Improving awareness of
cancer registration

Engagement and Awareness Team
National Disease Registration Service
NDRengagement@phe.gov.uk




Here to tell you about...

 Implementing the Review of Informed Choice for Cancer
Registration

» The Cancer Data Conference 2020
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What the Review of Informed Choice said

* NDG review of Health and Social Care Data in 2016 found general
awareness of cancer registration to be low

 The NDG initiated the Review of Informed Choice for Cancer
Registration

Five RICCR recommendations:

1. Trust accountability

2. Appropriate information through multiple channels

3. Role of healthcare staff

4. Measurable actions

5. Wider awareness of how the NHS uses healthcare data
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Ultimately what this means is...

Every person who receives a cancer diagnosis
should be informed about cancer registration
and how their data Is used and that they have a
right to opt out If they wish
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Opting out of cancer registration

e Everyone has the right to opt-out

e Separate to national data opt-out programme
e Does not affect the care a person is receiving
e Must be done in writing

e More information including FAQs on www.ndrs.nhs.uk
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What have we been doing?

* Redeveloped patient information materials with involvement of patients
and healthcare professionals

» General leaflet and specifically for teenagers

« Guidance for Trusts about their role and how they can support getting
Information to patients

» Created a number of public information resources

« Working closely with a number of trusts to model best practice which we
can then share
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www.ndrs.nhs.uk

Resources

Your guide to your
cancer information

#dotosaiesives
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How can you support?
* Check that leaflets are available to patients

e Contact us if you need more!

» Ask colleagues if they know about the need to ensure patients are
iInformed, particularly healthcare staff

» Share any examples of practice with us
 Let us know If you need any more support

NDRengagament@phe.qgov.uk
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o 1st-2nd July 2020, Nottingham Trent University City Centre Campus
» Conference theme:

e Registration now open

 Abstract submission open until 16" February 2020
« Exhibition and sponsorship opportunities

* GO to conference website to find out more:

* For more information contact the team:




