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Foreword

Dear Colleagues,

As Members of Parliament with lived experiences of cerebral palsy, we are delighted to commend 
to you the inaugural report from the All-Party Parliamentary Group on Cerebral Palsy we set up last 
year 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 two sessions covered early years 0-5 and the vital importance of early intervention, but there is 
much more work to be done. Our next sessions planning to look at provision for school-aged children 
with cerebral palsy, and interventions, pathways and outcomes from both educational and healthcare 
perspectives.

We would like to invite you to work with us to campaign for better, and more joined up, services for 
those living with cerebral palsy across the UK, by engaging with Ministers on our recommendations, 
holding your local services to account, and joining the APPG to help shape and promote 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 Foy MP

Co-Chair of the APPG on Cerebral Palsy
Member of Parliament for City of Durham

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


3 Early identification, intervention and pathways of care of infants and young children 
with cerebral palsy: The case for reform and investment

Introduction

Infants and very young children with cerebral 
palsy need effective, early intervention to 
improve life outcomes and minimise secondary 
complications. There is indisputable evidence that 
the first years of a child’s life are the most crucial 
period of human development. Cerebral palsy 
and associated neurodisabilities have been widely 
demonstrated to be highly responsive to early 
intervention, when plasticity (ability to change) 
in the child’s developing brain is at its greatest. 
Failure to intervene early represents a significant 
cost, both to the child, and to the Treasury later 
down the line, when considering the costs of care 
and support throughout life, and, of course, an 
enormous personal cost to the families involved. 
Despite this, effective early intervention remains 

the exception, rather than the norm, in the UK, and 
families struggle to navigate complex pathways 
of care that often do not even meet the minimum 
standards set out in the NICE Guidelines for 
cerebral palsy. There are shining examples of 
best practice and we commend and celebrate 
the excellent work of practitioners across the UK 
delivering these, but significant reform is needed 
to enable such excellent examples of care to 
become accessible for all children. Families 
require more support as they navigate the 
diagnostic, referral, and care process, to empower 
them to access the best care for their child at 
what is a deeply distressing time for parents. More 
data on cerebral palsy in the UK is essential in 
improving outcomes, too. 
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Summary of recommendations

The Government should work in partnership 
with NHS England and devolved health 
bodies to develop a high-quality, standardised 
national surveillance programme for preterm 
babies and infants who are at high-risk of 
diagnosis of cerebral palsy. This should 
incorporate assessment items and investigations 
that are known to be highly predictive of 
neurodevelopmental outcomes, such as MRI brain 
scans, Prechtl’s General Movements Assessments, 
and neurological examination. 

The Government must fund and ringfence 
streamlined pathways of care for children at 
risk of neurodisability. This should lead to the 
establishment of properly mapped out, costed, 
and funded national care pathways, between 
primary care and secondary and tertiary multi-
disciplinary centres of excellence, which should 
put the needs of children and their families at the 
heart of all decision making. 

All health authorities should be required to 
implement the NICE Guidelines and Quality 
Standards as a minimum standard, and 
practitioners and clinicians at a local level must 
be fully aware of their responsibility for prompt 
referral to expert multi-disciplinary teams.  All 
care pathways should include agreed and audited 
quality standards.

Referral-to-treatment timescales for cerebral 
palsy must be tightened and minimised to 
facilitate rapid intervention at the earliest 
possible stage. Where there is inadequate 
provision or lengthy waiting times within the local 
statutory sector health services for assessment 
and intervention, families should have access 
to expert services provided by the private or 
voluntary sector. 

The Personal Child Health Record, or ‘red 
book’, should be modified to check for signs of 
abnormal motor development, as a practical tool 
to support parents and health visitors to know and 
look out for signs of cerebral palsy, and enable 
more rapid onward referral. 

Non-specialist health professionals, such as: GPs, 
community paediatricians, health visitors and 
social workers must receive specific training on 
the early signs of cerebral palsy and associated 
neurodisabilities in infants.

There should be three additional universal health 
visiting contacts, to increase the opportunity for 
early detection of children with cerebral palsy. 
These should take place at: 3-5 weeks, 3 months, 
and 3.5 years. Increased health visitor screening of 
all infants at three months old will help to identify 
infants with emerging signs of cerebral palsy and 
refer them to specialised care pathways.

The Government must urgently invest in the 
health visiting workforce, to increase its size and 
capacity and offer specialised training in the early 
signs of movement difficulties in infants, ensuring 
that health visitors have the tools to identify signs 
of cerebral palsy as early as possible.

A review of how personal budgets and the 
Local Offer established under the Children and 
Families Act (2014) should be used to enable swift 
access to early support for families with babies 
with or at risk of cerebral palsy should also be 
undertaken.

When navigating the assessment and diagnostic 
process, each family should be assigned 
an independent ‘partner’ within each Child 
Development Team or from a specialist voluntary 
provider. This partner could be any qualified 
professional with knowledge of cerebral palsy 
who is able to provide monitoring, in-reach, 
information, and support to the family, and help 
them to refer to and co-ordinate services.

The UK Government should improve systems 
for data collection and facilitate the creation 
of a national Cerebral Palsy register, to provide 
information on the incidence, diagnosis, medical 
history, developmental needs and outcomes of 
children with cerebral palsy across the country.
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Identification and the 
role of Health Visitors

Cerebral palsy is the most common childhood 
physical disability. Despite this, there are often 
unnecessary delays in the early identification and 
referral of infants, which, in turn, prevents effective 
early intervention treatments taking place at the 
time when they can be the most impactful. A key 
reason for this is a lack of awareness of the early 
presenting features of cerebral palsy amongst 
primary healthcare professionals, as well as the 
general public. The training curriculum for GPs on 
children and young people does include some 
mention of normal developmental milestones, 
including gross and fine motor skills and normal 
growth, but there is no indication that missing 
these developmental milestones is a potential 
sign of cerebral palsy, as well as abnormal or 
fluctuating tone or asymmetry, as symptoms 
and signs of abnormality. The curriculum does 
not sufficiently equip GPs to act promptly and 
refer infants in line with the NICE Guidelines. 
Non-specialist health professionals, like GPs, 
community paediatricians, health visitors and 
social workers need specific training on the 
early signs of cerebral palsy and associated 
neurodisabilities, to empower them to respond 
and refer, avoiding a “wait and see” approach. 

Intensive early intervention for infants with 
cerebral palsy remains the exception, rather than 
the norm, across the UK, despite a great deal of 
evidence in its favour. Both NHS and voluntary 
care providers are often under-resourced and 
struggle to deliver intervention at the level of 
scale and intensity that is needed.

Up to 50% of all infants with cerebral palsy are 
not identified as being high risk for the condition 
at birth, and their needs are not addressed 
through any developmental surveillance scheme 
as they grow. Where children are identified as 
high risk for cerebral palsy at the pre- or post-
natal stage, their development is more likely to be 
monitored. The NICE Cerebral Palsy Guidelines 
provide clear direction on referral, assessment, 
and diagnosis, but are, crucially, not mandatory. 
Systems for surveillance are similarly not 
sufficiently robust, and it falls upon the parents of 

the remaining 40-50% of children who go on to be 
diagnosed - but are not identified as high risk for 
cerebral palsy beforehand - to raise any concerns 
with health professionals.

Health visitors are a highly skilled workforce 
and are well-equipped to work in partnership 
with parents and communities to improve early 
identification and intervention for infants with 
cerebral palsy via their role in the Healthy Child 
Programme. The health visiting service also 
provides a vital safety net for vulnerable babies 
and families and is an integral tool in improving 
outcomes. Health visitors can play a crucial role 
in mitigating some of the known risk factors for 
cerebral palsy. This includes: supporting mothers 
to prepare for a healthy pregnancy and reduce 
the prevalence of preterm birth, promoting 
immunisations and early detection of neonatal 
risk factors, and promotion of accident prevention 
advice to parents to reduce traumatic brain injury.

All children in England receive five mandated 
health visiting reviews currently. These are: 
antenatal, 10-14 days, 6-8 weeks, 9-12 months, 
and 2-2.5 years. Through these reviews, health 
visitors play a crucial role in the early identification 
of children with atypical development patterns 
or impairments likely to result in disability. 
However, health visitors currently do not conduct 
a baby’s first developmental assessment until the 
9–12-month review. This means that there is no 
mechanism to routinely assess younger infants for 
developmental difficulties when they first begin 
to show these signs. Detection of cerebral palsy 
at nine months will often mean that valuable time 
for impactful intervention has been lost, which 
will impact that baby throughout its life (Anna 
Basu). Public Health England has committed to 
extend and review the Healthy Child Programme 
and develop a new schedule of interventions, 
with a view to increasing the number of health 
visitor contacts. We propose that there should be 
three additional universal contacts, to increase 
the opportunity for early detection of children 
with cerebral palsy. These should take place at 
3-5 weeks, 3 months, and 3.5 years. In particular, 

https://www.nice.org.uk/guidance/ng62
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/831562/PHE_Strategy_2020-25.pdf
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a visit at three months old could be crucial in 
identifying early signs of abnormalities and 
facilitating swift and timely referral. 

Additionally, records of child development should 
provide a better framework for monitoring signs 
of cerebral palsy. The personal child health 
record, or ‘red book’, should be modified to check 
for signs of abnormal motor development, as 
a practical tool to support parents and health 
visitors to know and look out for signs of cerebral 
palsy, and enable more rapid onward referral.

Increased universal developmental monitoring 
in this way will provide a vital safety net for 
babies and families and help identify infants with 
cerebral palsy at an earlier juncture, which could 
be crucial to earlier and better interventions. In 
addition, infants who are at high risk of cerebral 
palsy should receive additional support and 
monitoring via a high-quality, standardised 
national surveillance programme. This should 
incorporate assessment items and investigations 
that are known to be highly predictive of 
neurodevelopmental outcomes, such as: 

• Prechtl’s General Movements Assessment, 
which is undertaken at three months old, 
can identify concerning patterns in infant 
movements.

• MRI brain scans, which are highly predictive of 
cerebral palsy.

• Neurological examination is also valuable in 
detecting concerning features that might be 
signs of cerebral palsy.

Year-on-year cuts to the public health grant have 
resulted in a 31% reduction in the number of health 
visitors since 2015. The service is under immense 
pressure, with 48% of health visitors saying that 
they feel so stretched that they fear a tragedy 
could take place where they work. The COVID-19 
pandemic has only exacerbated this. 

Furthermore, the level of training in child 
development and Special Educational Needs 
and Disabilities  that health visitors receive is 
determined by individual higher education 
institutions. This results in considerable variation 
in the knowledge and skills of practitioners when 
it comes to identifying signs of developmental 
abnormalities. Some local health visiting service 
specifications have also reduced the tools 
used to assess infants. The Ages and Stages 
Questionnaire is increasingly used, which, 
problematically, relies on parental report, rather 
than a hands-on holistic assessment by a trained 
medical professional. Consequently, there are 
accounts of developmental delay being missed 
due to the reported low sensitivity of this tool. 
The Government must urgently invest in the 
health visiting workforce to increase its size and 
capacity and offer specialised training in the 
early signs of movement difficulties in infants, to 
ensure health visitors have the tools to identify 
signs of cerebral palsy as early as possible. 

https://ihv.org.uk/news-and-views/news/survey-confirms-babies-and-young-children-have-been-forgotten-and-failed-in-the-nations-pandemic-response/#:~:text=Following%20years%20of%20cuts%20to,in%20health%20visitors%20since%202015.
https://ihv.org.uk/news-and-views/news/health-visitors-fear-for-childrens-wellbeing-due-to-relentless-service-cuts/
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Referral pathways

Rapid referral for onward specialist assessment 
when an infant is identified as showing signs of 
cerebral palsy is imperative. The current standard 
18-week referral-to-treatment timescale is too 
long, and wastes precious early weeks and 
months of neuroplasticity, when interventions 
can have the greatest impact. Families need to 
know that when they raise concerns, there will be 
a sense of urgency in referral for full assessment 
and access to best practice intensive intervention. 
Action Cerebral Palsy’s 2018 Variations in Care 
report found that very few healthcare trusts had 

a rapid referral timescale for infants with signs of  
cerebral palsy, despite the need for this provision 
to be the standard across the UK. Referral-
to-treatment timescales must be tightened 
and minimised to facilitate rapid intervention 
at the earliest possible stage. Where there is 
inadequate provision or lengthy waiting times 
within the local statutory sector, health services 
for assessment and intervention, families should 
have access to expert services provided by the 
private or voluntary sector. 

https://49c4e633-ed58-4396-9996-4606ea581c9b.filesusr.com/ugd/fe7f3c_d63febcabb5e4d4887aa226bae97e11e.pdf
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Pathways of care

The NICE Guidelines state that an enhanced 
clinical and developmental assessment and 
follow-up programme should be provided for all 
infants and children who are at risk of cerebral 
palsy and who show abnormal movements, 
posture, tone or late development of motor skills. 
However, there is currently an unacceptable 
level of geographical variation in access to best 
practice early detection, referral, diagnosis and 
intervention for infants with or at risk of cerebral 
palsy in the UK. This is compounded by variations 
in the support that families receive from the health 
visiting service based on where they live. 

The impact of this is enormous. Opportunities for 
children and families are lost forever, due to being 
unable to access appropriate, specialised care. 
The chance to reduce the cost to the public purse 
by ensuring optimal interventions, pathways and 
outcomes in terms of future education, health and 
social care of these children is also lost.

This is an injustice to the vulnerable infants and 
their families who require expert intervention at 
the very earliest opportunity, to harness the high 
levels of infant neuroplasticity which will be the 
key to progress. Without this vital intervention, 
precious time will be lost, and the effect of the 
brain damage and sensory-motor impairment 
will start to impact on the young child’s ability to 
learn from their environment through play and 
the normal activities of early childhood, including 
language and communication.

The NICE Guidelines and Quality Standards 
already provide a toolkit for national standards for 
identification, referral, and pathways of care for 
infants at risk of or with cerebral palsy. Clinicians in 
regional centres of excellence for neurodisability 
already have the skills and expertise to create 
high quality pathways for children and their 
families. All health authorities should be required 
to implement the NICE Guidelines and Quality 
Standards as a minimum requirement. All 
practitioners and clinicians at a local level must 
be fully aware of their responsibility for prompt 
referral to expert multi-disciplinary teams. 

To implement this, the Government must fund 
and ringfence streamlined pathways of care for 
children at risk of neurodisability. This should 
lead to the establishment of properly mapped 
out, costed, and funded national care pathways, 
between primary to secondary and tertiary care, 
and include agreed and audited quality standards. 
There should be an option of commissioning 
services from expert providers from the charity 
or voluntary sector, where these are available, to 
facilitate fast track access to early assessment 
and intervention. Additionally, a review of how 
personal budgets and the Local Offer established 
under the Children and Families Act (2014) should 
be used to enable swift access to early support 
for families with babies with, or at risk of, cerebral 
palsy should also be undertaken.
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Support for families

Parents of children with cerebral palsy face a 
deeply challenging and stressful situation. Not 
only do they have to endure uncertainty about 
their child’s health, but they must also navigate 
multiple services with many different access 
points, and often have to fight at each point of 
entry to secure what their child needs. This has a 
detrimental effect on mental health and wellbeing 
and often leaves parents exhausted, meaning 
that the more resilient and resourced parents 
are the only ones who have the energy to seek 
out appropriate provision for their child and so 
bringing about negative social mobility outcomes.

Parents need clarity on what appropriate 
provision for their child should look like, 
especially immediately after diagnosis. It is 
unclear to parents what “good” looks like when 
navigating an incredibly complex system. Many 
families report lack of proper explanation of their 
child’s condition by professionals, inadequate 
signposting that does not include voluntary 
services, and inconsistent early therapy input. 
This means that more financially resilient families 
tend to seek out further appropriate provision, 

whilst the most vulnerable are more likely to 
accept the less intensive intervention that is too 
frequently offered as the default. Compounding 
this is the fact that families with more financial 
resources are able to access more intensive 
private or charitably subsided provision, creating 
significant inequalities in outcomes. This 
disparity is crucial to acknowledge, considering 
children from disadvantaged backgrounds 
are disproportionately represented within the 
population of children with SEND.

Families require better grassroots support from 
expert professionals who can empower them 
to ask questions and receive honest advice 
and support. When navigating the assessment 
and diagnostic process, each family should 
be assigned a “partner” within each child 
development team or from a specialist voluntary 
provider. This partner could be any qualified 
professional with knowledge of cerebral palsy 
who is able to provide monitoring, in-reach, 
information, and support to the family, and help 
them to refer to and co-ordinate services.
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Better data collection and a 
National Cerebral Palsy Register

National levels of data on cerebral palsy are 
inadequate. Good systems for data collection 
are vital to make the needs of children and 
their families visible to those who commission 
services. This must be addressed to improve 
service planning, support the implementation of 
effective medical, care and educational pathways 
for children with cerebral palsy, facilitate research 
into the condition, and allow improvements 
in early intervention rates and care pathways 
to be monitored. A national register of people 
with cerebral palsy in the UK would be a vital 
tool in mapping need and improving outcomes. 
The Northern Ireland Cerebral Palsy Register 
is an exemplary model. It records children with 
cerebral palsy born in Northern Ireland since 1977, 

or living in the area since 1992. It is recognised 
internationally as a source of high quality, reliable 
data and has contributed to national standards 
of care and the development of new services 
in Northern Ireland that provide specialist care 
and targeted rehabilitation. It also contributes to 
international monitoring trends on the prevalence 
of cerebral palsy. However, it is the only remaining 
funded cerebral palsy register in the UK (NICPR). 
The UK Government must improve systems 
for data collection and facilitate a national 
cerebral palsy register, to improve information 
on the incidence, diagnosis, medical history, 
developmental needs and outcomes of children 
with cerebral palsy across the country.

Despite the current challenges in delivering effective early intervention and care pathways across the 
UK, there are some impressive examples of best practice that should be modelled and replicated.  The 
key elements are an integrated parent/child-centred intervention which needs to be offered as early 
as possible, collaborative working between multi or trans-disciplinary teams and seamless and robust 
transition between services.

Examples of best practice
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In 2015, Dr Anita Devlin returned to lead the Tertiary Paediatric Neurodisability Service at The Great 
North Children’s Hospital having worked within it previously. Several decades earlier, Dr Mary Gibson 
had set-up the service and was a leader and visionary in the field.  By necessity, she had achieved this 
whilst working partially in secondary (local) services and partially at tertiary level, which meant that 
boundaries of care could appear unclear to clinicians and families at times.

Following Dr Devlin’s return to the service all members of the tertiary team contributed to the 
development of clear service specifications and pathways in a regional hub-and spoke model which 
are available on the Trust website. Our specialist services for cerebral palsy include posture and 
movement, feeding (dysphagia) and vision services. 

Referrals usually come from local neurodisability consultants requesting assessment and intervention 
for specific clinical problems. We request further information from the local team who can attend the 
appointment with the family’s agreement. In the waiting area, the child and family complete age-
appropriate questionnaires outlining their current concerns and expectations from the assessment.

Specialist multidisciplinary and multi-professional clinics are a key part of our services and include 
neurology, neurodisability, orthopaedics, plastic surgery, gastroenterology and a wide range 
of therapies. This is required for specialist assessments and interventions including multi-level 
orthopaedic surgery, complex upper limb surgery, intrathecal baclofen pumps, and referral for selective 
dorsal rhizotomy. It also avoids multiple attendances and allows the child and family to discuss their 
goals with the whole team. 
 
Our service offers a level of expertise that is necessary for better outcomes in children and young 
people with cerebral palsy. We do not replace the excellent holistic care provided by local teams but 
rather, work synergistically and in partnership with them to provide the optimal care.

Case Study for 
Best Practice Care: 

Great North Children’s 
Hospital

Drs. Anita Devlin & Yasmin DeAlwis

Consultant 
Neurodisability Paediatricians
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When I first came to Sunderland to work in 2001, children with Cerebral Palsies were scattered across 
a range of clinics in silos across neonatology (some followed into their 20’s!), paediatrics, orthopaedics 
and therapies, with some children falling down cracks in between. 

We worked with families, listened to their experiences, then redesigned the service. We now provide 
‘one stop shop’ clinics, where children and young people with Cerebral Palsies, and other children 
who we think may benefit from this joined up approach, are assessed and managed in joint clinics, 
and where the paediatric disability consultant, paediatric orthopaedic consultant, orthopaedic nurse 
specialist, physiotherapist and occupational therapist see the child and family together. We take these 
team clinics out to the special schools, to disrupt education as little as possible and also to the local 
children’s centre, where there is parking and public transport access. 

These joint clinics are well-attended. Families complete the traffic light tool in the waiting room to 
reflect on and prioritise their needs. Thus, team clinics are set up to focus on what matters most to 
the child and family. All aspects are considered, from epilepsy to constipation to sleep, to postural 
management, hand function, equipment needs, issues at home and school and access to leisure and 
activities. Interventions are planned together, rather than in silos as previously and there is opportunity 
for questions and discussions. 

The outcomes of interventions and the views of children and families are captured and documented 
in subsequent consultations. Young people approaching adulthood are introduced to the 
neurorehabilitation consultant in regular transition clinics, so there is a robust ‘handing on of the baton’ 
of leadership of multidisciplinary team care.

Case Study for 
Best Practice Care: 
South Tyneside and 

Sunderland NHS 
Foundation Trust

Dr. Karen Horridge

Paediatrician (Disability)
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Afterword

As an educator of children with cerebral palsy for over thirty years, I am very proud to work with our 
Parliamentary Chairs, Mary and Paul, on forming this Group, which brings together policy-makers, 
educators, clinicians and those with lived experiences of cerebral palsy.

We have sought evidence from some of the most eminent global voices in cerebral palsy education, 
treatment and care, as well as families of those affected by the condition, and have used this to make 
key recommendations for Government to improve the lives of those with cerebral palsy across the UK 
and end the postcode lottery of provision.

During the APPG sessions, the words of Dr Hilary Cass were quoted: “Everybody’s Patient, Nobody’s 
Responsibility – This is a story about 4 people–Everybody, Somebody, Anybody and Nobody. There 
was an important job to be done and Everybody was supposing Somebody would do it. Anybody could 
have done it, but Nobody did it”. 

Now is the time for everyone responsible for caring for children with cerebral palsy to work together to 
make lasting improvements in the lives of these most vulnerable of children and their families.

I hope that you will join us on this most important of journeys and please do contact us if you would like 
to help.

With best wishes,

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