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The Trustees have pleasure in presenting their annual report and financial 
statements for the year ended 31st December 2021.

Structure and Governance

Action Cerebral Palsy is a Registered Charity (number 1165217).  It is a 
Company (number 09651097) limited by guarantee.  The Charity is 
governed by its Articles of Association.   The Trustees who served during 
the period were: 

Mr Philip Lea (Chair)

Professor Neena Modi 

Mr Duncan Walsh 

Miss Katharine Gollop 

Mr Anthony McGarel-Groves (Treasurer)

Dr Helen Hunt 

The directors of the company, who are also Charity Trustees for the 
purpose of charity law, form the Board of Trustees.  One of the Trustees 
serves voluntarily as Treasurer and Company Secretary.   There are three 
full board meetings held each year.  One Trustee is appointed as 
Chairperson for each meeting.  There were no new Trustees appointed 
during the financial year.  When new trustees are appointed, they are 
introduced to the Board and briefed on all aspects of the Charities 
objectives and policies and Charity Commission requirements.  Trustees 
are encouraged to seek training as appropriate, and to observe and follow 
the requirements and guidelines set down by the Charity Commission.  
Action Cerebral Palsy’s trustees have diverse professional backgrounds, 
and all have direct professional or lived experience supporting children 
with cerebral palsy and their families. 

http://www.actioncp.org/


 

The Executive

The Charity’s day-to-day operations are managed by the Chief Executive 
and additional project work by the Project Lead.  The Chief Executive of 
Action Cerebral Palsy is Amanda Richardson MBE.  The Chief Executive 
and Project Lead are employed on a contractual basis.  Both posts are 
part-time.

Our Charitable Objectives:

1. 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

2. To be a source of informed advice on cerebral palsy for the public and 
policy makers

3. To represent the best interests of the cerebral palsy community

4. 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

5. To facilitate and disseminate research on cerebral palsy and therapeutic
and educational intervention

Public Benefit

In establishing annual objectives and overseeing the Charity’s activities, 
the trustees have regard to the principles of public benefit at all times. 
The core purpose of Action Cerebral Palsy is to work towards better public 
and professional awareness and understanding of cerebral palsy and an 
improved quality of life for all children in the United Kingdom with the 
condition. Action Cerebral Palsy needs to raise funds to support the cost of
working towards these outcomes.

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



Summary of main activities and achievements during 2021.

Action Cerebral Palsy has filled the gap left by other campaigning 
organisations to advocate specifically on behalf of children and young 
people with cerebral palsy.  The Charity has drawn together leading 
clinicians, therapists, healthcare professionals, special needs educators 
and third sector organisations as well as parents and young people with 
cerebral palsy to share with policy makers their concerns about the 
provision of intervention, care, education, and support available.   

Engagement 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

Until the campaigning initiatives of Action Cerebral Palsy, there had 
previously been no unified voice or platform for cerebral palsy clinical 
professionals and parents of children with cerebral palsy to draw together 
a coherent case for policy makers for improved provisions and reform to 
improve early identification, intervention and pathways of care for infants 
with cerebral palsy. 

The charity therefore decided to act proactively and in late 2020, Action 
Cerebral Palsy sponsored and facilitated the first All-Party 
Parliamentary Group on Cerebral Palsy (APPG) on Cerebral Palsy 
and led the first two sessions which examined early identification, 
intervention and pathways of care for infants with cerebral palsy. These 
sessions 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. 

 https://actioncp.org/wp-content/uploads/APPG-on-Cerebral-Palsy-report-
2021.pdf

Similarly, there has been no unified voice or platform for cerebral palsy 
educational professionals and parents of children and young people with 
cerebral palsy to draw together a coherent case for improved provisions 
and reform to improve educational provision and life outcomes for children
with cerebral palsy. In 2021, the charity once again sponsored and 
facilitated 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 
and resulted in the October 2021 report Best Practice in Education, Health
and Care Plans (EHCPs), Teaching, and Learning for Children with Cerebral
Palsy: The case for quality provision and standardisation.

https://actioncp.org/wp-content/uploads/EHCP-report-APPG-on-Cerebral-Palsy-
October-2021.pdf

https://actioncp.org/wp-content/uploads/EHCP-report-APPG-on-Cerebral-Palsy-October-2021.pdf
https://actioncp.org/wp-content/uploads/EHCP-report-APPG-on-Cerebral-Palsy-October-2021.pdf
https://actioncp.org/wp-content/uploads/APPG-on-Cerebral-Palsy-report-2021.pdf
https://actioncp.org/wp-content/uploads/APPG-on-Cerebral-Palsy-report-2021.pdf


Following the publication of the APPG reports and recommendations in 
late 2021, Action Cerebral Palsy worked closely with the Public Affairs 
group, Connect, to establish a work plan with the aim of facilitating the 
implementation of the recommendations in both reports into public life. 
Contact was made with the Department of Health and Social Care, NHS 
England and the National Institute for Clinical Excellence and a working 
party from these agencies, including Action Cerebral Palsy, was 
established to progress the APPG recommendations.

To be a source of informed advice on cerebral palsy for the public 
and policy makers

Although cerebral palsy is the most common physical disability in 
childhood, policy makers are often unaware of the experience of many 
families with children with cerebral palsy which 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.

To supplement evidence from the APPG sessions, the charity carried out a 
national parent consultation and survey in summer 2021 to gather vital 
data on the experiences of families with children with cerebral palsy and 
to compare progress against findings from the Charity’s 2014 parent 
survey. 

Findings from the survey show that progress in support for families with 
children with cerebral palsy since the initial Parliamentary Inquiry in 2014 
has been too slow. 

There are still unacceptable anomalies and inadequacies of current 
educational, health and care systems of provision experienced by many 
families with children with cerebral palsy. Parents continue to tell us that 
they feel the provision is fractured, incohesive, and does not always follow
the statutory timelines or duty of care. Parents are left feeling 
marginalised and frustrated by a system that does not understand or have
sufficient training in their child’s disability, where services are not joined 
up or consistent, and one in which their child’s needs are secondary to 
local authority budgets.  Information from this parent survey has been 
incorporated into Government consultations.

Public Awareness Campaign 

Both the APPG and the Action Cerebral Palsy survey highlighted that 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 creates delay in swift referrals and intervention for children with 
cerebral palsy which impacts on their health and development. As a 
result, the Charity began work on a public awareness campaign to ensure 
that infants and children at risk of cerebral palsy would no longer “fall 



through the net” through lack of knowledge about the signs of the 
condition.

In 2020 the charity recruited the services of a Project Co-ordinator to 
develop and deliver a project and fundraising plan for a cerebral palsy 
awareness campaign. The campaign aims to alert parents, the public and 
childcare professionals to the signs of cerebral palsy in young children and
the urgency of onward referral for further assessment. It is hoped that this
will be the first phase of a broader support and advice service for families 
with children with cerebral palsy.

Collaborative work with an expert advisory group of leading clinicians, 
healthcare professionals, therapists, parents of children with cerebral 
palsy and public affairs specialists began in 2020 and in 2021 resulted in 
the production of a public information poster which aims to alert parents 
and the public to the early warning signs of cerebral palsy and give clear 
direction for action; If in doubt, check it out! This poster achieved 
accreditation by the Institute of Health Visitors in late 2021 and will be 
distributed to GP surgeries and Early Years Centres in 2022. It is available 
on the Action Cerebral palsy Website. https://actioncp.org/action-cerebral-
palsy-launches-public-awareness-campaign/

Work on a more detailed leaflet for parents about early motor 
development, to supplement the initial awareness poster, began in 2021 
and is due for completion in 2022.

An extensive review and redesign of the Charity’s website took place 
during 2021. This enabled the Charity to provide a platform for a more 
comprehensive source of information and advice about cerebral palsy for 
policy makers, parents, professionals, and the public. The updated website
also enabled the Charity to present its work and activities in a more 
dynamic and interactive manner. Effort was made to “future proof” the 
website for additional development.

To represent the best interests of the cerebral palsy community

Action Cerebral Palsy is proud to have been a voice for children and young
people with cerebral palsy and their families throughout 2021 and to have
raised awareness of the condition through the Charity’s research, 
publications, campaigns and engagement with the public, professionals 
and policy makers. The Charity’s 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 addition to its extensive policy and public 
awareness work, the Charity;

 Maintained a commentary on social media on aspects of health and 
education that concerns children with cerebral palsy

https://actioncp.org/action-cerebral-palsy-launches-public-awareness-campaign/
https://actioncp.org/action-cerebral-palsy-launches-public-awareness-campaign/


 Responded to national consultations on disability and education to 
represent the needs of children with cerebral palsy and their 
families

 Participated  in the steering group of the Embracing Complexity 
Consortium, which brings together organisations which support 
people with neurodevelopmental conditions. 

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

In addition to the ground-breaking work to bring families, professionals 
and policy makers together to identify the need for best practice 
pathways and policy development through the Charity’s sponsorship of 
the APPG, Action Cerebral Palsy;

 Was a founder member of the newly formed UK Cerebral Palsy 
Coalition which aims to foster collaboration with other cerebral palsy
organisations to strengthen our common aims and to provide 
support for policy and research and into cerebral palsy as a lifelong 
condition. 

 Shared information and advice about COVID-19 and its impact on 
children and families directly to individuals, through social media 
and on the Charity’s website.

 Collaborated with an advisory group of expert clinicians, therapists, 
public affairs professionals and parents of children with cerebral 
palsy to develop the key messaging for our public awareness 
campaign about the early warning signs of cerebral palsy – If in 
doubt, check it out.  The poster for this campaign has been 
accredited by the Institute of Health Visiting, and will now ensure 
that health visitors and other first line early years professionals as 
well as new parents have an accessible resource to use and share. 

To facilitate and disseminate research on cerebral palsy and 
therapeutic and educational intervention

The Charity has continued to proactively promote and disseminate the 
latest UK and international research activities related to cerebral palsy in 
social media throughout the year.  The newly redesigned Action Cerebral 
Palsy website is now better able to share information and resources for 
parents, professionals, policy makers and researchers.

Summary 

During 2021, Action Cerebral Palsy worked closely with families of children
with cerebral palsy, policy makers, healthcare and educational 
professionals and a wide range of third sector organisations to increase 
awareness of cerebral palsy. The Charity has worked hard to better 
understand the needs, the existing levels of provision, and identify what 



best practice should look like across the sectors and to communicate this 
to policy makers and practitioners. As a result, it has significantly raised 
the profile of both the Charity and of the needs of children with cerebral 
palsy and influenced the agenda for change.

However, there is still a very long way to go to level the playing field for 
all children at risk or with cerebral palsy in the UK. The Charity will 
continue to work on behalf of all children with or at risk of cerebral palsy 
with the aim of achieving a lasting positive impact on the lives of the 
1,800 children born each year who will be diagnosed with condition.

The Charity will do this by;

 Raising awareness with politicians, professionals and the general 
public about cerebral palsy and the issues facing children and young
people with the condition

 Providing information about cerebral palsy for the public, 
professionals and policy makers

 Campaigning for improved access to care and support 
 Influencing strategy at both national and local level
 Sharing and developing models of best practice 

To read more about the Charity’s strategy going forward as well as the 
impact we have already been able to have, the Action Cerebral Palsy 
Strategy & Impact Report which was launched at the House of Commons 
in March 2022 is available here: ACP-Strategy-and-Impact-Report-2022-
2027.pdf (actioncp.org).  

As a result of our work, the Charity has 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. The 
Charity is immensely grateful for their help, guidance and support.

Charitable objectives for 2022

 Build on the findings and recommendations of the Charity’s reports 
and on the 2020-2021 APPG on best practice early intervention and 
pathways of healthcare for infants at risk of cerebral palsy, through 
ongoing dialogue with Government at local and national level and 
with health care professionals.

 Proactively engage with local authorities to further the aims of the 
APPG recommendations regarding improved awareness of cerebral 
palsy and provision for young people with the condition.

 Design, produce and disseminate electronically and in hard copy, a 
cerebral palsy information pack which will provide more information 
about typical and atypical motor development and thereby alert 
parents and the public to the signs and indicators of cerebral palsy 
in young children and the importance of rapid referral for further 
assessment. 

https://actioncp.org/wp-content/uploads/ACP-Strategy-and-Impact-Report-2022-2027.pdf
https://actioncp.org/wp-content/uploads/ACP-Strategy-and-Impact-Report-2022-2027.pdf


 Co-sponsor and facilitate further APPG sessions which will focus on 
Transition to Adulthood and Social Inclusion for children and young 
people with cerebral palsy.

 Continue to develop and lead collaborative work with national and 
international organisations who seek to inform and influence policy 
makers about the need for improved provision for children with 
neuro disabling conditions such as cerebral palsy and their families 
and for better systems of data collection on the condition.

 Work with the Department for Education, schools, colleges and 
academic institutions to develop and promote high quality training 
for teachers on how best to support children and young people with 
cerebral palsy and related learning challenges.

 Continue to produce and disseminate information about cerebral 
palsy for researchers, professionals, MPs and the public to promote 
awareness of the condition and the continuing challenges of 
provision that children and families experience.

Financial Review

The trustees have a continued focus on strengthening the Charity’s 
financial sustainability through proactively seeking new sources of 
charitable funding. Despite the continuing challenges of fundraising which
COVID-19 has presented causing unprecedented demands on grant 
making organisations, the Charity has been successful in securing both 
restricted and unrestricted funding from trusts and foundations and from 
generous individual, community and corporate donors. Action Cerebral 
Palsy is indebted to the many individuals, families and funding 
organisations which have donated to the Charity during 2021.

As the restrictions imposed by COVID reduced somewhat during 2021 and 
the charitable activities increased due to the momentum of the policy 
work and awareness campaigns, the Charity increased its spending on 
these activities in line with budgets set. This had the effect of reducing the
artificially high level of cash reserves in 2020 created by the restrictions 
on activities and therefore spending caused by the pandemic, but 
maintained an acceptable level of reserves in line with the reserves policy.

The Charity makes all possible efficiencies to keep costs to a minimum 
and spending continues to be tightly controlled. The Charity has also 
benefited from generous pro bono administrative support. The Charity 
does not employ paid staff, but instead uses specialist consultancy and 
volunteer services to support its operations.

Action Cerebral Palsy is a small but aspirational charity and is indebted to 
the many individuals, families, professionals working with children with 
cerebral palsy and funding organisation which have supported our work 
over the past year.  Without a dedicated fundraising role, the Charity is 



hugely grateful for the funding that it has received in 2021 from a number
of trusts and foundations, including the Barbara Ward Children’s 
Foundation and Childwick Charitable Trust.  In late 2021, the Charity was 
pleased to benefit from restricted trust income for the Awareness 
Campaign which will be expended in 2022 when the campaign is 
launched.   The table below identifies the Charity’s income by type and 
expenditure by area of activity.  While the Charity’s CEO is largely focused 
on policy work, she is also involved in the Awareness Campaigning and 
Fundraising efforts.  Likewise, a significant portion of the Project Lead’s 
time has been spent on securing funding for the campaign.  The Charity’s 
website redesign has already benefited our ability to advocate and 
educate.   

For 2021, the Charity’s income and expenditure was as follows;

Income 2021

Individual Giving
 £                
23,995 

Community
 £                  
7,552 

Corporate
 £                  
1,140 

Legacy/In Memorium
 £                  
2,065 

Trusts (Non-Restricted)
 £                  
6,000 

Trusts (Restricted)
 £                  
9,000 

Total Income
 £                
49,752 

 
Expenditure by Type 2021

Campaigning
 £                
23,213 

Advocacy
 £                  
2,982 

Awareness Raising & Education - 
Unrestricted

 £                
10,128 

Awareness Raising & Education - 
Restricted

 £                  
8,500 

Fundraising
 £                  
3,500 

Administration
 £                      
488 

Total Expenditure
 £                
48,811

 

Net Profit/Loss
 £                    
941 



47.59%

6.11%
20.77%

17.43%

7.18%

0.92%

Expenditure by Area of Activity - 2021

Campaigning
Advocacy
Awareness Raising & Education - Unrestricted
Awareness Raising & Education - Restricted
Fundraising

Reserves Policy

The Trustees have resolved, in view of the size and operational 
requirements of the charity, that the minimum level of reserves should be 
3 months of budgeted expenditure.

Going Concern

Further to independent consultation, the Trustees have a reasonable 
expectation that the Charity has adequate resources to continue in 
operational existence for the foreseeable future. For this reason, they 



continue to adopt the going concern basis in preparing the financial 
statements.

Financial Strategy

Whilst the Charity is at present very small in comparison with other 
disability charities, it is ambitious in its mission and is highly conscious of 
its current status as being the only existing UK charity campaigning solely 
on behalf of children with cerebral palsy and their families. 

In order to grow the Charity’s capacity to campaign, educate, and 
advocate on behalf of our community of 30,000 children and young people
with cerebral palsy in the UK, the Trustees recognise the need for a 
dedicated fundraising strategy.  Over the next three years, Action Cerebral
Palsy needs to treble its income in order to build financial stability so that 
the Charity can fund and plan its key charitable activities and delivery its 
strategy with confidence.  

As a small charity, Action Cerebral Palsy is currently not eligible for 
consideration by a number of key funders and does not have the capacity 
to adequately support or engage with its wider community on fundraising 
endeavours.  The Charity has no dedicated resources for fundraising 
activities and this important aspect of the Charity’s sustainability is 
balanced within its limited resources against the need to carry out the 
core activities of the Charity, including an increasing demand for 
information and advocacy from the families impacted by cerebral palsy as 
a result of the effects of the pandemic and pressure on public services.

To grow its income to £150,000 within the next three years, the Charity 
plans 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 the Charity to target and engage with individuals, 
corporates, and trusts and foundations

 Improve the Charity’s 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 necessary fundraising skills.

The Trustees have agreed to release sufficient funding resources from the 
Charity over the next three years in order to progress this strategy.




















