe that individual assessment and 
recommendations for provision for young people 
with cerebral palsy must be carried out by a neutral 
multidisciplinary team of experts in neurodisability, 
alongside and including the young person with the 
condition and their parents. This team will recognise 
the interrelationship and co-dependency between the 
multiple aspects of cerebral palsy and are able to use 
appropriate assessment tools and techniques. 

The APPG wishes to see local SEND partnerships have 
access to such condition-specific experts whether 
these are from the statutory, specialist, private, 
independent or charity sectors. This must include 
specific training for SEND staff working in partnerships 
on how best to meet the needs of young people with 
cerebral palsy.

We welcome the recent SEND Review proposals 
to strengthen the monitoring of local and national 
performance across education, health and care 
and to equip partners with the levers to fulfil their 
responsibilities. Full compliance with the existing SEND 
legislation must be the priority, but the legislative 
framework should be strengthened where appropriate.

Importance of the SEND 
Review for young people with 
cerebral palsy

It is our hope that metrics will focus on individual 
outcomes and wellbeing, as well as the performance of 
local areas. 

For example, transition to further education or a 
residential setting for a young person with cerebral 
palsy should not be seen as a positive indicator of 
their progress without detailed information about their 
progress in all areas of development and wellbeing 
from the perspective of that individual.  Data on the 
wellbeing and stability of the young person and 
their family throughout the transition process and 
educational pathways are vital metrics to measure the 
positive or negative impact of the process on the whole 
family. 

We know that the stresses on families with children 
with SEND are huge, potentially leading to family 
breakdown, loss of employment, reduced income 
and an impact on mental and physical health. The 
economic impact of these stresses is significant at 
national, local and individual levels. 

Lessons should be learnt from the failure of the 
implementation of the previous SEND reforms. The 
APPG has heard evidence there is often a high level 
of churn in local authority officers and administrators 
leading to long delays in EHCPs and transition 
processes. Those involved in the process have 
described it as often a ‘revolving door’ of local authority 
SEND officers moving between different authorities 
creating challenges with continuity, leadership, 
motivation and direction. Recruitment and retention of 
sufficient numbers of high-quality and motivated staff 
responsible for delivering and managing fit for purpose 
EHCPs and transition plans in local systems must be 
a priority, in addition to the recruitment, training and 
retention of therapists, specialist teachers and disability 
advisors. 
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We suggest the specialist teaching service for pupils 
with physical disabilities should be invested in as a 
vital resource for mainstream and special schools that 
are supporting the transition of young people into 
post-18 services and settings.

Increased commissioning of specialist input from 
condition-specific centres of excellence from the 
independent and charity sectors, where they exist 
locally or regionally, would also reduce the demand 
on stretched local authority educational and paediatric 
services.
 

Effective provision for young people with complex 
conditions such as cerebral palsy is not cheap. The 
APPG is calling on the Government to make available 
investments in high-quality healthcare, therapy and 
education that have the potential to reduce future 
costs in adulthood care.

This must also extend to adult social care. As the 
Chailey Heritage Foundation highlighted in their written 
submission to the APPG, the duties for ensuring a 
smooth transition from children’s services to maintain 
continuity of care are outlined in the Care Act 2014 and 
must be followed.
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In the 22 years since I founded Caudwell Children I’ve 
been fortunate enough to meet hundreds of children 
living with cerebral palsy and watched many of them as 
they have grown up and become young adults. 

In doing so I have also met lots of parents and carers who 
have all too often expressed the difficulties they have 
faced in securing the appropriate support and assistance 
for their child. 

It was always my ambition for the charity to lessen 
some of the burdens of families caring for a child with a 
disability by plugging the gaps left by statutory services 
and other charities. 

By successfully removing some of the barriers 
children and young people with cerebral palsy face in 
early childhood we raise aspirations and provide the 
platform from which they can pursue their ambitions for 
independence, further education and employment. 

Sadly, the positive life experiences of early adulthood we 
wished for the young people the charity supported is too 
frequently not the reality. 

Upon leaving caring and nurturing environments like 
Caudwell Children, school or home, they find the harsh 
reality is a world which neither understands or acts like 
it cares about the immediate or longer term needs of 
anyone with a complex disability like cerebral palsy.   

Through sponsorship of the APPG on Cerebral Palsy 
we want to change the experiences for young people 
transitioning into adulthood in the future and believe the 
considered recommendations within this excellent report 
give Government a practical and achievable roadmap for 
change.

John Caudwell 
Founder & Chairman Emeritu  
Caudwell Children

Afterword

Action Cerebral Palsy is delighted to have co-
sponsored with Caudwell Children, the APPG on 
Cerebral Palsy work on Transition to Adulthood. 

We know first-hand how the aspirations, life 
chances, health and wellbeing of young people 
with cerebral palsy depend on the quality of 
planning, pathways and provision of expert 
support during these vital years. Too often, as 
this and earlier APPG reports identify, young 
people with cerebral palsy and their families are 
let down, sometimes from a very early age, by 
systems which are inadequate, uninformed and 
underfunded. 

We hope that the recommendations within 
this excellent report will lead to lasting 
improvements in the support available for these 
young people as they begin their adult life and 
enable them to lead their best lives.

Amanda Richardson MBE 
Chief Executive 
Action Cerebral Palsy
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The All-Party Parliamentary Group on Cerebral Palsy is an informal cross-party group of Parliamentarians 
dedicated to providing a forum for Parliamentarians to better understand the challenges faced by individuals and 
families affected by Cerebral Palsy. 

It has no official status within the UK Parliament, either of its Houses or any of its committees.

The Officers of the APPG on Cerebral Palsy are as follows:

Paul Maynard MP (Con), Co-Chair & Registered Contact

Mary Kelly Foy MP (Lab), Co-Chair

Greg Smith MP (Con), Vice Chair

Ruth Jones MP (Lab), Officer

Jim Shannon MP (DUP), Officer

The Baroness Fraser of Craigmaddie (Con), Officer

The Baroness Grey-Thompson of Eaglescliffe DBE DL (Crossbench), Officer

About the All-Party 
Parliamentary Group on 
Cerebral Palsy

The work of the APPG on Cerebral Palsy has been kindly supported by the following sponsors in 2022:
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A first attempt at the strapline(s). 
This will require further development. 
It’s all looking a bit ‘wordy’. The single 
line version is better but not sure if 
this conveying the right message.

The Secretariat of the APPG is provided by Connect Public Affairs.
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In addition, the APPG issued a call for evidence and received nearly 40 written submissions. We are grateful to all 
of those who submitted evidence, including:

• Dr. Michelle Heys, Consultant Community 
Paediatrician and lead for Motor Disorder Pathway

• Independent Provider of Special Education Advice 
(IPSEA)

• Julian Ingle and Teresa Matthewson, Parents of a 
young adult with cerebral palsy

• Hazel Irving, Individual living with cerebral palsy
• Dr. Claire Kerr & Dr. Oliver Perra, Co-Managers 

of the Northern Ireland Cerebral Palsy Register 
(NIcerebral palsyR) Advisory Committee, School of 
Nursing and Midwifery, Queen’s University Belfast

• Antony & Sharon King, Parents of child with 
cerebral palsy

• Beth Moulam, Adult living with cerebral palsy
• Shelia Naughton, Parent with lived experience of 

cerebral palsy 
• Alessandra Norman, Individual living with cerebral 

palsy
• Colin Palmer, Paediatric Specialist Physiotherapist, 

Community Children and Young People’s Service, 
Local Partnerships, Nottinghamshire Healthcare 
NHS Foundation Trust

• Anita Patel, clinical specialist paediatric 
physiotherapist working at the Evelina London 
Children’s Hospital (ELCH)

• Fiona Saunders, Parent of a young person with 
cerebral palsy

• Nicola Sheehan, HE/FE professional with lived 
experience of cerebral palsy

• The Sussex Community NHS Foundation Trust
• The National Bobath Cerebral Palsy Centre
• University College London Hospitals (UCLH)
• Up – The Adult Cerebral Palsy Movement
• Joanne (Jala) Vally Mamode, Roald Dahl Transition 

Specialist Nurse
• Shahd Zorob, Individual living with cerebral palsy

• Action Cerebral Palsy
• Theodore Barnard-Edwards, Young adult living 

with cerebral palsy
• Dr. Paul Boyle, Principal Lecturer in Occupational 

Therapy, School of Sport and Health Science, 
University of Brighton

• Business Disability Forum
• Dr. Jill Cadwgan, Consultant Paediatrician in 

Neurodisability, Evelina London Children’s 
Hospital (ELCH) and Honorary Secretary of 
the British Academy of Childhood Disability 
(submission made on behalf of BACD)

• Chailey Heritage Foundation
• Gemma Cook, Doctorial Researcher at Brunel 

University London
• Sarah Cooper, an adult living with cerebral palsy
• Raven-Marie Cooper, Catherine Dalton, Irene 

Hadjikoumi, Sheron King, Christopher Myers, 
Krishna Ubhi and Joshua Wilkins-Waldron, who 
work with young people and adults with cerebral 
palsy in South West London

• cerebral palsy Adult Advice UK
• Anthea Dendy, Neurophysiotherapist working in 

adult services
• Department of Public Health and Epidemiology, 

Royal College of Surgeons in Ireland, Dublin 
(submitted by Dr. Jennifer Fortune on behalf of 
the research team)

• Luke Edwards, a young person living with 
cerebral palsy

• Dr. Charlie Fairhurst and Susie Turner, Clinical 
Specialist Physiotherapist at ELCH

• Deirdre McKenna
• Baroness Stephanie Fraser (APPG Officer, 

submitting evidence on behalf of Cerebral Palsy 
Scotland)

As part of our work on the transition to adulthood for those living with cerebral palsy, the APPG held two 
meetings, on 26 April 2022 and 21 June 2022, where we heard from the following speakers:

• Trudi Beswick, CEO, Caudwell Children
• Gillian Keegan MP, then Minister for Care and 

Mental Health
• Karis Lane, Caudwell Children Beneficiary
• Paula Marten, Assistant Headteacher, Chailey 

Heritage
• James Melville-Ross, Parent of twins with Cerebral 

Palsy 
• Amanda Richardson MBE, Chief Executive, Action 

Cerebral Palsy

• Ellie Simpson, Founder, cerebral palsy Teens
• Mrunal Sisodia, Co-Chair at National Network of 

Parent Carer Forums
• Alex Stafford, Legal Team Member and Solicitor, 

IPSEA
• Ben Sutcliffe, Director of Executive Projects, 

Caudwell Children
• Susie Turner, Senior Physiotherapist, Evelina 

Hospital

The minutes from these meetings covering the key points made by the speakers listed above have been used 
to help compile this report. Recordings of these meetings are available on the APPG’s YouTube channel and the 
minutes can be viewed on our website.

https://www.youtube.com/channel/UC4dDoUGf6AQaFk6Kz8zjpbw
https://connectpa.co.uk/appg-cerebral-palsy/
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