Do | have a choice?

Yes, you do have the right to opt-out and this
will not affect the care you receive.

However, in order to work properly, the
registration system needs to know about
everyone with cancer.

Your details help care teams to learn how best
to treat cancer, make sure they provide the
best care and help to find out the causes of
cancer.

If you are concerned about your details being
registered or any other issues in this leaflet,
please discuss this with your Doctor or contact
the N. Ireland Cancer Registry directly Tel 028
9097 6440.

Where can | get more

information?

If you have any questions, you can get more
information by contacting;:

e N. Ireland Cancer Registry
Telephone 028 9097 6440
Visiting the cancer registration website at

www.qub.ac.uk/nicr; the website has a useful

section on common questions about the
cancer registration system.

e Cancer Focus Northern Ireland
Helpline 0800 783 3339
9am - 1.00 pm, Monday to Friday

If you are a child with cancer or the parent
of a child with cancer, you can get further
information by visiting the Children’s Cancer
and Leukaemia Group’s website at
www.cclg.org.uk.

This leaflet was adapted for use in Northern
Ireland from the NHS “About cancer
registration” leaflet which received the
following awards:

m Plain English Campaign

The text of this document may be reproduced
without formal permission. This leaflet is also
available at www.qub.ac.uk/nicr

If you require further copies of this publication
please contact the N. Ireland Cancer Registry:

Tel: 028 9097 6440
Email: nicr@qub.ac.uk
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What is cancer registration?

When someone is diagnosed with cancer or a
condition that might lead to cancer, the doctor or
hospital records the relevant details about your
care and treatment. This applies to people of all
ages, including children.

This information is collected by the Northern
Ireland Cancer Registry and we would like to
make sure that patients know this is happening.

Why is registration necessary?

Registration is the only way that we can see how
many people are getting cancer and what types of
cancer they have.

Most countries in the world have a registration
system including England, Wales, Scotland and
the Republic of Ireland. Registration has been

running in Northern Ireland since 1993.

By working with cancer researchers, cancer
registries have been able to identify the causes
of some cancers. It also allows us to look at how
cancer patients are treated and how successful
treatments have been for different types of
cancer. Registration also helps us to make sure
cancer screening programmes are working.
Registration shows whether the number of
people getting cancer is going up or down, so the

health service can make sure services and staff
are available in the right place.

The information registered is vital for research into
cancer. Cancer registration is supported by all the
main cancer charities. *see below

What do you need to know

about me?

We need to know some details about you (such as
your name, address, age and sex). We need these
details to make sure we are recording the right
information about the right person.

We also need to know about cancer related
investigations such as screening tests and PSA
tests, the treatment you are receiving or have
already received and your progress. Other
diseases for example heart disease may affect
survival so we need also to know about other
diseases so we can accurately account for survival
differences.

We need this information to help us to identify
possible causes of cancer and to find out about
the best treatments.

Do | need to do anything?

No, you do not need to do anything - there are no
forms to fill in and nothing to sign. Your hospital or
doctor will confidentially pass the relevant

information to the Northern Ireland Cancer Registry
during your care.

What will we do with this

information?

We are very careful with the information and follow
strict rules about how we look after it and who can
use it.

Our information security
systems are certified to
ISO27001 which is an
independently verified
accreditation that ensures the
information we collect is stored
and processed with robust
confidentiality and integrity for
processes and procedures.

Reports that we publish will never identify any
particular person, even if they have a rare cancer.

Will anyone contact me?

The Registry works with researchers to improve
understanding of cancer. Usually this is with
information which would not identify a person.
Occasionally for some studies a researcher may
need to contact patients. This is done only under
strict conditions and your consent would be sought
through your doctor/hospital before this would
happen.

* Action Cancer, Against Breast Cancer, Bloodwise, Bowel & Cancer Research, Bowel Cancer UK, Brain Tumor Research, Brain Tumor Research Campaign, Brainstrust, Breast Cancer Campaign, British Lung
Foundation, Cancer Fund for Children, Children's Cancer Unit, Cancer Focus Northern Ireland, Core - the Digestive Disorders Foundation, Cancer52, Cancer Research UK, GIST Support UK. It's in the Bag,
James Whale Fund for Kidney Cancer, Jo's Cervical Cancer Trust, Skcin - The Karen Clifford Skin Cancer Charity, Lymphoma Association, Macmillan Cancer Support, Marie Curie Cancer Care, Melanoma
Focus, My Name is NOT Cancer, Myeloma UK, Pancreatic Cancer Action, Rarer Cancers Foundation, Sarcoma UK, Shine Cancer Support, Skin Cancer Research Fund, Target Ovarian Cancer, Teenage Cancer
Trust, The Pelican Cancer Foundation, The Pink Ribbon Foundation, WMUK




