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Relationships Study
Information sheet C – Family Members

What is the research about?
The research seeks to find out how best to support couples with a learning disability when one of the partners has dementia. This involves talking to one or more of the partners in the relationship, to family members and/or to social care staff. 
The idea for the study came from a married man with a learning disability and dementia who was concerned about how his own relationship  would progress and how both partners would be supported as dementia progressed. 
You are being invited to take part. Before you do so please read the following information carefully and ask us if you have any questions. Thank you for reading this information sheet.

What is the aim of the research?
To gain insight from couples with a learning disability when one partner has dementia, in order to enhance the sustainability of relationships and support.

Why have I been asked to take part?
You have been invited because you are a family member of someone with a learning disability who either:
Is, or has previously been, in a relationship with a person who has dementia
or
has dementia themselves and is, or has previously been, in a relationship
The relationship should have been ongoing for at least six months but need not be current.

Do I have to take part?
You can decide if you wish to take part. If you do, please keep a copy of this information sheet and you should indicate agreement on the consent form.


If I agree to participate what will I be asked to do?
You will be given the opportunity to ask questions of the research lead investigator and the research assistant before reading and signing a consent form. 
The research assistant will visit you for one interview that is expected to take up to one hour. This will take place at a location convenient to you. We will ask you about your opinions and experience in relation to supporting relationships between people with a learning disability when one partner has dementia.
Whilst face to face data collection was originally planned, the team realise that this may not be possible and have put plans in place should this need to be remote. We have the option to interview you using Microsoft Teams – a link is sent to click and join the online meeting, or by telephone. 
Whether the interview is face to face or online, we would like your permission to record it using a digital voice recorder. You will not be video recorded, and your name and job title will not be used. 
You can stop the interview at any time and do not have to give a reason. We would like to use any data collected up to that point. 

What should I do now?
[bookmark: _GoBack]Please let (Research Fellow and contact details) know if you have any questions and if that you would like to take part. You will be given a consent form to complete and a date will be arranged at least a week later for your interview to take place. (Confirm at that point if it will be face to face or remote).

What are the possible benefits of taking part?
Whilst there are no personal benefits, you will be contributing to new learning and the development of an evidence base to support couples with a learning disability when one of the partners has dementia. 
Both partners will be aware that you are being interviewed and will have agreed to this.

What are the possible risks of taking part
Taking part in the interview is not expected to cause you any disadvantage or stress. 



What will happen to the results of the research?
We will write a report for the Dunhill Medical trust who are funding the research. We will also write about the findings for publication in academic and practice journals, books and in an accessible summary. You will be sent a copy of the findings. We will talk about the findings at conferences or events. 
All information collected about you will be kept strictly confidential.  Any data stored about you will be kept securely online and protected by a password. 

What if I have any concerns?
If you have any concerns about the research in the first instance, please speak to a member of the research team. If you feel this has not been handled to your satisfaction and would like to speak to someone who is independent of the research,  please contact the Faculty Associate Dean for Research, Dr Carol Bugge carol.bugge@stir.ac.uk 

Who is organising and funding the research?  
The study is led by Dr Karen Watchman at the University of Stirling and Professor Heather Wilkinson at the University of Edinburgh. It is funded by the Dunhill Medical Trust. 
Dr Watchman can be contacted at karen.watchman@stir.ac.uk or telephone 07746 538367.
Professor Wilkinson can be contacted at h.wilkinson@ed.ac.uk 

[footnoteRef:1]Who has reviewed the research? [1:  To be completed later following application to IRAS Social Care Committee, UK.] 

This research has been reviewed and approved by the NHS, Invasive or Clinical Research ethics committee at the University of Stirling (Reference NICR 20/21 – 105) and xxxxx
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