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DELPHI EXP Participant Information sheet
 The Angela Project: Improving diagnosis and post-diagnostic support for younger people living with dementia and their caregivers 
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Hello, my name is Mary O’Malley; I am a Research Assistant at the University of Northampton. 

I am working on a research study called The Angela Project which is dedicated to Angela, a lady with young onset dementia who went undiagnosed for three years before her symptoms were recognised. This study aims to improve accuracy of diagnosis and understand more about the personal experiences of younger people and their families/supporters, during diagnosis.

Why have I been contacted?
I am writing to you, as I would like to learn more about your personal experience of receiving a diagnosis. We believe your voice and experiences are invaluable to helping improve understanding about the best way to communicate about diagnosis and hope this project will lead to the creation of new guidelines about this.

We would welcome your participation in our study to develop these guidelines.

What will I have to do? 

For the study, you will be given some questions that relate to your experience of receiving a diagnosis and questions about how you believe the process could be improved.  The study uses a Delphi method, so the aim is to create a consensus from those taking about what is the best approach.

As a Delphi panel member, you will be asked to complete a series of questionnaires (a minimum of three rounds) using an online survey (or a paper-based version if preferred). The first round will be roughly 10 questions for you to share your own experiences about receiving your diagnosis of young onset dementia.

The study will consist of (roughly) 3 rounds:

· Round 1: We will ask you questions about how you received your diagnosis and how you believe the process could be improved.

· Round 2: We will present you with statements based on your responses from round 1 that you will have to rate as being important or not important.

· Round 3: We will present you with these statements again until we reach an agreement from everyone taking part.

These rounds will be spaced out (roughly 3 weeks apart) and if you at any point feel that you have missed something that you would like to share, you can add it in at any point during the rounds. 

How long will it take?
Round 1 should take approximately 30-60 minutes to complete. You’re welcome to take as many breaks as you wish between questions.  Round 2 will be shorter as it only requires you to read statements and state how well you agree or disagree with them. This time will be reduced to 10-20 minutes and will be similar for Round 3.

In Round 2 and 3 you would receive a summary of the group’s responses and be asked to assess your agreement with the responses and modify your answers should you wish through a further brief online questionnaire. This process would continue until a group consensus is achieved. 

In order to allow timely conclusion of the study we would kindly request a response time of 3-4 weeks for completion of the first round and 2 weeks for the following rounds.

What will I get out of this?
Although we cannot promise that you will benefit directly from this project, your expertise and experience will help shape best practice about receiving a diagnosis and support for younger people diagnosed with dementia in the future.

Who is organising and funding the study The study is funded by the Alzheimer’s society and is a joint collaboration between University College, London and the Universities of Bradford, Northampton and Surrey. Young Dementia UK and Dementia UK are external collaborators.
What are the possible disadvantages of taking part?

Although we are focusing on positive experiences, some people may find it difficult to talk about the diagnosis they have received. If at any time you feel upset, we can stop and give you time to decide whether you want to go on or withdraw from the research.  We will also provide everyone with information about sources of support for people living with dementia and their families/supporters. 

How will my details be held confidentially?
Considering the nature of the Delphi study, the researcher will know you, but none of the other panelists (participants) will know about your participation. All responses received in the project will be strictly confidential, and your identity will not be divulged in any publication. Direct quotes to free‐text answers may be used as part of the study report or later Delphi iterations, but these will be not be traceable back to you. Please note that this study may also be published in academic journals. You will be asked to provide your e-mail address to link your first response to the following ones in order to analyse them. These e-mail addresses are known only to the research team. Personal data will be kept for 12 months and will be stored in a password-protected directory on an external hard drive to which only the lead investigator has access, while anonymous study data will be kept for 5 years after the end of the study. After this, the data will be deleted securely.
Do I have to take part in the study?
No, you do not have to take part. If you choose to take part but then decide to stop, this will not affect the care and support you receive. Your commitment to complete the survey would be truly appreciated due to your experiences and important relevance to the project.
What will the information be used for?
The goal of the ANGELA project is to improve the support that younger people with dementia and their families receive during and after diagnosis. At the end of the project, a report will be produced in which only non-identifiable data will be shared. We will publicise our findings with those involved in providing services and support in the following ways:

· A meeting which will present the results of the research

· Leaflets with examples of good practice

· Articles in journals

· Presentations at conferences

· Publication on websites including the Angela project website, Young Dementia UK and the Alzheimer’s Society

Who has reviewed this study?

All research in the NHS is looked at by an independent group of people, called a Research Ethics Committee, to protect your interests. This study has been reviewed and given favourable opinion by _______________ Research Ethics Committee
Consent
If you are happy to proceed and would like to take part in this study please get in touch with me, Mary O’Malley. 
We have a consent form and would additionally kindly request that you suggest an advocate (husband, wife, child, friend) to consult with when deciding to take part. 
Thank you very much for your time.

Mary O’Malley (on behalf on the Angela Team)
Please direct any queries to Mary O’Malley (mary.o’malley@northampton.ac.uk). 

Address: University of Northampton, Park Campus

Boughton Green Road, Northampton, NN2 7AL, UK. Tel: 01604 892168

If you would like to speak with the work stream lead or project lead, please find their details below. Work Stream Leads: Prof. Jacqueline Parkes  (Jacqueline.Parkes@northampton.ac.uk) and Dr Janet Carter (j.carter@ucl.ac.uk)

Project Lead: Dr Janet Carter (j.carter@ucl.ac.uk) 
What happens if I am unhappy and wish to complain?
If you wish to complain, or have any concerns about any aspect of the way you have been approached or treated by members of staff you may have experienced due to your participation in the research, National Health Service or UCL complaints mechanisms are available to you. Please ask your research doctor if you would like more information on this. Alternatively, you can contact North East London Foundation Trust Patient Advice and Liaison Service (PALS) on 0300 555 1201 or via Irvine.Muronzi@nelft.nhs.uk.
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