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Foreword

Dear Colleagues,

We are delighted to commend to you the second report from the All-Party Parliamentary Group on 
Cerebral Palsy, set up with the help of national campaigning charity, Action Cerebral Palsy. Cerebral 
palsy is a lifelong condition and the most common motor disability in childhood. The purpose of setting 
up the APPG was to ensure that those with the condition and their families receive the earliest possible 
interventions, the best pathways of care throughout their lives, and the brightest futures. 

Our first report discussed the need for effective, early intervention to improve life outcomes and 
minimise secondary complications. Building on that, this report examines best practice in Education, 
Health and Care Plans (EHCPs), Teaching, and Learning for Children with cerebral palsy which our third 
and fourth APPG meetings examined in detail. 

As Members of Parliament with lived experience of cerebral palsy, we hope Government will engage 
with the APPG’s recommendations and work with us to provide quality provision and specialist care for 
children and young people with cerebral palsy. 

We would like to thank all those who spoke at and attended our meetings, and to all those who 
submitted evidence to help guide this report. We would also like to extend our thanks to Amanda 
Richardson MBE, Founder and Chief Executive of Action Cerebral Palsy, for her assistance and support.

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 and by joining the APPG to help shape our work.  

If you would like to join the APPG, please e-mail the secretariat at
CerebralPalsyAPPG@connectpa.co.uk for more information.

With best wishes,

Paul Maynard MP
Co-Chair of the APPG on Cerebral Palsy
Member of Parliament for Blackpool 
North & Cleveleys

Mary Kelly Foy MP
Co-Chair of the APPG on Cerebral Palsy
Member of Parliament for City of Durham

mailto:CerebralPalsyAPPG%40connectpa.co.uk?subject=
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Introduction

Children and young adults with cerebral palsy, 
and their families who support them, are 
facing a system of provision that is fractured, 
incohesive, and that does not always follow the 
statutory timelines or duty of care. Our evidence 
demonstrates that people with cerebral palsy 
are asking for improvements in services – from 
increased training of professionals to a clearer 
understanding of services available, and for an 
enhanced parental voice and a focus on meeting 
of individual needs of children, as opposed to 
reflecting the availability of local authority budgets 
or a “one size fits all” provision.

We support the Education Committee’s SEND 
Report declaration that the Department for 
Education, and the country as a whole, is not 
ambitious enough for its young people with SEND, 
particularly those with cerebral palsy who are 
woefully underrepresented even in the report 
itself. 

The route to excellent provision for people with 
cerebral palsy lies in effective and coherent 
change, which makes the most of the experts and 
resources already available, builds new expertise 
into the system, and which and creates joined-up, 
cohesive strategy that seeks to make expertise 
and services available to all people with cerebral 
palsy and is implemented with full Government 
backing. 

Cerebral palsy is a complex lifelong neurological 
condition which can have a severe impact on 
an individual’s learning, future opportunities, 
and quality of life. This is why it is vital that 
children with cerebral palsy receive the very 
best early intervention, and high-quality ongoing 
therapeutic, medical, and educational provision 
from experienced and specialist professionals.  

The APPG on Cerebral Palsy welcomes the 
recently published National Disability Strategy in 
which the Government pledges to provide funding 
for the implementation of the actions of the SEND 
Report. We would urge the Government to ensure 
that the specific needs and rights of children and 
young people with cerebral palsy are adequately 
funded and represented, and that funding is used 
to make bold reforms to improve lives.

Our recommendations seek to refresh the 
current environment of poor implementation 
and adversarial experiences, as outlined in the 
Education Select Committee SEND Report with 
clear, practical recommendations which directly 
benefit the child and their family. They are cost-
efficient, as they would prevent issues from 
arising, which are currently expensive and time-
consuming to put right. Quality EHCP provision, 
which meets the needs of those with cerebral 
palsy, pre-empts a lot of the problems and 
expense down the line for local authorities, the 
Government, and families. We are advocating for 
a pragmatic, joined up approach where the state 
sector is adequately funded and provision spans 
across the state and independent sectors. The 
state sector is doing the best it can but is woefully 
under-resourced. Cost and efficiency aside, 
providing quality provision and services for those 
with cerebral palsy, and their families, is the right 
thing to do. 

https://publications.parliament.uk/pa/cm201919/cmselect/cmeduc/20/20.pdf
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Summary of recommendations

The Government should appoint a national 
Cerebral Palsy Action Champion to join the 
dots between its policies on addressing 
cerebral palsy as a lifelong condition across 
different departments. This Champion, 
akin to the role of the Youth Mental Health 
Ambassador, would oversee the joint working 
recommended by the Education Committee’s 
SEND Report, ensuring any outcome 
framework is implemented effectively and 
work across Whitehall and the UK for a joined-
up approach. 

The creation of a single national template 
and process for EHCPs to be produced by 
experts in cerebral palsy, with increased 
routes for input from families and relevant 
professionals.

• The parental voice must be honoured as 
a right when it comes to the consultation 
and writing of the EHCP. Each EHCP must 
be co-authored with equal input from 
local authorities, parents, and appropriate 
professionals with knowledge and 
expertise in cerebral palsy, with parental 
views listened to, and acted upon. 

• EHCPs should have a parental right to 
review whereby families of children with 
cerebral palsy are entitled to a minimum 
of 6-monthly catch-up sessions with 
their multi-disciplinary team. Parents will 
have the right to review and comment as 
part of the consultation process on the 
assessment report, before the draft EHCP 
plan is released. 

As a right, every family with a child with 
cerebral palsy will be offered control of a 
personal care budget for services, equipment 
and other needs and a choice of choosing 
between public, independent or third sector 
providers.

Every family with a child with cerebral palsy 
will be allocated a neutral lead professional, 
with knowledge and experience of cerebral 
palsy, to support and coordinate their EHCP and 
suggested services. This professional will be an 
advocate for the family and be empowered to 
act as the family’s champion. 

Every local authority must sign up to a Cerebral 
Palsy Covenant to ensure a common standard 
of access to services is maintained across 
England, ending the postcode lottery. The 
Covenant will stipulate what bodies like Ofsted 
and the Care Quality Commission need to look 
out for, furthering the recommendations of the 
Education Select Committee’s SEND Report 
to include cerebral palsy specifically in the 
framework. 

• The Covenant will make provision for better 
use of third and independent sector as part 
of the EHCP process and ensure services 
for children and young people with cerebral 
palsy are catered for fully in Government 
recommendations. Failure to meet the 
strictures of the Covenant will invoke 
sanctions from the Secretary of State. 

• The Covenant will ensure, as expressed in 
the SEND Report, that duties are not watered 
down. We agree with the Committee that 
the Department for Education must be more 
proactive in ensuring local authorities are 
acting lawfully, and that statutory timescales 
are adhered to.  

• The Cerebral Palsy Covenant must include 
funding and provision for upskilling both the 
clinical and educational workforce in the 
needs of those with cerebral palsy. 
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The Government and the NHS must create a 
Neurodisability Care Index to bring together 
information about the resources and support 
available for those with cerebral palsy, which 
would be maintained by an independent body 
outside the structures of central government. 
This complements, but is distinct from, the 
Cerebral Palsy Register recommended in our 
previous report on early identification and 
intervention. That register will provide information 
on the incidence, diagnosis, medical history, 
developmental needs, and outcomes of children 
with cerebral palsy across the country.

Immediate publication of the SEND Review 
must come with dedicated funding to enact 
its recommendations by 2024. The Review 
must ensure that children with cerebral palsy 
are adequately represented and championed, 
and their specific needs are covered within the 
recommendations. 

Specialist cerebral palsy experts should be 
identified, created, and funded across all parts 
of the country with urgent upskilling for the 
professional workforce. These experts should 
have oversight and accountability on EHCPs.

Regulatory bodies such as Ofsted and CQC 
should receive as a matter of urgency the 
appropriate training to correctly identify and 
assess the quality of educational provision, 
services, and outcomes for children with cerebral 
palsy.
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Best practice in EHCPs for children 
with cerebral palsy

There are an estimated 30,000 children and 
young people in the UK with cerebral palsy which 
is sometimes knows as the cerebral palsies due 
to the range of presentations. The condition is the 
most common physical disability in childhood and 
can affect those from all social backgrounds and 
social groups. It is a lifelong condition in which the 
impact of the initial damage to the central nervous 
system can cause postural instability, contractures 
and deformities and other neurological 
impairments which may have a severe impact on 
the individual’s future opportunities and quality 
of life. This is why it is so vitally important that 
children with cerebral palsy receive the very 
best early intervention and ongoing therapeutic, 
medical and educational provision from expert 
professionals throughout their growing years and 
into adulthood.

Cerebral palsy primarily affects sensory motor 
function but can also encompass a number 
of neurological disorders which can affect all 
aspects of development in the growing child. 
Children with cerebral palsy can have a range of 
issues including with communication, cognitive 
and learning issues, hearing or sight issues, and 
difficulties with sensory processing. This has a 
huge impact on how they develop, learn, and 
interact with the world around them. 

Therefore, cerebral palsy should not be 
considered as purely a physical disability. The 
unique nature of this neurological condition in 
which elements are inter-related and impact on 
each other in both subtle and complex ways, 
requires a global approach bridging both health 
and education.  

Children and young people with cerebral palsy 
therefore require a joined-up approach which 
cuts across education, health, and social care, as 
their needs frequently span these three sectors. 
Joined-up working between health, education, 
and social care has been on the agenda for many 
years, but, sadly, is yet to be adequately delivered. 
The SEND Report called on Government to ensure 
more joined-up working on SEND issues. We are 
recommending this to be implemented through 
a Government-appointed national Cerebral 
Palsy Action Champion to join the dots between 
its policies on addressing cerebral palsy as a 
lifelong condition across different departments. 
This Champion would oversee the joint working 
recommended by the SEND Report, ensuring any 
outcome framework is implemented effectively.

The EHCP process, as it currently functions, is 
structurally flawed, splitting health and therapies 
from education. Action Cerebral Palsy’s survey of 
parents found that 56% of parents said that they 
did not feel that education and health services are 
working together to support their child while one 
parent said they would like to see: 

“the EHCP to actually contain services relating 
to health and care, not just education.”

Our recommendation for a Cerebral Palsy Action 
Champion would be the first step to counteract 
this by overseeing the joined-up working of these 
departments. 

It is crucial that all parents have access to the 
appropriate professionals right from the start 
of their child’s life and into the EHCP process, 
and that those professionals have relevant 
skills and knowledge informed by awareness 
of and experience in cerebral palsy. The EHCP 
process should be centred around ensuring 
best outcomes for the child, irrespective of 
the limitations of local provision or budgetary 
concerns within the local authority. This should 
include partnership working with the private and 
third sector with provision for impact assessments 
to be made should the EHCP not be implemented 
appropriately. 
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To ensure this guidance and process is clear and 
standardised, we recommend the creation of a 
single national template and process for EHCPs 
to be produced by experts in cerebral palsy, with 
increased routes for input from both families and 
relevant professionals.

Parents are key advocates, experts, and co-
ordinators of their child’s condition; nobody 
understands their child’s needs better than their 
parents. Action Cerebral Palsy has conducted 
an extensive survey of parents, which found that 
many parents reported the EHCP process to be 
difficult or very difficult. One parent commented 
that:

“the EHCP process is stressful and does not 
respect or appreciate the child and instead is 
focused on money.”

Parents face many challenges, including poor 
communication with local authorities and 
therapists, with parents required to “chase” the 
local authority.  EHCPs are written by statutory 
sector professionals who are under pressure to 
recommend types and levels of provision which 
reflect what the authority can provide, rather 
than what is required by the child to thrive, which 
results in parents receiving decisions made largely 
on the funding available rather than upon their 
child’s needs. The inevitable result is parents 
being forced to engage in time-consuming, costly, 
and often adversarial appeals and legal routes to 
secure the provision their child needs.

It is crucial that parents and young people are 
active in the decision making of EHCPs. The 
role of the families in the process must be one 
of true partnership, with the parents accorded 
equal co-author status alongside local authorities 
and experts. Families should feel that the EHCP 
process is designed for, and around, them, and is 
there to support them. 

The voice of the child is also vital, and they must 
be treated as a decision-maker when it comes 
to their EHCP. There are specialist resources that 
can assist the exploration of issues with children 
with complex communication needs stemming 
from cerebral palsy, enabling children to verbalise 
more accurately their own wishes and needs. This 
should be at the heart of any EHCP and built into 
the guidance of the national template. 

To ensure the EHCP is a compassionate process 
that supports those it provides for, we are calling 
for the parental voice to be honoured as a right 
when it comes to the consultation and writing of 
the EHCP. Each EHCP must be co-authored with 
equal input from local authorities, parents, and 
the appropriate professionals with knowledge 
and expertise in cerebral palsy, with parental 
views listened to, and acted on. 

Many children with cerebral palsy will have 
significant challenges with communication. 
The needs of children with cerebral palsy 
change rapidly throughout their growing years; 
it is therefore vitally important that children 
have access to settings which will provide the 
specialism and expertise necessary to enable the 
child to grow and develop with the best possible 
life chances. 

Children with cerebral palsy face real barriers to 
learning from the educational environment and 
the effects of their condition which impact on all 
aspects of their life in and outside school. Because 
of this, and the development of young children 
more broadly, EHCPs can become out of date very 
quickly. The outcomes first specified will always 
need updating and, while the documentation may 
be static, the implementation and reviewing of 
it can be dynamic by continually readjusting the 
proposed outcomes. 
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Reviewing EHCPs is important for introducing 
further services too. Many children with cerebral 
palsy may require augmentative and alternative 
support, known as AAC, to express themselves 
and participate in decision-making. Younger 
children who may not have a reliable means of 
communication, may be completely side-lined 
from the decision-making process. Through the 
work of skilled practitioners, and with the right 
equipment, understanding, and environment, 
the EHCP outcomes and targets should be 
continuously reviewed for some children with 
cerebral palsy for optimal learning and health 
outcomes. Whilst an annual review is useful it only 
reflects a single point in time and does not reflect 
the developmental progress of children with 
cerebral palsy. In order to address these issues, 
and to enhance the opportunity for parental 
involvement, we recommend that each EHCP 
will contain a parental right to review whereby 
families of children with cerebral palsy are 
entitled to a minimum of 6-monthly catch-up 
sessions. Parents will have the right to review 
and comment as part of the consultation process 
on the assessment report, before the draft EHCP 
plan is released. 

Part of enhancing the parental voice in the EHCP 
process is provisioning for financial choice and 
flexibility. Currently, many parents are not fully 
informed of the option of a personal budget. 
Greater control of this would save time, money, 
and frustration and ensure that the correct 
equipment and services were selected at the 
beginning and throughout the EHCP process. 

It is crucial that children have swift access to the 
resources they require, and, in particular, for their 
communication, assistive technology and mobility 
needs. Where local areas, as is often the case, 
lack appropriate provision and/or expertise, there 
should be no fear of commissioning, and working 
with other specialist providers. A personal care 
budget for families would enable greater flexibility 
over commissioning these services. 

Navigating funding for health within education 
systems can be particularly challenging. Some 
local schools fear that they will not be provided 
with funding from a local authority, so refrain 
from purchasing or commissioning specialist 
equipment or services that children with cerebral 
palsy need. In situations such as this, schools may 
inadvertently limit the provision for children with 
cerebral palsy by reducing parents’ expectation 
of what is available. We believe all parents and 
families should have the highest ambition for 
their children with cerebral palsy. By providing the 
option to manage a personal budget, we believe 
there will be increased understanding of funding 
routes and what is required to implement an 
EHCP. 

Support with the administration of Personal 
Budgets should be part of the role of the family’s 
lead professional, who would be able to provide 
guidance and information on what to ask for, 
what can be provided beyond the local authority, 
and what provision meets a child’s individual 
needs – whether this is available through the 
local authority or not.  When parents were asked 
by Action Cerebral Palsy parents what they felt 
had been the biggest obstacle to getting the 
appropriate education and therapy support for 
their child, 53% said “local education authority 
funding and financial needs are prioritised over my 
child’s needs”.

The proposed enhanced control and parental 
involvement will deliver the best long-term 
outcomes for children with cerebral palsy, and 
their families, ensuring they have a wide choice of 
provision to give them the best life chances. 

We therefore recommend that every family with 
a child with cerebral palsy be offered control, as 
a right, over a personal care budget for services, 
equipment and other needs and a choice of 
choosing between public, independent or third 
sector providers.
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We agree with the SEND Report’s 
recommendation for a “neutral role, allocated 
to every parent or carer” but we emphasise it 
should be a neutral advocate with cerebral 
palsy-specific knowledge and expertise. Oral 
evidence provided highlights the need for 
more expert advice to obtained during EHCP 
assessments, as our other recommendations 
seek to ensure. 

The SEND Report identified the “adversarial 
experiences” experienced by children and 
families. We have found that this is partly 
because the system is difficult to navigate, 
and partly from frustrations that arise with 
local authorities, such as the local authority 
restricting the advice they will seek (or, in 
some cases neglecting even to seek advice) 
regarding a child or young person’s needs. 
Vulnerable families may be especially likely 
to accept inadequate provision offered by 
their local authority because of the difficulty 
in challenging the bureaucratic and complex 
system alongside care duties. 

When asked by Action Cerebral Palsy what 
parents felt had been the biggest obstacle to 
getting the appropriate education and therapy 
support for their child, 32% said “no independent 
advocate who is there to help”. A neutral 
advocate, able to act on behalf of the family, 
and co-ordinate their EHCP plan and suggested 
services, would prevent costly tribunals 
down the line, as well as providing families 
with much-needed guidance and support. 
In addition, a single lead professional would 
ensure there is cohesion and continuation in a 
child’s EHCP and care. 

Every family with a child with cerebral palsy 
must be allocated a neutral lead professional, 
with knowledge and experience of cerebral 
palsy, to support and coordinate their EHCP 
and suggested services. This professional will 
be an advocate for the family and have the 
capacity to act on their behalf. 



10Best Practice in Education, Health and Care Plans (EHCPs), Teaching, and Learning for 
Children with Cerebral Palsy: The case for quality provision and standardisation

Best practice in partnership 
working 

The Government’s SEND Review is an important 
opportunity to address the problems the way 
the SEND legal framework operates in practice, 
including the gap between local authorities’ duties 
to children with cerebral palsy, and the resources 
available. 

Section 21(5) of the Children and Families Act 
2014 states that health care provision or social 
care provision which educates or trains a child 
or young person should be treated as special 
educational provision. Local authorities should 
therefore be held to account more stringently in 
delivering services such as therapy to children 
with cerebral palsy, as it is integral to their needs. 
Local authorities should be assessed not only on 
upholding their basic duty of care, but on how 
well health and care services are integrated with 
education services. 

We propose that this take the form of a Cerebral 
Palsy Covenant, similar to the Armed Forces 
Covenant, which every local authority must 
sign up to, to ensure a common standard of 
access to services is maintained across England, 
ending the postcode lottery. The Covenant will 
stipulate criteria which bodies such as Ofsted 
and the Care Quality Commission should look 
out for, furthering the recommendations of the 
Education Committee’s SEND Report to include 
cerebral palsy specifically in the framework. 

A flexible approach is needed to draw on all 
agencies’ expertise – both statutory and voluntary 
– with a greater breadth of educational support at 
different stages of life, whether this is from a state, 
independent, special, or mainstream school or a 
blend of co-delivery from these.

Collaboration and co-delivery between statutory 
and non-statutory agencies is crucial to delivering 
effective and flexible educational provision for 
children with cerebral palsy. The model examples 
of joined up and holistic working which exist in 
the UK are not standard across the country and 
too many children and their families endure 
disjointed, intermittent, and sub-par community 

services and pathways of care. The exemplars of 
provision should be highlighted through shared 
best practice, and local authorities should be 
incentivised to work with external partners, 
including from the third and independent sectors. 

Parents value specialist settings highly but it 
is unusual for local authorities to name such 
centres for children in EHCPs unless forced to 
do so through tribunal or appeal. This should 
be addressed through accountability measures 
to ensure local authorities are carrying out their 
duty of care to children with cerebral palsy to the 
highest standard. 

The Covenant will make provision for better 
use of the third and independent sectors as 
part of the EHCP process and ensure cerebral 
palsy is catered for fully in Government 
recommendations. Failure to meet the strictures 
of the Covenant should invoke sanctions from 
the Secretary of State for Education. 

Our evidence shows that many parents of children 
with cerebral palsy lack confidence in their local 
authority’s ability to make suitable arrangements 
for their child, with some even viewing their local 
authorities as being obstructive, inconsistent, 
and unaccountable. Provision inevitably tends 
to reflect what local authorities are able to 
provide, and the recommendations coming from 
professionals from the local statutory education 
and paediatric health sector, rather than what 
the child concerned requires to have the best life 
chances. During and post-COVID-19, in particular, 
concerns have been raised over the increasing 
prevalence of online therapy which does not 
cater fully for ongoing concerns of a child or their 
family with parents complaining of this approach 
as a “watching brief” and that a quick phone 
call, without any hands-on therapy, does not 
constitute an appointment. Parents are particularly 
concerned that “bad practice is becoming the norm 
with quick efficiencies rather than real investment 
and quality improvement.” 



11 Best Practice in Education, Health and Care Plans (EHCPs), Teaching, and Learning for 
Children with Cerebral Palsy: The case for quality provision and standardisation

There is clear guidance and legislation for 
local authorities on their duties to meet Special 
Educational Needs and Disabilities within the 
Children and Families Act 2014 and the SEND 
Code of Practice, and, therefore, sufficient central 
Government funding must be made available to 
facilitate this.

Local authorities and the staff who administer 
EHCPs should be held to account for any non-
compliance of their statutory duty to meet the 
needs of children with cerebral palsy in a timely 
and effective manner. Where incompetent or 
ineffective practice exists, training and protocols 
should be put in place at the earliest possible 
opportunity.

The Covenant will ensure, as expressed in 
the SEND Report, that duties are not watered 
down. We agree with the SEND Report that 
the Department for Education must be more 
proactive in ensuring local authorities are acting 
lawfully, and that statutory timescales are 
adhered to. 

We agree with the SEND Report’s call for the 
Government to publish their pending reforms 
and recommendations, and we call for them to 
be implemented in full at the earliest possible 
opportunity. There must be immediate 
publication of the SEND Review, with dedicated 
funding enacting its recommendations by 2024. 

Organisations like PDnet have identified that, 
whilst the SEND code of practice is clear about 
teacher responsibilities for pupils with special 
educational needs and disabilities, there is a lack 
of knowledge within the education system about 
what provision needs to be in place, and how it 
can be successfully included in schools. We are 
therefore calling for the SEND Review to ensure 
that children with cerebral palsy are adequately 
represented and championed, and their specific 
needs are covered within the recommendations 
across mainstream and specialist settings. The 
Cerebral Palsy Covenant must include funding 
and provision for upskilling both the clinical and 
educational workforce in the needs of those with 
cerebral palsy. 

Cerebral palsy provision requires a continuum 
of skill-sharing and provision which cuts across 
the state, independent and voluntary sectors. 
Few schools and settings have access to a 
Physical Disability Specialist to advise staff, and 
many parents do not have early years provision 
that specialises in cerebral palsy in their area. 
While health care professionals may be able to 
advise special schools, their remit is broad and 
not cerebral-palsy specific. Shared practice is 
therefore needed to identify services available 
and to register and use the expertise which 
already exists locally, regionally, and nationally, 
across all sectors. 

Parents should have the information readily 
available to make informed choices for their child, 
and not have it assumed that their child will attend 
any one particular school or service, without other 
options being presented and considered in the 
best interests of the child. 
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There must be a harmonised, accurate, and 
consistent collection of data on national provision 
for people with cerebral palsy to provide 
comparable information that can be used to 
inform health outcomes, provision planning, 
service choice and care. 

A national index would minimise the risk that gaps 
and variability in service provision and transition 
pathways are left uncovered and unaddressed, 
also reducing the risk of an inequity of care across 
the country. The Caldicott Principles ensure 
people’s information is kept confidential and used 
appropriately, contributing to the overall delivery 
of health and social care. Evidence provided to the 
APPG has noted that there is an extreme attitude 
of data protection without due consideration that 
one of the guiding Caldicott principles is that 
the duty to share personal information can be as 
important as the duty to have regard for patient 
confidentiality. 

In our previous report on early identification 
and intervention we recommended a Cerebral 
Palsy Register which will provide information 
on the incidence, diagnosis, medical history, 
developmental needs, and outcomes of children 
with cerebral palsy across the country. We are 
now strengthening this recommendation with the 
additional proposal for a index mapping support 
and provision for cerebral palsy by recommending 
that the Government and the NHS must create 
a Neurodisability Care Index to bring together 
information about the resources and support 
available for those with cerebral palsy, which 
would be maintained by an independent body 
outside the structures of central government. 
This would facilitate research into the condition 
and help a better understanding of best practice 
as well as promoting improved service planning.

Children and young people with cerebral palsy 
may experience complex and inter-related 
learning and developmental challenges. There 
is strong feeling from parents, teachers, and 
specialist organisations that there is not enough 
training in effective and holistic therapeutic and 
educational intervention and support for children 
and young people with cerebral palsy and this 
can lead to poor proactive planning and low 
expectations for pupils. It is therefore important 
that school staff have the skills and knowledge 
required for assessing and monitoring the 
progress, wellbeing, and ongoing needs of the 
child with cerebral palsy within the school so that 
annual reviews accurately identify any concerns or 
issues requiring intervention and/or support. Many 
posts within the specialist teaching service – who 
provide advice on inclusion and curriculum access 
and assist in planning at periods of transition 
between key stages – have been subject to 
funding cuts, with many schools struggling to 
access sound advice to meet individual needs. 

Introducing and supporting vital learning 
strategies such as Augmentative and Assistive 
Communication (AAC) or assistive technology 
(AT) requires specialist input which is sometimes 
not available within local authorities. Specific 
investment is needed into training opportunities 
using external providers, including, when 
necessary, providing SEND support for schools 
and nurseries so that children with cerebral palsy 
can continue to learn using the strategies which 
best suit them and ensure ongoing progress. 

Equally, therapists with specialist knowledge of 
cerebral palsy must be available and accessible 
within the community’s paediatric team, and when 
this is not available, commissioning arrangements 
should allow for expertise from other agencies 
and organisations to be used. Parents surveyed 
by Action Cerebral Palsy said they would like 
to see “every hospital should have a cerebral 
palsy expert or professional” as well as “more 
community physiotherapists need to be employed 
to give more support at home”. Funding and 
provision for upskilling must be in place in order 
for EHCPs to be carried out by a transdisciplinary 
team with cerebral palsy expertise which meets 
the holistic and complex needs of every child. 

https://connectpa.co.uk/wp-content/uploads/2021/03/APPG-on-Cerebral-Palsy-report-2021.pdf
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We therefore recommend that specialist cerebral 
palsy experts should be identified, created, 
and funded across all parts of the country with 
urgent upskilling for the professional workforce. 
These experts should have oversight and 
accountability on EHCPs.

Expert input is vital to the EHCP process as 
without it, EHCPs risk been generic and lacking 
the necessary accuracy. They would be, as one 
parent suggested, “not worth the paper it’s written 
on”.  Expert input throughout the process is 
pivotal in ensuring the correct level of provision 
necessary to enable a child with cerebral palsy 
to thrive, both in their initial years and in later life. 
Therefore, those carrying out the assessment and 
making recommendations must be specialists in 
cerebral palsy. 

EHCPs also require a broad range of professional 
input, including those with specialisms in 
voluntary and statutory sectors. The EHCP process 
should be able to fully access and recommend 
non-statutory provision, regardless of the potential 
costs inhibiting the local authority’s current 
approach. Parents continually positively rate 
the experience and care their child receives at 
specialist centres, and many go to great lengths to 
obtain this kind of support. 

Bodies like Ofsted and the Care Quality 
Commission, who have responsibility for 
overseeing educational and healthcare services, 
should have access to these specialists in cerebral 
palsy for additional training and support. These 
trained experts should have the capacity and 
ability to work with Ofsted to train and support 
their inspectors in visiting specialist schools and 
services. We support the Education Committee’s 
SEND Report recommendation that “a revisit 
programme” is insufficient and believe that extra 
capacity and joined-up working, centred on 
cerebral palsy, ensures these service visits are 

managed and informed accurately. 

We therefore recommend that regulatory bodies 
such as Ofsted and CQC should receive as a 
matter of urgency the appropriate training to 
correctly identify and assess the quality of 
educational provision, services, and outcomes 
for children with cerebral palsy.

One parent surveyed by Action Cerebral Palsy 
noted, 

“I have to fight for everything. I have to ask 
and repeat and remind and cajole. The 
next mum will have to do the same. It’s 
awful having this burden on top of the time 
consuming, physical and emotional burden of 
caring.”

We believe that these recommendations place 
children and young adults with cerebral palsy, 
and their families, at the heart of healthcare 
and education provision, and go some way to 
alleviating that burden. Children and young adults 
with cerebral palsy require ongoing, expert care 
specific to their condition, which values input from 
their families, and that champions their goals and 
quality of life. These recommendations seek an 
updated, streamlined and specialist delivery of 
care and education in which a fit for purpose EHCP 
system is the foundation. With these changes in 
place, the country can ensure it provides a system 
for those with cerebral palsy that prioritises not 
money and efficiency, but which puts quality 
provision and best practice at its heart.
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Afterword

The APPG on Cerebral Palsy sessions on Education Health and Care Plans and Teaching and Learning, 
and this report, have been driven, informed, and inspired by the experiences of parents of children with 
cerebral palsy. These brave but tired warrior-angels, many of whom have spent most of their child’s 
young life challenging the system to ensure that their child has what they need to thrive, have had 
enough.  

56% of parents who responded to Action Cerebral Palsy’s recent survey, felt that education and 
therapy services did not work together to support their child. Parents are calling for greater flexibility 
in commissioning and accessing services for their child; in the words of one parent, they need “easier 
and quicker access to funding support together with joined-up thinking and less complexity around the 
myriad of funding pots across the local authority and NHS providers which are illogical and impossible to 
understand and act as barriers to accessing funding and support”. 

This report seeks to address the anomalies and inadequacies of current educational, health and care 
systems of provision experienced by many families with children with cerebral palsy. It recommends 
practical solutions which make optimum use of resources and skill sets already available and 
introduces a system for safeguards which will provide a benchmark for quality care and provision for 
this vulnerable community. 

Progress for families with children with cerebral palsy since the initial Parliamentary Inquiry in 2014 has 
been too slow, but with the work of this APPG and the positive response from the Department of Health 
and Social Care and Public Health England to the previous APPG report and its recommendations for 
early intervention for children at risk or with cerebral palsy, there are glimmers of hope that things will 
change for the better. 

We urge the Government to use the new recommendations contained in this report to act on behalf of 
children with cerebral palsy and their families who deserve a system which recognises the very specific 
challenges of the condition, and which properly supports their ambitions for a happy, healthy, and 
fulfilled childhood and future life.  

Amanda Richardson MBE 
Chief Executive
Action Cerebral Palsy
(All-Party Parliamentary Group on Cerebral Palsy sponsor)
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