Who is organising and paying for the study?

This study has been awarded funding from the Collaboration for Leadership in Applied Health Research and Care (CLAHRC), East of England.
Do I have to take part?
You do not have to take part, or give a reason if you do not want to be involved.  Whatever you decide will have no effect on the care you receive now or in the future.  If you do take part then wish to withdraw, you can leave the study at any time without providing a reason. 

If you would like further information about the study before deciding, please contact the research nurse Allison Bentley on 01223 767037. 

What will happen next?
If you are interested in taking part you can either:

· return the enclosed form in the pre-paid envelope,
· telephone me Allison Bentley on 01223 767037 (direct line)
· or email allison.bentley2@nhs.net 

I will then telephone so you have the opportunity to ask any questions about the study before you make a decision.  If you decide to take part, I will arrange a visit at your convenience to sign a consent form before proceeding with an interview.
If you have any concerns or complaints about the research project, please contact CPFT Patient Advice & Liaison Service (PALS) on 01223 726774 or via confidential email at pals@cpft.nhs.uk


Are you, or someone you care for, living with the physical symptoms associated with Lewy body disease?
Would you be prepared to share your views and experiences by taking part in research?
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Why have I been given this leaflet?
I would like to invite you to take part in an important research study aimed at improving care for people with Lewy body disease. You have been sent this leaflet because you may have seen a professional about your memory problems, or have volunteered to be considered for research projects. This leaflet explains why this research is being done, and what taking part will involve. 
What is the study about?
· Some (though not all) people with Lewy body disease can have difficulty with things such as dizziness, low blood pressure, falls, bowel and bladder troubles, and altered taste and swallowing. 
· People don’t always realise that these physical symptoms may be related to Lewy body disease. 
· I am carrying out this research so that we can get a better understanding of how these problems affect your life, and how health care professionals can get better at supporting people affected, and their carers. 
What difference will it make?
If you feel able to share your experiences, we can draw on your knowledge to ensure that we address the problems that are most important to patients. 
What will happen to the study results? The interviews will be anonymised, and with your permission, discussed jointly with the researchers and Public & Patient Involvement (PPI) group involved with the study, to ensure the analysis is representative.  If you wish, we will send you a summary of our results at the end of the study. We plan to publish the study results and talk to other professionals about our research so that it can be of greatest benefit to people with Lewy body disease. Your name will not appear in any reports or publications arising from the study. 
What does taking part involve? I would like to arrange an interview with you. This would be in your own home at a time convenient to you (or somewhere else if you would prefer). The interview would explore:
· The physical symptoms which are most troubling to you and your family.

· Your views and experiences of how you and your family manage these symptoms.
· What impact the physical symptoms have on your day to day life.
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Is the study confidential?
Yes, all the information you give us is completely confidential, unless you tell us anything that we feel is a serious risk to you or other people’s safety and well-being. We would then need to share this with appropriate professionals. All information about you will be kept in a safe place at Cambridgeshire & Peterborough NHS Foundation Trust (CPFT). Only members of the research team will have access to your clinical information, but the PPI group will be involved with analysing anonymised interviews, if you are in agreement. The study has been approved by the National Research Ethics Service. 
The interview would be conducted by myself, Allison Bentley (pictured right). It would last no more than one hour. With your permission, the interview will be audio recorded and I may use anonymous extracts from the interview in reporting the findings. 

















Patient information leaflet interview (physical autonomic symptoms)
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