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A message from the Chief Executive

As Chief Executive of Action Cerebral Palsy, I am proud to present our 2022 Strategy and Impact
Report.
As you will read, the work of the charity has been inspired and driven by children with cerebral palsy
and their families who face the many and varied challenges of their day-to-day life with courage and
resilience. We are a small but aspirational charity which is committed to improve the daily lives and
life chances of children with cerebral palsy and their families through our campaigning, advocacy and
awareness raising activities.
We thank all our supporters who have played an invaluable role in establishing and building Action
Cerebral Palsy over the past eight years and call on supporters, old and new, to stand with us as we
set our ambitious agenda for the years to come.

Amanda Richardson MBE
Chief Executive, Action Cerebral Palsy

Our core aims

To engage with policy makers in order to promote the creation of a national strategy and care
pathways for intervention and provision for children with cerebral palsies;
To be a source of informed advice on cerebral palsy for policy makers and the public;
To represent the best interests of the cerebral palsy community;
To facilitate the development of best practice for intervention, care, education and support
for children and young people with cerebral palsies across the United Kingdom;
To facilitate and disseminate research on cerebral palsy and therapeutic and educational
IDENTIFY
INTERVENE
IMPACT
intervention.
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Action Cerebral Palsy

Vision and values

Vision
Our vision is that every child and young person in the UK with cerebral palsies is able
to access from birth onwards the best possible intervention, care, education and
support which meets their complex and changing needs.

Mission
Action Cerebral Palsy will work towards improving public, professional and political
awareness of cerebral palsy and the issues facing children and young people living
with cerebral palsies and their families.
We are committed to facilitate the development of models of best practice at
national and local levels.

Values
Change for good

Education

Integrity

Advocacy

Respect for all

Tenacity
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Our impact 2013 to 2021
ACTION CEREBRAL PALSY
IMPACT

PRE-FORMATION OF
ACTION CEREBRAL PALSY

Policy work

2013

Lack of information about
alternative or international
models of care for children with
cerebral palsy

2014

Policy makers and the public
severely uninformed about
the specific needs of children
with cerebral palsy and the
unacceptable variation in quality
of health and educational
provision across the UK

Action Cerebral Palsy formed as an informal consortium of
charities who worked with children with cerebral palsy. ACP
becomes a national registered charity in 2016 to be a strong
advocate for all children with cerebral palsy across the UK
and is now the leading campaigning organisation in the UK
dedicated to children with cerebral palsy and their families
Leading the 2013 Parliamentary Inquiry on Provision for
Children with Cerebral Palsy resulting in the report Enabling
Potential – Achieving a New Deal for Children with Cerebral
Palsy (2014)

2016

No dedicated national advocate
and representation for children
with cerebral palsy and their
families. Scope, which previously
represented people with
cerebral palsy became a pandisability charity

Two Freedom of Information surveys (2016 and 2019) on
the state of national provision for children with cerebral
palsy leading to the reports Variations in Care: An Analysis
of Cerebral Palsy Provision (2016) and Variations in Care: An
Analysis of Provision of Pathways of Care for Infants and
Children with Cerebral palsy (2019). These were presentation
to MPs and Peers at Westminster and led to further meetings
with MPs to discuss the implications of the reports at
constituency level

2018

National representation of children with cerebral palsy and their families and
engagement with policy makers

The launch of our Identify, Intervene, Impact campaign to draw
attention to the importance of early intervention for infants
with or at risk of cerebral palsy and the lack of a national
standard of joined up care for these infants

I

Cerebral Palsy - A Guide for MPs and their Parliamentary
Caseworkers provides information about cerebral palsy

No legislation in place to protect
the rights of children with or
at risk of cerebral palsy to high
quality pathways of clinical care
and education
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2019

No collective group of cerebral
palsy organisations and a lack of
joined up vision for policy work
and provision for people with
cerebral palsy in the UK

Becomes a founding member of the UK Cerebral Palsy
Coalition, which brings together third sector organisations
who work in the field of cerebral palsy with the aim of being a
collective voice for advancement of knowledge and improved
services for people with cerebral palsy

2020

A Winston Churchill Memorial Trust research project and
resulting report Identify, Intervene, Impact – An Australian
model of best practice for cerebral palsy (2018)

Action Cerebral Palsy facilitates the All-Party Parliamentary
Group on Cerebral Palsy and works with the Departments
of Health and Social Care and Department of Health in the
formation of national policy specifically relating to the rights of
children with cerebral palsy

ENA
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ACTION CEREBRAL PALSY
IMPACT

PRE-FORMATION OF
ACTION CEREBRAL PALSY

2017

No unified voice or platform
for cerebral palsy clinical
professionals to draw together
a coherent case for improved
provisions and reform to
improve early identification,
intervention and pathways of
care for infants with cerebral
palsy

NICE clinical guidelines on the management of children with
cerebral palsy published in 2017 in consultation with Action
Cerebral Palsy

2020

No national standards for health
care for children with cerebral
palsy

Sponsoring and facilitating the first All-Party Parliamentary
Group on Cerebral Palsy and leading the first two sessions
which examined early identification, intervention and
pathways of care for infants with cerebral palsy. These
were attended by leading clinical experts in cerebral palsy
and examined early intervention and pathways of care for
infants and children with or at risk of cerebral palsy and
resulted in the March 2021 report; Early identification,
intervention and pathways of care of infants and young
children with cerebral palsy: The case for reform and
investment

2021

Healthcare

Sponsoring and facilitating the third and fourth sessions
of the All-Party Parliamentary Group on Cerebral
Palsy (APPG). These sessions were attended by leading
educational experts and examined education, health and
care plans (EHCPs) and teaching and learning for children
with cerebral palsy. A report on Best practice in Education,
Health and Care Plans (EHCPs), Teaching, and Learning for
Children with Cerebral Palsy was published in October 2021

Education
No unified voice or platform
for cerebral palsy educational
professionals to draw together
a coherent case for improved
provisions and reform to
improve educational provision
and life outcomes for children
with cerebral palsy

2021

Poor information for the public
about the signs of cerebral
palsy and parents lacking
the information they need
about their child’s condition at
diagnosis

Parent survey capturing vital data and parent experiences
of services for their children with cerebral palsy

2022

Public awareness of cerebral palsy and family support

Our cerebral palsy public awareness campaign and the
production of public information posters and leaflets about
the early indicators and signs of motor impairment and
information about routes of referral for further assessment.
Update of our website to provide a comprehensive source
of information and advice about cerebral palsy for policy
makers, the public and professionals
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About cerebral palsy
Cerebral palsy is a lifelong neurological
condition which affects the body’s ability
to move normally and which also has
an impact on many related aspects of
health, learning, development, social
participation and wellbeing.
There are an estimated 30,000 children
with cerebral palsy in the UK and it is
the most common physical disability of
childhood.

Children with cerebral palsy may also have a range
of physical and cognitive impairments.
1 in 3 is unable to walk
1 in 10 has a severe vision impairment
1 in 4 is unable to talk
1 in 4 has bladder control problems
3 in 4 experience pain
1 in 5 has sleep disorder
1 in 4 has epilepsy 1 in 5 has saliva control problems
1 in 4 has a behaviour disorder
1 in 2 has an intellectual impairment

7

Action Cerebral Palsy

Mobility –
walking and
changing
position

Tone,
posture,
balance and
co-ordination

Orthopaedic
conditions,
joint pain and
immobility

Associated
medical and
health conditions
such as epilepsy,
continence,
nutrition,
respiratory
disorders

Mental
health, social
inclusion
and emotional
wellbeing

Sensory
perception
and
processing

Cerebral palsy
An umbrella term for a range of
neurological disorders caused by
damage to the developing brain.
The resulting abnormalities of tone,
posture, balance, co-ordination
and sensory processing lead to
interconnected difficulties with many
aspects of everyday life. These
inter-related challenges require a
holistic and joined-up approach
from birth onwards to service
delivery, health and
educational provision.

Self-care
and
independence
skills such as eating,
drinking
and dressing

Hand skills

Play, learning
and access
to the
educational
curriculum
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Speaking and
listening and
access to assistive
technology
and AAC
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The need for Action Cerebral Plasy
In spite of the fact that cerebral palsy is the most common physical disability in childhood, the
experience of many families with children with cerebral palsy is of being inadequately supported and
informed at the critical and devastating point of diagnosis and of having to fight throughout their
child’s growing years for the level of service and care their child needs to thrive.
From our own national parent survey in 2021, 54% of parents felt that the process of diagnosis did
not work as it should for their child. And even after diagnosis, 47% of parents said that they found
it difficult to access specialist support and advice. And while the majority of parents felt that the
knowledge and expertise of the NHS professionals who worked with their child was average to
outstanding, 78% of these same parents felt that the availability and intensity of the NHS support their
child received was very bad to average.
Only half of parents felt that the education and health services were working together effectively
to support their child. And parents felt that the biggest obstacles to them getting the appropriate
education and therapy support for their child were the Local Authority and the NHS.
Our work is therefore dedicated to levelling the playing field for all children with or at risk of cerebral
palsy by raising awareness with politicians, professionals and the general public about the issues
facing children and young people with cerebral palsies and to push for improved access to care and
support, to share and develop models of best practice and ultimately have a lasting positive impact on
the lives of the 1,800 children born each year who will be diagnosed with cerebral palsy.
There is now a substantial body of evidence showing that identification and intervention at the earliest
opportunity provides the infant at risk of cerebral palsy with the best possible outcomes in terms of
future progress and independence. We know from our research that too many infants with signs of
cerebral palsy are going undetected and are waiting too long for vital intervention – an unacceptable
waste of vital months in an infant’s critical developmental period. We believe that as a result of greater
awareness in the general public about the signs and indicators of cerebral palsy and the critical
importance of early intervention and ongoing best practice clinical and educational intervention for
all children with or at risk of cerebral palsy across the UK, our work could have a significant and highly
beneficial impact on the life chances of these children, and ultimately reduce the potential lifelong
costs to the state.
Action Cerebral Palsy is not a service provider - we’re here to inform, cajole, and support. Our biggest
impact is our knowledge of the condition and the challenges of current provision together with clarity
about what needs to be done to address the shortcomings.
As a result of our work, we have been able to draw together a broad network of experts in the field of
childhood cerebral palsy who are united in their wish for a better future for this vulnerable group. We
are immensely grateful for their help, guidance and support.
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We are proud to have been a voice for children and young people with cerebral palsy and their
families and to have raised awareness of the condition through our research, publications, campaigns
and engagement with the public, professionals and policy makers. Our reports and publications are
of value to other services, schools, practitioners and charities in this sector to who rely on this data to
help them understand the status of the cerebral palsy landscape in the UK.
In the words of Dr Helen Hunt, mother of Wilf;
“Cerebral Palsy is a lifelong condition. There is no cure and despite it being the most common
physical disability of childhood, there was little support in helping us as parents to adjust to the
new reality of our lives; a lifelong commitment as carers. That may now change thanks to the
work of Action Cerebral Palsy; they are working hard to try to ensure that no more parents face
that anxiety, loneliness and isolation that we have felt and that children and their families have
the support and help they need at every stage of their journey.”
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Our strategy 2022 - 2027

Our objectives:
Build momentum towards a national strategy for care pathways and provision of high-quality
services for all children and young people with cerebral palsies in the UK
Maintain a high profile as advocates for children with cerebral palsy and their families through
our engagement with Government at national and local level
Provide a source of trusted information and support for policy makers, families, the public and
professionals
Refine our ability to measure and articulate the impact of our work through the development
of a bespoke impact measure tool

IDENTIFY
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INTERVENE

IMPACT
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IMPACT

Work towards improved national data collection systems on cerebral palsy
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Workstream

Identify

Influence and intervene

Campaigning
and policy
development
and engagement
with Government
and Professional
bodies

To accurately identify,
quantify and articulate
the challenges of
provision in health,
education and social
participation facing
children with cerebral
palsy and their families
and communicate
these clearly to those in
power.

To be a strong advocate for
children with cerebral palsy and
their families at all levels of policy
and practice and ensure that
information from our surveys and
our recommendations for change
is used to inform consultations,
national policy and professional
practice protocols.

Children with cerebral
palsy and their families will
no longer be a forgotten
community. They will be
championed at the highest
levels of Government.

Campaigning
and policy
development
and engagement
with Government
departments

To work with others to
identify and articulate
the necessary policy
and practice changes
required to create a
national cerebral palsy
strategy to include
best practice national
pathways of care for
children with cerebral
palsy.

To facilitate the implementation of
a national standard best practice
pathways of care for children and
young people including regional
centres of excellence and improved
local support networks. We will do
this by working with Government
departments, commissioning
bodies at national and local level,
clinicians, educationalists and
social care practitioners from both
the statutory and third sector
organisations.

All children with or at
risk of cerebral palsy
from birth onwards and
their families will have
access to swift, regular
expert, multidisciplinary
clinical and educational
intervention and ongoing
support.

Continue to lobby at a very
senior governmental level to
implement the recommendations
from the reports of the All-Party
Parliamentary Group on Cerebral
Palsy sessions sponsored by Action
Cerebral Palsy including those on
early identification, assessment
and intervention for infants and
young children at risk and national
pathways of care and educational
provisional for children and young
people with cerebral palsy.
Advocacy, family
support and
engagement

To identify the support
and advice needs of
children with cerebral
palsy and their families
and examine the gaps
in current provision
across the public
and third sectors
via engagement
with parents,
professional experts,
surveys, interviews,
roadshows and online
engagement.
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To empower parents by providing
or signposting them to the
information they need to support
their child through their growing
years.

Impact

Action Cerebral Palsy will
maintain its reputation as
a trusted voice and source
of information about the
needs of children with
cerebral palsy across the
UK.

Children and young people
with cerebral palsy will
have improved levels of
social participation.
Action Cerebral Palsy
will have played a key
part in promoting and
implementing best practice
clinical and educational
pathways of care at local,
regional and national level
for children and young
people with cerebral palsy.

Parents/carers of children
with cerebral palsy will
have easy access to the
information and support
they require for their child
and as parents.
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Workstream

Identify

Awareness
raising,
education and
engagement with
professionalsdeveloping
and supporting
best practice
healthcare
education and
inclusive practice
for children with
cerebral palsy

To identify the training
and support needs
of professionals and
practitioners who work
with children with
cerebral palsy and to
facilitate the sharing of
knowledge and skills
in the field of cerebral
palsy.

Influence and intervene

Impact

To continue to build a network
of leading experts on cerebral
palsy including parents to assist
us in educating the public and
professionals so as;

All infants across the UK
at risk of cerebral palsy
will be referred quickly for
assessment and follow up
by skilled multidisciplinary
teams.

1. To increase their awareness
and knowledge of the early
signs of cerebral palsy and the
urgency of referral for expert
assessment and follow-up

Raised awareness amongst
primary healthcare
professionals, early
educationalists and new
parents about the early
warning signs of cerebral
palsy so that those infants
who are not suspected
at birth as being at risk
of cerebral palsy but
who go on to exhibit any
early warning sign can
be identified as early as
possible to enable them to
be screened and assessed.

2. To facilitate the sharing of
knowledge and skills required
to support infants and children
with cerebral palsy with the
clinical, educational and care
workforce.

All infants and children
with or at risk of cerebral
palsy will receive screening,
assessment, treatment,
education and care from
professionals who are well
trained in cerebral palsy
and knowledgeable about
the multifaceted impact
of the condition on the
developing child.
Improved data
collection on
cerebral palsy/
cerebral palsy
register
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To work with others
to identify existing
practice and the steps
required to improve
data collection on the
incidence, medical
history and outcomes
for children with
cerebral palsy and
the feasibility of a UK
cerebral palsy register
to facilitate research
and provision planning.

With others, to build a case for
support for a UK wide cerebral
palsy register and to work with
appropriate academic, Government
and funding bodies to build a
model for implementation.

Data about incidence,
medical history and
outcomes of children
with cerebral palsy will
be readily available to
clinicians, researchers,
commissioners, and allied
stakeholders.
This data and knowledge
will help to provide more
focused and effective
public funding, and
could ultimately lead to a
reduction in the incidence
of cerebral palsy. It will also
lead to the improvement
of clinical and educational
practice.
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48%
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Campaigning
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Individual Giving
Community
Corporate
Individual Giving
Community
Corporate
Legacy/In Memorium
Trusts (Non-Restricted) Trusts (Restricted)
Legacy/In Memorium
Trusts (Non-Restricted) Trusts (Restricted)

Campaigning
Campaigning

Advocacy
Advocacy

Awareness
Raising
& Education
Awareness
Raising
& Education

Fundraising
Fundraising

Administration

Administration
Administration

Action Cerebral
Palsy hasby
worked
closely
with- families
Expenditure
Area of
Activity
2021 of children with cerebral palsy, policy makers,
by Area
of Activitysocial
- 2021
healthcareExpenditure
and educational
professionals,
care providers and a wide range of third sector
1%
organisations here in the UK1%
and internationally to increase awareness of cerebral palsy. We have
10%
worked hard to better understand
the needs, the existing levels of provision, and identify what best
practice should look 32%
like 10%
across the 48%
sectors. However, there is still a very long way to go to level the
32% at risk or48%
playing field for children
with cerebral palsy in the UK.
9%

9%
We are ambitious in our mission,
and in order to move into a more active phase of campaigning,
educating, and advocating on behalf of our community, we recognise the need for a dedicated
fundraising strategy.
Over the next three
years, Action Cerebral Palsy needs to treble its income in
Campaigning
Advocacy
order to build
financial stability so that
we can fund and plan our key charitable activities and delivery
Campaigning
Advocacy
Awareness Raising & Education
Fundraising
our strategy
with confidence.
As a small
charity, we are currently not eligible for consideration by a
Awareness
Raising & Education
Fundraising
Administration
number of key funders and do not have the capacity to adequately support or engage with our wider
Administration
community on fundraising endeavours. Currently, the charity has no dedicated resources for fund
raising activities and this important aspect of the charity’s sustainability is balanced within our limited
resources against the need to carry out the core activities of the charity, including an increasing
demand for information and advocacy from the public as a result of the effects of the pandemic and
pressure on public services.

To grow our income to £150,000 within the next three years, we plan to:
•

Leverage dedicated (and self-sustaining) fundraising expertise to support the Chief Executive,
Project Lead and Trustees to develop a robust fundraising strategy and to plan and deliver
fundraising activities;

•

Develop a three-year fundraising strategy, based on analysis of Action Cerebral Palsy funding
history, new opportunities and potential income generation across a range of fundraising activities
to enable us to target and engage with individuals, corporates, and trusts and foundations;

•

Improve our infrastructure for efficient and effective fundraising including a CRM;

•

Develop a case for support across the various fundraising channels;

•

Evaluate the Charity’s in-house fundraising needs and define and develop fundraising role.
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Our supporters

Action Cerebral Palsy are indebted to the many individuals, families, professionals working with
children with cerebral palsy and funding organisations which have supported our work in so many
ways over the past eight years.
Without this belief in the importance of our mission and work, we would not be where we are today.
Our heartfelt thanks to;
The many families and individuals who have donated to Action Cerebral Palsy or who have
undertaken fundraising challenges on our behalf
The Barbara Ward Children’s Foundation
Brian Murtagh Charitable Trust
Caroline O’Shea
Colm O’Shea
Childwick Charitable Trust
David Barnet
Roger and Jean Jefcoate Charitable Trust
King Cullimore Charitable Trust
Masonic Charitable Trust
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How can you help?

We are a small but aspirational charity which is committed to improve the daily lives and life
chances of children with cerebral palsy and their families through our campaigning, advocacy and
awareness raising activities.
We thank all our supporters who have played an invaluable role in establishing and building Action
Cerebral Palsy over the past eight years and call on supporters, old and new, to stand with us as we set
our ambitious agenda for the years to come.

Parliamentarians
•
•
•

Follow the work of the APPG on Cerebral Palsy, consider becoming an officer and support the
policy recommendations from the reports.
Use the Guide for MPs and Caseworkers on our website to help inform families with children with
cerebral palsy.
Follow up with your local councillors to see if they intend to take up the Cerebral Palsy Covenant.
#CerebralPalsyCovenant

Cerebral Palsy Professionals
•
•
•
•

Follow the the APPG on Cerebral Palsy, and consider providing evidence to the Group where
appropriate.
Endorse our public awareness campaign about the early warning signs of cerebral palsy: If In
Doubt, Check It Out
Provide expert advice, or support the development of training materials on cerebral palsy
Help to disseminate and facilitate information, data and research about cerebral palsy

Families, children and young people with cerebral palsy
•
•
•
•
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Share your experiences and aspirations to help us raise awareness of cerebral palsy
Become part of a parent mentoring support group to help other parents and children with
cerebral palsy.
Support us with fund raising activities and events.
Follow us on social media.

Action Cerebral Palsy

How can you help?
Funders
Could you help us fund our key projects?
Campaigning and policy work:
£40,000 would pay for a year of targeted input to progress the implementation of vital policy
recommendations
Awareness raising and education:
•
•

£25,000 would enable us to send our signs of cerebral palsy poster and leaflet to every GP practice
in the UK and to share it online: If In Doubt, Check It Out
£20,000 would enable us to build and produce support resources about cerebral palsy for front
line health care professionals such as health visitors, GPs and early educationalists

Advocacy, parent and family support
•
•
•

£10,000 would enable us to provide parents with practical information about the care, help and
support available to them and their child via our website
£15,000 would enable us to run monthly virtual parent meetings on focused topics of interest, and
an online closed parent chat forum and support group
£25,000 per annum would enable us to provide a help desk advisory service

With your help, we can improve the daily lives and life chances of children with the condition both
now and in the future.

Strategy and Impact report 2022 - 2027
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We appreciate your support.

For further information, please contact:

If you feel you can help us
with our work in any way,
please contact us to discuss.

amanda.richardson@actioncp.org
pilar.cloud@actioncp.org
info@actioncp.org

To donate:
Visit our GoFundMe page
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