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WHAT YOU CAN EXPECT
When you’ve heard that your child has cancer, there’s a lot to take in. 
It can feel overwhelming, and be difficult to understand everything 
that’s happening. That’s why NHS England and CLIC Sargent, the 
UK’s leading cancer charity for children, young people and their 
families, have developed this summary to help explain what you can 
expect from your child’s NHS cancer care.

When cancer affects a child, their needs are very different to an 
adult’s. Because children are growing and developing physically, 
this affects the types of cancer they are most likely to have, the kind 
of treatment they need, and how well the treatment works. And of 
course the emotional effects depend on your child’s age and level  
of maturity. Children need appropriate help with the emotional 
impact, and to keep up with their education. Their families need 
support, too.

Cancer services for children
Meeting these needs requires expert knowledge and skills, so 
the NHS in England has set up cancer services especially for 
babies and children up to the age of 16. These services are called 
paediatric oncology.

Sometimes older teenagers can be treated in the children’s cancer 
service if this is what they want, and if it’s possible under local 
arrangements. Or there may be a specialist cancer unit for teenagers 
and young adults. If your child is in this age group, ask their doctor or 
nurse what the choices are now, and as your child grows older.

The NHS also treats other very rare, cancer-like conditions in children. 
Sometimes these children also have part of their care in paediatric 
oncology services.
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About this summary
Children’s cancer services should meet national standards. These 
are set out in an official document known as a service specification, 
which explains how NHS cancer care should work for children and 
families in England.

This summary tells you the highlights of the service specification. 
It explains:

 The main standards for a children’s cancer service
 How the service works
 What quality of care you can expect for your child.

There is also information about what to do if you think these 
standards are not being met.

For young people aged 16–24, there is a separate service 
specification, which isn’t covered here. You’ll find a link to it at the 
end of this summary.

STANDARDS FOR THE CHILDREN’S CANCER SERVICE
Your child’s cancer service is expected to meet certain standards. 
Sometimes these standards are referred to as service outcomes. 
They include:

 Referring children for tests, treatment and care through a clear 
local procedure (sometimes called a care pathway, see below)

 Treating children quickly, and meeting targets for waiting times
 Giving treatment in line with recognised medical guidelines
 Coordinating care smoothly between all the 

professionals involved
 Offering children the opportunity to be in clinical trials, which 

are medical studies of new treatments
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 Achieving expected survival rates
 Listening to children and their families, and acting on what 

they hear.

HOW THE SERVICE SHOULD WORK
Because children’s cancer is a highly specialised field, only 13 
hospitals in England have been selected to lead this kind of care. 
They are called Principal Treatment Centres (PTCs). The PTC is 
responsible for your child’s treatment. They also work with other 
hospitals called Paediatric Oncology Shared Care Units (POSCUs), 
which may provide some parts of your child’s care. The POSCUs work 
under the guidance of the PTCs. It is the PTC’s job to coordinate 
your child’s care, and make sure that everyone involved works 
together as one team. If you want to know more about the particular 
arrangements for your child, you can ask their nurse or doctor to 
explain this.

About care pathways
One term you may hear is ‘care pathways’. This means the route your 
child follows between different parts of the NHS, and the care they 
receive at each step.

Your child’s GP should refer them to a specialist quickly if cancer is 
suspected. Sometimes a paediatrician or A&E doctor will be the first 
to suspect cancer. Your child should have the right tests, and the 
right treatment for their diagnosis. All of these steps are set out in 
the local care pathway, which should be followed consistently. There 
should also be a clear pathway to provide follow-up care and support 
for your child, once their treatment is finished.
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NICE and other guidelines
For children’s cancer services, the main guidance is from the National 
Institute for Health and Care Excellence (NICE). Other guidance 
contained in the service specification is listed in the footnote below.1 

NICE says that your child’s care should be safe, effective 
and appropriate for their age. Cancer treatment can include 
chemotherapy, surgery and radiotherapy, and most children receive 
their care as part of a clinical trial. These are medical research 
studies, which allow the NHS to find better ways of treating cancer 
and to test new treatments. For all children with cancer, their medical 
team will put together an individual treatment plan (sometimes 
called a protocol). Your child’s doctor or nurse will be able to provide 
you with the details about your child’s trial, treatment and protocol.

1  The service specification also refers to the following policies: Department of Health (2008). Commissioning 
safe and sustainable specialised paediatric services: A framework of critical inter-dependencies; Children’s Cancer 
and Leukaemia Group (CCLG). Guidelines for treating children with cancer; Health Services Commission (2007). 
Improving Services for Children in Hospital; Specialised Services National Definition Set (2010); CLIC Sargent (2009). 
More than my illness: Delivering quality care for children with cancer; Royal College of Radiologists, the Society and 
College of Radiographers and CCLG (2012). Good practice guide for paediatric radiotherapy; Equality Act 2010.
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NICE says that your child’s care should be safe, effective 
and appropriate for their age. Cancer treatment can include 
chemotherapy, surgery and radiotherapy, and most children receive 
their care as part of a clinical trial.  These are medical research 
studies, which allow the NHS to find better ways of treating cancer 
and to test new treatments. For all children with cancer, their medical 
team will put together an individual treatment plan (sometimes called 
a protocol). Your child’s doctor or nurse will be able to provide you 
with the details about your child’s trial, treatment and protocol.

STAYING WITH YOUR CHILD IN HOSPITAL
Your child needs you to be involved in their care, and you  
should be supported to stay with them as much as possible.  
And you should be able to stay overnight with your child any  
time, with accommodation in your child’s room or close by.

STANDARDS TO EXPECT
In addition to the goals explained above, you can expect your child’s 
cancer service to meet the following standards. The service should:

 Have enough staff to give your child good care, safely

 Employ staff with the right qualifications and experience

 Provide care through multi-disciplinary teams (MDTs). This 
means professionals with a range of different skills working 
together to meet your child’s medical, psychological and 
social needs
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 Provide care in an environment that suits your child’s age 
and development

 Help your child make a smooth transition to teenage and young 
adult services

 Give you and your child clear information at every step

 Provide information that matches your family’s situation 
and needs.

Palliative and supportive care
If your child is sadly not expected to recover, they should receive 
good palliative and supportive care. This specialist care aims to 
manage symptoms, provide comfort, and give the whole family 
emotional support. It can make a very positive difference to you and 
your child.

IF YOU’RE UNHAPPY WITH YOUR CHILD’S CARE
If you feel that your child’s cancer service is not meeting these 
standards, the first step is talking to one of the senior  
professionals leading their care. This might be their specialist  
nurse, the nurse in charge of the ward or their consultant doctor. 
Often they can work together with you to set things right. You can 
also ask to talk to the person who manages the service. Don’t be 
afraid to speak up if you see a problem. Your child has a right to 
high quality care and this is what everyone in the NHS wants for 
them, too.
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INVOLVING YOU
NHS England is keen to involve patients and families, to continually 
improve care. This is why they have asked CLIC Sargent to explain 
this service specification. We would welcome your feedback on this 
summary, which will help us improve future editions. You can email 
any comments to info@clicsargent.org.uk, putting ‘NHS services 
leaflet’ as the subject. 

USEFUL LINKS
To download the full service specification for children’s cancer 
services from the NHS England website, search for ‘NHS paediatric 
oncology contract’. 
To download the full service specification for teenagers and young 
adults from the NHS England website, search for ‘NHS standard 
cancer service teenagers’
View the NICE guidelines at nice.org.uk  
We provide a specialist package of support tailored to each young 
cancer patient and family.

ABOUT CLIC SARGENT
CLIC Sargent is the UK’s leading cancer charity for children, young 
people and their families.

From diagnosis, CLIC Sargent’s specialist care teams will step in, 
ready to help, support and guide.

Find out more about how we can help by visiting the Info and 
Support of our website. 

CLICSARGENT.ORG.UK





We endeavour to ensure that the information provided is accurate and up-to-date at time of 
production. CLIC Sargent cannot accept liability for any loss or damage resulting from any 
inaccuracy or omission in this publication. Please note that although the general standard of care 
provided by the NHS should be uniform across England, individual cancer services will vary.

CLIC Sargent does not accept any responsibility for information and services provided by third 
parties, including those signposted to in this leaflet. 
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This user-friendly guide is based on the NHS Standard Contract for 
Paediatric Oncology. For further details about sources used to put this 
publication together, or if you have any comments or questions about it, 
please email info@clicsargent.org.uk or call 0300 330 0803 and ask to 
speak with the Information Manager.


