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Stroke can happen at any age, including during childhood.  
Each year around 400 children in the UK will have a stroke.1  
 
We know less about the factors leading to stroke in children than we do about 
the factors leading to stroke in adults. Stroke in babies during pregnancy to 
28 days after birth (known as pre and perinatal ischaemic stroke) are usually 
caused by clots breaking off from the placenta and lodging in the child’s 
brain, or because of a blood clotting disorder that the mother or baby may 
have. Stroke in children from 28 days to 18 years is often caused by existing 
conditions such as sickle cell disease (a group of inherited red blood cell 
disorders) and heart disease present from birth. It can also be caused by an 
injury to the neck or head and the risk increases following infectious diseases, 
such as a cold or chicken pox.2  This policy covers anyone who has a stroke 
under age 18. 

The effects of stroke vary from child to child but at least half of childhood 
stroke survivors have some long-term disability.3  

 



What we think
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Stroke in children needs 
to be treated as a medical 
emergency but the health 
system is not set up to 
recognise and treat stroke  
in children.   
 
Today, more people are aware that 
children can have strokes but we 
still don’t know enough about why 
it happens. This is because there 
is no system to record when a 
stroke in a child happens. There is 
also not enough research into why 
stroke in children happens and the 
support families need. This could 
change through setting up a national 
register for anyone under the 18 who 
has a stroke and for researchers, 
professionals, parents and young 
people to come together to identify 
the priority areas for research. 

There are delays in recognising 
stroke in children and challenges in 
ensuring diagnosis is made quickly. 

Healthcare professionals do not know 
how to recognise stroke in children, 
which leads to delays in diagnosis.4  
This is because they are not trained 
to spot the signs of stroke and 
because there are other conditions in 
children that have similar symptoms, 
sometimes called ‘stroke mimics’. 5 

As with adults, it is important that all 
children with a suspected stroke get 
a brain scan within an hour of arriving 
at a hospital. This is so diagnosis 
can be made quickly and the right 
treatment given. However, we know 
this does not always happen. To 
improve diagnosis and treatment 
we want healthcare staff to carry out 
the recommendations in the 2017 
childhood stroke guideline, written by 
the Royal College for Paediatric and 
Child Health (RCPCH).  
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Families also tell us that children 
don’t always get the support they 
need to help with their recovery.6  
This is can be because rehabilitation 
is not discussed with families and 
therefore they don’t know what 
support is available. This is made 
worse because children tend to have 
shorter stays in hospital and support 
needs become apparent once they 
are discharged. Even when support 

needs are discussed, there are often 
not appropriate community services 
in place to provide information, 
advice and support. We want multi-
disciplinary teams, including health 
and education professionals, to be set 
up at the point of diagnosis so that 
long-term support can be discussed 
as soon as a diagnosis is made, and 
then regularly reviewed to meet 
additional needs.
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Why do we think this? 
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As childhood stroke is 
relatively rare, our health 
system is not set up to deliver 
quick diagnosis and treatment  
 

While the FAST tool is widely used 
to diagnose stroke in adults,7 health 
professionals and the public are 
sometimes not aware that it can be 
used to diagnose stroke in children. 
We’ve heard from parents of 
children affected by stroke who were 
dismissed by professionals who did 
not consider it could be a stroke8.  

As stroke in children is quite rare it 
may be that the doctor treating a child 
(in A&E, on a paediatric ward or a GP), 
will never have seen a stroke in a child 
before, which could delay diagnosis 
and vital treatment. We support the 
introduction of further guidance for 
doctors in the 2017 Guidelines on 
Stroke in Childhood to support with 
diagnosis. 

 

Rehabilitation is vital  
but insufficient

Stroke survivors can make good 
recoveries from stroke with the right 
support, but our research shows that 
families often struggle to access the 
right treatment for children affected 
by stroke.9   

When a child has a stroke, the impact 
will generally last their whole lifetime 
and some of the effects, both physical 
and emotional, may not show until 
years later. That’s why it is essential 
that everyone is able to access the 
support they need at any point 
through their life, regardless of age. 
Key workers, regular reviews for 
patients and clear routes back into 
services are also important to ensure 
continued access to support.
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Families are crucial and need 
support too
 
Families are vital in helping a child 
to recover from stroke but they need 
support to do this. Families have told 
us that their needs are not being met, 
in particular: 

• ongoing information to understand 
stroke and the impact it can have

• coordinated support to access 
specialist and community services 
after stroke 

• support to make sure their child can 
return to education/society in an 
appropriate way. 10
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What do we want 
to see happen?
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In order to ensure that stroke in 
children is treated as a medical 
emergency we want to see: 

Full implementation of the RCPCH 
childhood stroke guideline 
The RCPCH childhood stroke 
guideline contains clear 
recommendations which, if 
implemented, will improve diagnosis, 
treatment and support for children 
affected by stroke.  
 
Recommendations within the 
guideline include:

• Acute staff treating a child 
affected by stroke should seek 
out the support of consultants on 
the hospital’s adult stroke units 
and those based in the regional 
neuroscience centres who have 
more experience of diagnosing 
stroke in children. Through their 
involvement, correct diagnosis 
can be made earlier enabling 
appropriate treatment to be given 
quickly.

• A multi-disciplinary team should 
be set up to discuss rehabilitation 
support as soon after diagnosis as 
reasonably possible. 

• All families should have a 
key worker, from the point of 
diagnosis, in order to explain the 
treatment their child will receive, 
as well as to help them navigate 
the system and ensure they can 
access appropriate rehabilitation. 

All royal colleges, hospital trusts, 
Clinical Commissioning Groups 
(CCGs) and local authorities in 
England, local health boards 
in Wales, local commissioning 
boards in Northern Ireland and 
NHS boards in Scotland should 
review the guidelines and take the 
outlined steps to implement the 
recommendations. 
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Childhood stroke to be featured 
within the FAST campaign 
This would increase overall awareness 
that strokes can happen to children 
and that the FAST test, as with adults, 
can be used to diagnose children and 
lead to quicker treatment.
 
The development and 
implementation of a national 
funded registry for stroke in 
childhood 
This should cover any one who has a 
stroke under age 18. There is currently 
no national system of accurately 
recording and identifying the 
childhood stroke population. Through 
development of a new registry, 
cases of childhood stroke, and how 
they were responded to, could be 
recorded. This registry would drive up 
standards of care, as has been seen 
with the Sentinel Stroke National 
Audit Programme (SSNAP) for adults 
in England, Wales and Northern 
Ireland. The data could also help 
inform research and help advocate for 
services and support for families.  

Further research into  
childhood stroke  
There is still limited evidence on 
the causes and impact of stroke in 
children as well as the effectiveness of 
rehabilitation interventions. A stronger 
evidence base would drive further 
improvements in stroke treatment and 
support for children and could be used 
to strengthen and update the RCPCH 
guidelines.

 



What are we doing?
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We commissioned the 
development of the childhood 
stroke guideline and are working 
with the RCPCH to ensure roll-
out. We also provide a range of 
support for families by:  
 
Delivering our Childhood Stroke 
Project with the Evelina London 
Children’s Hospital 
Our project supports families across 
the UK who are affected by stroke. 
The service offers support from 
the point of diagnosis all the way 
through recovery and rehabilitation. 
The service is open to anyone who is 
involved in the life of a child affected 
by stroke – this could be family 
members, friends or teachers. The 
service provides:

• information about childhood stroke 

• information about local services

• support to help families navigate 
through heath, education and social 
care services

• emotional support. 

Running parent support and 
information days 
Every year we hold at least two parent 
support days where families can come 
together to share their experience of 
stroke and hear from professionals. 
 
Offering advice and support 
We offer advice and support to 
families across the UK through our 
Stroke Helpline and through our range 
of materials tailored to the needs of 
young people and families affected by 
childhood stroke. 
 
Our ongoing policy work  
We are calling for the development 
and implementation of a national 
funded registry for stroke in childhood 
and further research into childhood 
stroke.
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Q&A
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Where can I get more information?
The Stroke Association has a factsheet about childhood stroke and a 
handbook which explains to children what happens when they have a stroke. 

Does this policy apply to the whole of the UK?
Yes, this policy applies to all nations in the UK. The RCPCH guidelines are UK 
wide and the support the Stroke Association provides is open to all families in 
the UK. 

My child needs support following a stroke but I don’t think that my local 
healthcare providers are adhering to the childhood stroke guideline. 
What can I do? 
If you feel that your local healthcare providers are not following the RCPCH 
guideline, you should consider raising your concerns through the hospital’s/
CCG’s complaints process. You could also raise your concerns with your local 
Healthwatch, Community Health Council, Patient and Client council or your 
local political representative. 

My child needs rehabilitation but we don’t live in London. Can we be 
referred to the Stroke Association’s childhood support service? 
Yes, our Childhood Stroke Project supports families across the UK. If you’d 
like to speak to someone for advice or support, please contact Anna 
Panton,Childhood Stroke Project Manager, by email anna.panton@stroke.org.
uk or telephone 07715 065 925. 

I’ve had a stroke so is my child likely to have a stroke?
The reason why children have strokes is different to adults. Stroke in children 
is associated with existing conditions, most commonly congenital heart 
disease and sickle cell disease (SCD). SCD is an inherited condition that 
can increase a person’s risk of stroke, and can be passed on to one’s child. 
It mainly affects people of African, Caribbean, Middle Eastern, Eastern 
Mediterranean and Asian origin. Other risk factors are infectious diseases, 
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https://www.stroke.org.uk/sites/default/files/childhood_stroke.pdf
https://www.stroke.org.uk/sites/default/files/childhood_stroke_handbook_final_version_0.pdf
https://www.healthwatch.co.uk
http://www.wales.nhs.uk/sitesplus/899/home
http://www.patientclientcouncil.hscni.net
https://www.stroke.org.uk/finding-support/childhood-stroke/childhood-stroke-project
mailto:anna.panton%40stroke.org.uk?subject=
mailto:anna.panton%40stroke.org.uk?subject=
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trauma to the head or neck, vascular problems and blood disorders. In 
many cases of childhood stroke, there is more than one risk factor. Stroke 
can also affect previously healthy children and in some cases, there can 
be no apparent cause. In about 10% of childhood stroke cases, the cause is 
unknown. More information can be found in our factsheet.

Funding for the Stroke Association’s Childhood Stroke Project comes 
to an end in 2019. What are the Stroke Association’s plans to support 
childhood stroke survivors after that? 
The Childhood Stroke Project is currently funded until 2019 thanks to the 
generosity of the Margaret Giffen Charitable Trust.  

The findings of a research study into the needs of families and young 
people will be used to inform and plan our work with childhood stroke 
survivors after 2019. 

As a charity, we believe everyone has the right to make the best recovery 
they can after stroke. We are committed to supporting stroke survivors of 
all ages, and in line with all of our services, the Childhood Stroke Project 
will continue to be reviewed to ensure it makes the best use of resources 
to support children and families.    

When will this policy be reviewed?
June 2019
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https://www.stroke.org.uk/sites/default/files/childhood_stroke.pdf
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When stroke strikes, part of your brain shuts down.  
And so does a part of you. Life changes instantly 
and recovery is tough. But the brain can adapt. Our 
specialist support, research and campaigning are only 
possible with the courage and determination of the 
stroke community. With more donations and support 
from you, we can rebuild even more lives.  

Donate or find out more at stroke.org.uk

Contact us
We’re here for you. Contact us for expert information  
and support by phone, email and online.
Stroke Helpline: 0303 3033 100
From a textphone: 18001 0303 3033 100
Email: helpline@stroke.org.uk
Website: stroke.org.uk

Rebuilding lives after stroke


