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We would like to ask if we can archive the
information you gave in the research
interviews. Before you decide, we would like
you to understand why the research is being
put in an archive and what it would involve for
you.

One of our research team (Andy Coverdale or
Andrew Power) will go through this information
sheet with you and answer any questions you
have. Ask us if there is anything that is not
clear. You might prefer to talk to a family
member or advocate about it and this is fine.

What is the archive?

1. An archive is a store of information. This
information is called ‘data’. The archive will
be available online so that other researchers
will be able to use the store to look up the
data. They may use this data to do more
research in the future.

2. The interview [OR focus group] with you has
been written out so that people can read
what was said. We would like to store all the
written interviews in this archive.

3. Your name and the names of other people,
organisations and places you mentioned 'N'a'm'e
have been taken out. Future researchers
will not be able to tell who you are or where
you are from.
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Why have | been asked to consent?
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You have been asked to give your consent to
add your data to the Archive because you
took part in our study and were interviewed by
one of our researchers.

Other researchers may be interested to read
the data and use it in their research.

All other participants who took part in the
study will be asked the same question.
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Do | have to consent?

Giving the data to the Archive is up to you.
You can decide to consent or not consent.
Not giving your consent does not stop the
researchers you met from using your data, it
just means it is not stored for others to use.

If you agree to consent, we will then ask you
to sign a consent form.

You are free to change your mind up to 4
weeks after giving consent, without giving a
reason. This would not affect the care/support
you receive.
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What will happen if | consent?

Nothing more will be needed from you.

The researchers will add the data to the
Archive.

What will happen if | do NOT want to give consent?

You can choose not to consent to us adding
your data to the Archive.
We will do as you say and not add the data.

Simply tell a researcher or your support
worker or family member that you do not want
to give consent. If you do not get back to us,
we will also not add the data.

Will the Archive be kept confidential?

Yes.

The Data Archive will not show your name or
the names of others to anyone. Future
researchers will not know that you have taken
part in this study.
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Risks/benefits of taking part

There will be no risk to you from adding the MR ECRETE
data to the Archive. create
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Other researchers may use the data for future ch ange

research to improve the quality of support
networks more generally.

Who is managing and funding the Archive?

The Data Archive is being managed and
funded by the Economic and Social Research
Council (ESRC).

It is available on this website:
https://www.data-archive.ac.uk/

Sometimes university libraries manage the
archiving and store the data for them.
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Further information and contact details

Contact details for other members of the project research team:

Andy Coverdale

University of Southampton
University Road
Southampton
SO17 1BJ
A.Coverdale@soton.ac.uk
02380 597249

If you are unhappy with any aspects of the study and wish to make a
complaint, you should contact the Research Integrity and Governance
Manager (023 8059 5058, rgoinfo@soton.ac.uk).

If unsure about doing this, please talk to your support worker or a trusted

advocate or family member.



