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Information developed jointly with the  
Children's Cancer and Leukaemia Group

This information is about rare tumours that 
may occur in children. It is helpful to read 
it alongside the Cancerbackup/CCLG 
booklet, A Parent’s Guide to Children’s 
Cancers, which contains detailed 
information about cancers in children, 
their diagnosis and treatment, and the 
support services available. You may also 
want to discuss the information with a 
nurse or doctor involved in the treatment 
of your child.

You may also want to discuss this 
information with one of the cancer support 
service nurses on our Freephone helpline 
0808 800 1234. Lines are open 
Monday–Friday, 9am–8pm  
(an interpreting service is available).  
We also have details of useful 
organisations throughout the UK, which 
can offer help and support. All our 
information is also available online at 
www.cancerbackup.org.uk

We have included the following 
information:

�Types of rare childhood cancer

�Causes

�Treatment

�Coping with a rare cancer

�Research

�Your feelings

�Useful organisations

�Related Cancerbackup information

Types of rare childhood cancer

All childhood cancers are rare, but there 
are a number of very rare types. These 
account for fewer than one in 30 of all 
childhood cancers and can be broadly 
categorised as: 

�Tumours that normally only occur in 
adults These include cancers of the 
digestive system, the thyroid, and the 
adrenal gland.

�Rare tumours which only occur 
in children These include 
pancreatoblastoma, malignant 
rhabdoid tumours, and melanotic 
neuroectodermal tumours of infancy.

�Rare tumours in the head and neck area 
For example, nasopharyngeal cancer.
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Rare tumours  
of childhood



�Rare hormonal/endocrine tumours  
For example, phaeochromocytoma.

�Rare brain tumours For example, 
meningioma.

�Rare skin tumours These include 
melanomas.

In general, these rare cancers behave like 
the more common ones. They have the 
ability to keep on growing, and to spread 
to other parts of the body.

Causes

The causes of most rare childhood tumours 
are unknown. However, if other family 
members have had particular types of 
cancer, this may indicate an inherited faulty 
gene.

Treatment

The treatment for rare cancers may involve 
surgery, chemotherapy, or radiotherapy, or 
a combination of these.

Your child’s doctor will normally contact 
other specialists and discuss treatments that 
may have been used in similar cases. It will 
not usually be necessary for you to travel 
and visit other doctors for second opinions; 
your doctor can discuss results, or send on 
x-rays or samples of tissue from the tumour 
for other specialist doctors to review. 
The treatment recommended will usually 
be available within your own childhood 
cancer hospital.

If you have specific concerns about your 
child’s condition and treatment, it is best to 
discuss them with your child’s doctor, who 
knows the situation in detail.

Coping with a rare cancer

It is always a difficult time for parents 
and doctors when a child has a very 
rare disease, as there is little information 
available to help with decisions about 
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the most appropriate treatment, or for 
predicting the future.

We can give you information and support, 
and talk issues through with you. We 
can also give you details of any relevant 
support groups or organisations.

Research

The Children’s Cancer and Leukaemia 
Group (CCLG) pays particular attention to 
rare tumours. It aims to improve the care 
and treatment of children with cancer. 
A specialist committee (The Rare Tumour 
Group) collects published information about 
rare cancers, and develops guidelines on 
the best ways of managing particular types 
of rare tumours. Members of this committee 
meet regularly to discuss their progress, 
and to develop new forms of treatment. 
They also liaise with colleagues in other 
countries.

Your feelings

As a parent, the fact that your child has 
cancer is one of the worst situations you 
can be faced with. You may have many 
different emotions, such as fear, guilt, 
sadness, anger and uncertainty. These 
are all normal reactions, and are part of 
the process that many parents go through 
at such a difficult time. It is not possible 
to address all of the feelings you may 
have on this factsheet. However, the 
Cancerbackup/CCLG booklet, A Parent’s 
Guide to Children’s Cancers, talks about 
the emotional impact of caring for a child 
with cancer, and suggests sources of help 
and support.

Your child may have a range of powerful 
emotions throughout their experience 
of cancer. The Parent's Guide discusses 
this further and talks about how you 
can support your child. Our booklet, 
Peppermint Ward, is a storybook for 
younger children with cancer. It looks at the 
issues that they and their family may face, 
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and helps them to explore their feelings.

Useful organisations

CLIC Sargent
Griffin House, 161 Hammersmith Road, 
London, W6 8SG
Tel: 0800 197 0068
email: helpline@clicsargent.org.uk
Website: www.clicsargent.org.uk

Offers practical support nationally, to 
children and young people aged 21 and 
under with cancer or leukaemia, and their 
families.

Children's Cancer and Leukaemia Group 
(CCLG)
University of Leicester, 3rd Floor, Hearts 
of Oak House,9 Princess Road West, 
Leicester, LE1 6TH
Tel: 0116 249 4460
Email: info@cclg.org.uk  
Website: www.cclg.org.uk

The CCLG coordinates research and care 
for children and their parents. There are 21 
CCLG specialist centres for the treatment of 
childhood cancer and leukaemia, covering 
all areas of the UK and Ireland. A map of 
the centres is on the website – see above. 
All of the group's activities are coordinated 
within the central office in Leicester. 
Information about the CCLG and childhood 
cancer and leukaemia resources can be 
obtained from the address above.

Related Cancerbackup information

�A Parent's Guide to Children's Cancers

�Peppermint Ward – A Story about 
Children with Cancer 

�Understanding Cancer Research Trials

�Understanding Chemotherapy

�Understanding Radiotherapy
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For copies of this related information call 
free on 0808 800 1234, or see it online at 
www.cancerbackup.org.uk 

The Cancerbackup website  
www.click4tic.org.uk has information 
specially for teenagers with cancer.

Revised, updated and edited by Tracy Williams, 
Senior Information Development Nurse.

Cancerbackup would like to thank the following 
people for their help in producing this information: 
Dr Terry Priestman, Consultant Clinical Oncologist;  
Dr Bernadette Brennan, Consultant Paediatric 
Oncologist; the Patient Reviewers; and the 
Cancerbackup Support Service nurses.

 
This factsheet has been compiled using information 
from a number of reliable sources, including:

Cancer in Children: Clinical Management (5th 
ed). Eds PA Voute et al. Oxford University Press, 
2005.

•

Cancerbackup is a registered charity providing information 
on all aspects of cancer, and emotional support for people 
affected by cancer and their families. 

Cancerbackup’s policy is to provide up-to-date, accurate 
information on cancer and its treatments, in line with accepted 
national and international guidelines and scientific evidence, 
or based upon a consensus of expert views. The content of 
Cancerbackup’s publications is independent of any sponsorship.

We make every effort to ensure that the information we provide 
is accurate but it should not be relied upon to reflect the current 
state of medical research, which is constantly changing.  If you 
are concerned about your health, you should consult your doctor.  
Cancerbackup cannot accept liability for any loss or damage 
resulting from any inaccuracy in this information or third party 
information such as information on websites to which we link.
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