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	                         RESEARCH INSTITUTE FOR LIFE COURSE STUDIES


Information Sheet 

Study Title: ‘The Lost Generation’: The Social Worlds of Older Gay Male Survivors of the AIDS Epidemic’.

Principal Investigator: Dana Rosenfeld, PhD. Keele University.
Aims of the Research: For this project, I’ll be interviewing 30 self-identified gay men, currently aged 50 and older, who lost friends and partners to AIDS between 1982-1996, to find out about their lives and how the AIDS epidemic affected them in their early years and afterwards, up to and including the present. Specifically, I want to understand how these men experienced the AIDS epidemic, how it affected them and their friends, and how they handled the illness and deaths of their friends and partners.

I also want to understand how the AIDS epidemic of the 1980s and 1990s affected their social networks, and how they rebuilt them in the aftermath of the epidemic.

Finally, I want to understand how the AIDS epidemic affected these men’s personal lives and identities.

Invitation: You are being invited to consider taking part in a research study entitled how these men experienced the AIDS epidemic, how it affected them and their friends, and how they handled the illness and deaths of their friends and partners.

I also want to understand how the AIDS epidemic of the 1980s and 1990s affected their social networks, and how they rebuilt them in the aftermath of the epidemic.

Finally, I want to understand how the AIDS epidemic affected these men’s personal lives
Before you decide if you want to be interviewed for this research project, it is important for you to understand why this research is being done and what it will involve. Please take the time to read this information carefully and ask me any questions you want about the study and what I’ll be doing with the interviews.

Why have I been chosen? You have been chosen to take part in this study because you are a gay man aged 50 or older and have lost friends and/or partners to AIDS during the 1980s and 1990s.

Do I have to take part? You are free to decide whether you wish to take part or not.  If you do decide to take part you will be asked to sign two consent forms, one for you to keep and the other for our records. You are free to withdraw from this study at any time and without giving reasons. 

What will happen if I take part? If you do agree to participate, I or my assistant will arrange to interview you, on tape, at a time and place that are convenient for you. The place will be private and relatively quiet, so that the tape recording can be clearly heard. The interview should take 1 to 2 hours to complete. We’ll be asking you about your life – your personal details (for example, your date and place of birth, your job and income, and your religion, if any), your social relationships, your experiences with the gay community, and your experience of the AIDS epidemic. If there are issues and themes that we haven’t raised but that you think are relevant to the study, we’d be grateful if you would tell us about them. Also, if there certain questions you’d prefer not to answer, just say so and we’ll move on to another topic. If you’re discussing other people and would like to use different names for them, please do so – but please let us know you’re doing that so that we won’t have to change their names later on. We can take breaks if and when you want. At the end of the interview, we’ll give you a £10.00 honorarium.

If I take part, what do I have to do? At the start of the interview, we’ll ask you to sign two consent forms (one for our records, and one to keep for yourself). At the end of the interview, we’ll ask if you’d be willing to be contacted at a later date for future or further research; this would, of course, be purely voluntary.

What are the benefits (if any) of taking part? There are no direct benefits to you, except for receiving a £10.00 honorarium upon completion of the interview. But the study will benefit the wider community. There are very few studies of the long-term effects of the AIDS epidemic on the lives of gay men who went through it. We simply don’t know very much about the lives of these men, and about what their social worlds look like now that they’re entering their 50s, 60s, and 70s. I think these men have an important story to tell, and I’d like to gather their stories and get them out to the gay and straight worlds. This project is also part of a wider commitment to remember the men the gay community lost to AIDS during the 1980s and 1990s. 

What if there is a problem? If you have a concern about any aspect of this study, you should speak to Dana Rosenfeld, who will do her best to answer your questions.  You can email her at d.rosenfeld@appsoc.keele.ac.uk.

If you remain unhappy about the research and/or wish to raise a complaint about any aspect of how you’ve been approached or treated during the course of the study, please write to Nicola Leighton, who is Keele University’s contact for complaints regarding research, at the following address:

Nicola Leighton

Research Governance Officer

Research & Enterprise Services

Dorothy Hodgkin Building

Keele University 

ST5 5BG

How will information about me be used? Your interview will be tape recorded and the tape will be transcribed. I’ll print out and analyze each interview to find differences and commonalities between them, and I’ll write these up in the form of journal articles, book chapters, and conference presentations. During transcription, names will be changed so that no person we interview for the project will be able to be identified by anyone reading my publications based on this research. Dr. Rosenfeld may draw on these anonymized interview transcripts in the course of future research projects. Dr. Rosenfeld will use some of the statements that those we interview make on tape as quotes in presentations and publications. 

Who will have access to information about me? Dr. Rosenfeld, her researcher, and the person hired to transcribe the interviews will be the only people who will be able to connect the published data to you personally; anyone else will read about your life in the context of short descriptions or quotations which will be placed alongside those of other people I interviewed. We’ll be safeguarding your anonymity in other ways as well:

· All the information we collect will be stored in a locked filing cabinet or on a password protected computer;

· The names of everyone we interview, and of people they discuss during the interview, will be changed in the transcript and in any publication or presentation. Any identifying information (for example, someone’s place of employment) will also be changed;

· Once all the interviews have been transcribed and safely stored, the tape recordings will be destroyed;

· Thus the only information that I’ll hold onto long-term will not be able to be connected to anyone we interview, or to anyone they discuss. 
Who is funding and organising the research? This research is funded by the British Academy in London, through their Small Grants Programme. Dana Rosenfeld is organizing the research, with the oversight of Keele University’s Institute for Life Course Studies, of which she is a full member.
Contact for further information: Please do not hesitate to contact Dr. Rosenfeld if you require any other information. Her email address is d.rosenfeld@appsoc.keele.ac.uk, and her office number is 01782 733932.

Support: Some people we interview may experience distress when remembering and talking about friends and partners they lost to AIDS during the 1980s and 1990s. If you become distressed when the interview is complete, here is a list of support agencies and groups that can help you. You may also choose to consult your GP.

The Terrence Higgins Trust offers on-line counselling, with the first two sessions free of charge. www.tht.org.uk/howwecanhelpyou/needhelpnow/onlinecounselling/
The Samaritans operate a-24 hour crisis hotline. Their number is 08457 90 90 90.

The British Association for Counselling and Psychotherapy website has a link to help you find a find a therapist: http://wam.bacp.co.uk/wam/SeekTherapist.exe?NEWSEARCH
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