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We would like to invite you to take part in our research database.
This leaflet contains information to help you decide whether to take part.

What is this research about? \
The National Registry of Rare Kidney Diseases (RaDaR) is a
database which aims to gather information from patients with rare
kidney conditions.

This will give a much better understanding of how these conditions
affect people. It will also help improve research.

How does it work?

If you agree (consent) to take part, information about your kidney
treatment, medical information and any medicines you are on will
be entered into the RaDaR database. This will be done from the
hospital that manages your kidney conditions.

Doctors and researchers who are interested in understanding your
condition work together as part of a Rare Disease Group (RDG).
They will be able to see your information in RaDaR but will not be
able to see personal information such as your name or date of birth.
This means they will not be able to identify you. Your information
will be linked to a unique number, which will be used instead of
your personal information.

If you are 16 or under, you will need your parent or guardian’s
permission to take part.

However, we would like to have your permission as well. When you
are 16, we will ask you to consent for yourself. If you have not
consented by the time you turn 18, we will stop collecting
information on you.
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\ What would I be agreeing to?
Taking part in RaDaR means that you agree that medical information can be held on a secure computer managed
by the UK Renal Registry. You can find out more about your kidney condition at the website RareRenal.org, which
is supported by the Renal Association and the Rare Disease Groups.

By joining this study, you agree that researchers can use your past, present and future medical information for
current and future research into kidney conditions.

Data will be collected from a number of places including:

NHS Digital — which collects and stores information from NHS databases. If you take part in RaDaR, you agree
for your personal information (NHS number, date of birth) to be sent to NHS Digital to collect information who
in return will provide information about any visits you may have had to hospital and other information about
your general health.

NHS Digital equivalents in Wales, Northern Ireland and Scotland — Wales (Patient Episode Database for
Wales), Scotland (Information Services Division Scotland) and Northern Ireland (Health and Social care services
Northern Ireland).

Public Health England — which records details of anyone in the UK who is diagnosed with cancer or certain
infections.

Digital Patient Records — these are online websites that allow patients to view their medical information. They
also allow patients to enter information about themselves, such as how they are feeling and what medicines
they are on. If you take part in RaDaR, you will allow this information to be shared with RaDaR.

If you take part in RaDaR, you don’t have to take part in any research projects if you don’t want to. RaDaR is
voluntary. If you choose not to take part, it will not affect your treatment or medical care in any way.
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Will my kidney doctor know about this?

Yes. Your kidney doctor knows about RaDaR and can discuss it with
you if you wish. They will also be provided with news from RaDaR
and will be told if the RDG wants to contact you.

How safe is my information?

Your data will be secure. Your record will be given a unique
number, so that researchers using the database will only know
your information by that number. They will not know your
personal details.

RaDaR staff have training to make sure information is stored and
used safely. Only staff members who have been approved to use
your information will be able to use it. The RDG have signed a
contract to keep your information confidential.

Can | have time to think about this?

Yes, you can take as much time as you need.

What happens if | change my mind?

You can withdraw from RaDaR at any time. We do advise you to
speak to a parent or guardian before you do so. If you still wish to
withdraw, you can either contact RaDaR directly or talk to your
doctor. Your information will no longer be updated and no one will
contact you.

Thank you for taking the time to read this leaflet.

If you have questions about RaDaR you should talk about it with your family or your doctor. But if you are still
worried, you or your family should contact the RaDaR team at the address below.

RaDaR Operational Officer
UK Renal Registry

1* floor Brandon House,
Building 20A1,
Southmead Road,

Bristol,

BS34 7RR

Email address: nbn-tr.radar@nhs.net
Telephone number: 0117 4148150

REC 19/SW/0173
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