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Cerebral Palsy is lifelong



"Cerebral palsy is the name for a group of lifelong 

conditions that affect movement and co-

ordination. It's caused by a problem with the brain 

that develops before, during or soon after birth.”

Source: nhs.uk/conditions/cerebral-palsy/
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Challenges and Opportunities

• My Story

• Understanding Cerebral Palsy as a lifelong condition

• Preparing children for adulthood

• Living well with Cerebral Palsy in adulthood
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My story
• Lack of accessible and coordinated care for adults with CP is                   

a major barrier

• Misdiagnoses/diagnostic overshadowing and age-based restrictions 

highlighted systemic challenges

• Self-advocacy and exploring alternative options are crucial for    

managing your own health

• Importance of personalised and holistic approaches to CP care

• Adults with CP face unique challenges that require specialist    

knowledge and care.



My story
• Need for an MDT that has an understanding of cerebral palsy

• Need for extended rehabilitation after surgical procedures/        

or life event/fall for someone with neurological condition

• Consider impact of intervention on the rest of the body                         

e.g. skin integrity, leg pain, long term crutch use

• Knowledge about cerebral palsy and how aging impacts disability

• Not everything is because of cerebral palsy, but CP may be having       

an impact on its presentation



Disempowered

Requiring life-impacting surgery

No support or understanding 

from the medical community

Needing to come terms with 

functional change in ability

Questioning life choices 

Dealing with guilt  

Low self-esteem and anxiety

No positive association with 

exercise or knowledge of 

how to help myself

Isolated from the community 

and having never met 

anyone else with CP before 

The consequences
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Adults with Cerebral Palsy

A community of 130,000 adults living with CP, the largest group in the UK living with a lifelong 

condition.

Comparable in size to those with Multiple Sclerosis and Parkinson’s Disease, yet without the same 

resources.

No coordinated, specialist medical care and services fall short of NICE guidelines.

Impact is unnecessary pain, reduced quality of life, avoidable medical problems and increased 

mental health issues.
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Northern Ireland Cerebral Palsy Register 2014
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Which lead to issues with wider participation e.g. social relationships, in the workplace, travel, hobbies etc

The community tell us…

• Fatigue

• Pain

• Sleep

• Declining mobility

• Managing functional decline

• Poor mental health and anxiety
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The experiences of the community is backed up 

by the research

van Gorp et al. Epidemiology of cerebral palsy in adulthood: a systematic review and meta-analysis of the most frequently studied outcomes. Arch Phys Med Rehabil. 

2020;101(6):1041-1052.

Ryan et al. Prevalence and incidence of chronic conditions among adults with cerebral palsy: a systematic review and meta-analysis. Dev Med Child Neurol. 

2023;doi:10.1111/dmcn.15526 11

• 65% of adults have pain

• 40% of adults have limited knee mobility

• 33% of adults have limited hip mobility

• Among ambulatory adults, 56% reported to perceive a decline 

in walking function or capacity over time

• Proportion of adults in remunerative employment is 39%; it’s 

56% in samples of adults without ID



We also know that ….

• Many women from the community find it difficult to access appropriate support for their 

Mammograms and Cervical smears

• Morphology, composition of muscle/ fat ratio is different in Adults with CP

• BMI monitoring may not be reliable for this population due the higher levels of visceral fat

• Adults with CP have higher rates of metabolic syndrome, cardiovascular disease and stroke and this 

could be related to excess body fat but also linked to lower levels of fitness and activity 
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Full life participation means talking taboos

• Menstruation

• Contraceptives 

• Sex

• Relationships

• Pregnancy

• Alcohol and Cannabis
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The American College of Obstetricians and Gynaecologists Menstrual Manipulation for Adolesents with Physical and Developmental Disabilities.. College Publications. 2016. 

Wiegerink et al. Social, Intimate & Sexual Relationships of adolescents with Cerebral Palsy Compared With Able Bodied Age-Mates J Rehabil Med 2008 Feb



Four in ten living in poverty

32% feel not accepted by their local communities

52% have experienced discrimination at work

25% who need adapted accommodation don’t have it

58% victims of crime

One in three has been refused service or turned away from pubs, leisure centres, 

restaurants or other public places

Full life participation means recognising the Social 

and economic impact of disability 
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Adults with cerebral palsy want to work; they just 

need the right medical support to ensure they can 

be in employment without pain and their employers 

can be confident their condition will not lead to their 

early departure from it.

Only 39% of adults with CP are currently in work, compared to the national 

average of 75%. 

There is little doubt that a lack of continuous medical assessment and 

support are key factors in this disparity.
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Individuals with Cerebral Palsy have needs that overlap the following areas:

Health Care – Social care – Vocational – Social participation

Physical health issues can exacerbate social and mental health for adults with CP. Issues such as 

loneliness, social isolation, social exclusion and mental illness are all commonly reported in this 

population. 

These complex physical, social, and mental health issues point to the need for specialised support. 

In childhood people with CP are often supported by specialist teams. However, once people reach 

adulthood they are often discharged from these services and transitioned to non-specialised care 

that many people with CP describe as falling off a cliff. 

At this point, it is a GP rather than a specialist clinician who becomes their main point of contact and 

healthcare support. As such, there is a need to look to innovative ways to support this population 

within the community. 
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Overlapping needs
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“Inadequate health provision for adults with CP 

leads to great physical pain and constrained 

lives.” 

Barriers for adults with Cerebral Palsy on achieving full life participation: 

access to healthcare services and progressing at work 

All-Party Parliamentary Group Report, March 2022



"90% of children with Cerebral Palsy reach 

adulthood and find themselves at a cliff-edge, 

without the support they had relied upon for their 

first 18 years of life.”

Barriers for adults with Cerebral Palsy on achieving full life participation: 

access to healthcare services and progressing at work 

All-Party Parliamentary Group Report, March 2022
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“Poor transition from child- to adult-oriented 

healthcare may lead to negative outcomes 

and dissatisfaction with services in 

adulthood”.

Transition from child to adult health services for young people with cerebral palsy in Ireland; implications 

from a mixed-methods study

Jennifer M. Ryan
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What does good transition look like?

1. Tailoring parent involvement requires intentional actions to enable parents and young people to 

adapt to changing roles.

2. A standardised transition pathway is required for all young people with CP across organisations, 

developed in collaboration with young people and parents.

3. Provision of information to all young people, families and health professionals should be provided 

in a collaborative and phased approach that starts well before transfer.

4. A common understanding of self-management is needed between young people, health 

professionals and parents.

5. In the absence of health services for adults with CP that take a lifespan approach, there is a need 

for joint working between child services, adult services, and GP’s to optimise transition.

Transition from child to adult health services for young people with cerebral palsy in Ireland; implications from a mixed-methods study

Jennifer M. Ryan 21



If we agree that we want full life participation for our children – then what happens in childhood matters.



From Passenger to Pilot

1 2 3

Fortune etal – Under review 
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Preparing our children for adulthood
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1.  Information is Key

2.  Building Skills

3.  Healthy Habits

4.  Success is Participation

5.  Signposting

6.  Role models
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Dangers of Sedentary Behaviour
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Skills identified
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1.  Independence

2.  Self advocacy

3.  Decision making

J Ryan et al Transition to Adult Services Experienced by Young People with Cerebral Palsy: A Cross-Sectional Study. Dev Med Child Neurol. 20023 Feb; 65 (2); 285-293



• Positive experience of exercise 

• Finding an activity that is fun and sociable 

• Family pursuit- integrated into everyday 
life

• Exercise is for “me too” – cardiovascular 
and strength training 

• Mental Health impacting physical health 
and visa versa

Building healthy habits
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Mobility aids increase 
participation and support 
inclusion
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“Transition will only be optimal for people with CP if 

multidisciplinary teams are created to provide proactive 

rather than reactive healthcare to adults and enable 

continuity of care from childhood to adulthood. This 

requires a fundamental shift in the perception of CP from a 

childhood condition to a child-onset, lifelong condition”

Transition from child to adult health services for young people with cerebral palsy in Ireland; 

implications from a mixed-methods study

Jennifer Ryan et al. 
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Therapy Goals
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1.  Saving energy

2.  Increasing function

3.  Supporting participation

4.  Pain management

…supported by knowledgeable clinicians 

who work in partnership
G Cook et al.  Understanding Physiotherapy and Physiotherapy Services: Exploring the Perspectives of Adults Living with Cerebral Palsy  Disabil Rehabil. 2023; 45 (8):1389-1397

G Comac et al Determinants of satisfaction for Motor Rehabilitation in People with CP: A National Survey Ann Phys rehabil Med. 20021 May
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Transitions across the lifespan



• Knowledge 
and skills

• Support

• Signposting

• Services
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We are changing the way people think about Cerebral Palsy

Better health and social care leads to happier lives



Thank you.

      @upmovement_cp

      @upmovement_cp

      @upmovementcp

      @upmovementcp
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