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Cancer registration: A simple guide

What is cancer registration and what steps do I need to take? 
If you are diagnosed with cancer or a condition that may lead to cancer, the NHS team caring for you records information about your diagnosis and treatment. You do not need to register yourself, this information is automatically shared with the National Disease Registration Service (NDRS), part of the NHS. The NDRS has government permission to collect this information because it helps improve cancer diagnosis and treatment. No further action is needed. 
Why cancer registration matters
Cancer registration allows us to:
· understand how many people are getting cancer and the types of cancer diagnosed 
· track trends over time 
· improve diagnosis and develop new treatments 
· improve cancer services across the NHS 
· inform national cancer policy 
· help improve prevention, diagnosis and treatment
· identify those patients who may be suitable for clinical trials 
· with patient permission, identify whether family members may be at increased risk 
Is my information secure? 
Yes. The NHS abides by strict confidentiality and security rules and will only ever share your data with other organisations lawfully for the purposes and benefits mentioned above.
What information is collected? 
The registry collects different bits of information, including:
· name and date of birth 
· gender and ethnic background 
· address and NHS number 
· details about your diagnosis 
· information about your treatment and how well it is working 
Your rights 
· you can ask to see the information held about you
· you can opt out of cancer registration without affecting your care 
· to opt out, email NDRSoptout@nhs.net or write to NDRS Data Opt-Out, 5th floor The Government Hub, 23 Stephenson Street, Birmingham B2 4BH 
Find out more 
To find out more about NDRS you can:
· visit the NDRS website - www.digital.nhs.uk/ndrs 
· contact the NDRS team if you have any questions on ndrsenquiries@nhs.net 
· learn more about how the NHS uses information - www.nhs.uk/your-nhs-data-matters
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