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Appendix 2b: Participant Information Sheet

Turner Syndrome and Reproductive Decision-making
I would like to invite you to take part in a research project. The project involves both an interview and taking photographs. Before you decide to take part, I want to tell you what I would like you to do and why I am doing the study. Please read this information and talk to other people about it if you wish. Please ask me if anything is not clear.

Thank you for reading this.
The researcher

Kriss Fearon

Reproduction Research Group, Faculty of Health and Life Sciences 

De Montfort University

Leicester LE1 9BH 

E-mail: p15193445@my365.dmu.ac.uk
Why is the project being carried out?

This is a PhD research project in social sciences. It is about the way women with Turner Syndrome decide to have a family, and how mothers of girls with Turner Syndrome approach their daughter’s reproductive options while she is young. 

Because some of the technology that helps women have a family is quite new, there is little research on what mothers of girls with TS think about these options, the reasons you may or may not decide to use them, what you think is the best option for your daughter, and why.

Why have I been asked to take part?

You have been asked to take part because you are the mother of a girl with Turner Syndrome and you have actively considered her fertility issues within the family, or made a decision about fertility options.
What will I be asked to do if I take part?

I would like to interview you about your experience of thinking through and deciding what to do about your daughter’s fertility. This includes the potential solutions you might have considered, what you thought about those choices, and how that has affected the family.

The study involves the following:

· One face-to-face interview lasting between one and two hours; just the two of us would be present, but (if you have one) your partner could be there too if you prefer. 

· Finding or taking three photographs (or more) to bring to the interview. This is to get us started talking about the issues that matter to you. 

The photographs will be of things that you can use to show your thoughts and feelings about having a daughter with Turner Syndrome, how you feel about her fertility, and the choices you have been faced with as a result. They do not have to be good quality, or personal, but are a way for us to begin a conversation. They can be of anything that represents these things to you. 
Interviews will be audio-recorded and can take place at a time and place that is convenient for you. You can request that we have a break at any time and for any reason.

How do I take the photos and share them with the researcher?

You can bring digital or hard copy photographs that you already have, or illustrations, or you can take ones for the interview if you prefer. 

· You can bring digital photos taken with a mobile phone or digital camera. You will need to share them with me before the interview, so that I have a copy. We can do this using email or a file sharing facility such as Google Drive. During the interview I will display the photos on a laptop.

· You can also bring hard copy images (eg old photos, illustrations from a book or magazine, postcards) to the interview. I will take digital photos of them on a mobile phone so I have a copy.

· If you would like to take photographs for the interview, but you don’t use a phone or digital camera, I can send you a disposable camera by post. You will need to post this back a week before the interview, so I can get the film developed. I will bring copies for us to talk about at the interview.

How long will it take?

When we get to the venue it will take me about ten minutes to set up my equipment and talk through the consent form.

After that, the length of the interview really depends on how long we talk for and how much you would like to share. I find it is better to allow two hours in total: we may not take all that time, but it allows for a break if needed and for the discussion to go on until you’ve finished what you would like to say. 

What are the possible disadvantages and risks of taking part?

We will be talking about your feelings about your daughter having Turner Syndrome and how you have managed decisions around her fertility, so you might become upset. If this happens you can pause the interview and take a break, move on to something else, or stop altogether. If there are any topics that you don’t want to discuss, just tell me and we’ll move on. At the end of this sheet, there are some sources of help and support which you can contact.

What are the possible benefits of taking part?

The study may not directly benefit you. However, I hope to publish journal articles based on the information I get from the interviews, which will improve our understanding of how choices around fertility affect families with a daughter with Turner Syndrome. I also hope to work with the Turner Syndrome Support Society to consider ways of improving support and information for women with TS and their families as they decide how to have a family.

What will happen to the interview recordings and photos?

The interview recordings will be typed up word for word. Digital copies of the photos, audio recordings and typed up files (transcripts) will be kept on a password-protected computer. Printed transcripts will be kept in a locked filing cabinet. All the transcripts will be anonymised, so any information that could identify you (e.g. locations) will be removed. Your data will be given a unique, anonymous code so your name will not appear on it. The interviews and photos will be stored for five years, or until the researcher has completed her study, and they will then be destroyed or deleted.
Who will see the photos?

On the consent form I ask to take copies of the photos so I can match them up with what you say about them in the interview. This will help me during the analysis, which often takes place several months after the interviews. Nobody else sees them unless you give permission for publication.

On a separate part of the consent form I ask for you to make your wishes known about which (if any) photos I am able to use in publications. This means your photo could be published in my thesis or used in academic papers or presentations that are written about this project. Photos for publication are anonymised by blurring. You can accept or decline this option for any reason.

If a photo includes other people, to respect their privacy, it will not be used in publications.
What will happen to my personal details?

Your personal details (e.g. name, address) will be kept on a password-protected computer, in a different place from the anonymised recordings and transcripts. 

Will my taking part be kept private?

Yes, your personal details will be kept confidential and any information that could identify you will be anonymised. I will not tell anyone whether or not you have taken part. The only exception is if the interview takes place at your home: I need to give my supervisors your name and address for safety reasons only (so they know where I am). They will delete this when the interview is over.

Who will have access to my data?

I am the only person who will have access to the original data. My supervisors may need to look at your transcript and photographs in order to check my work, after they have been anonymised. 

How will my data be used? 

All the information I am given will be analysed together to give a full picture of people’s experiences. I will write up the study for publication in my thesis. I may also use it when I talk about the research in other settings, such as for teaching, in journal articles or in conference presentations. I will include relevant, anonymised quotes from people I have interviewed, and photos, where I have permission to use them. 

What will happen at the end of the project?

I will write a summary of the findings from the study. If you would like a copy of this, please give your permission on the consent form, and I will contact you about this in the future.  

Do I have to take part?

No, taking part is voluntary. You are free to withdraw without giving a reason. If you decide to withdraw from the study, just let me know your decision within a month of the interview. I will confirm this to you by email and delete your data.
What happens if I have a problem with the project?

If you have a concern about any aspect of this study please contact me, Kriss Fearon (my details are given at the end of this sheet), and I will do my best to answer your question. You could also contact my supervisor, Dr Cathy Herbrand, tel: 0116 250 6422, email: cathy.herbrand@dmu.ac.uk.

If you would like to speak to someone outside of the research team, please contact the Chair of the Research Ethics Committee at De Montfort University, Professor Martin Grootveld, tel: 0116 250 6443, e-mail: mgrootveld@dmu.ac.uk.

Who is funding the research?

The study is funded by a De Montfort University studentship.
Who has reviewed the study?

The study has been reviewed by the Health and Life Sciences Research Ethics Committee at De Montfort University.
If you have any questions or would like further information about the study, please contact the researcher at the address on the first page of this sheet. Thank you for reading this information.

Sources of further help and advice

If you find that you need someone to talk to about the issues raised in this interview, here are some places which can help.

Turner Syndrome Support Society (UK)

The Turner Syndrome Support Society offers support, advice and information to women and girls with Turner Syndrome and their families.
Web: http://tss.org.uk/
Email: turner.syndrome@tss.org.uk
Mobile: [Helpline] 0300 111 7520
12 Simpson Court
11 South Ave
Clydebank Business Park
Clydebank, Scotland, G81 2NR

Phone: 0141 952 8006

Fertility Network UK

http://www.fertilitynetworkuk.com/
FN UK provides a range of services for people facing fertility issues. They have a national network of support groups. They have helplines for you to phone to chat with volunteers – to do this you will need to register on the website. 
http://www.fertilitynetworkuk.com/my_account/register
They can also help you access professional support services via their counselling helpline:
Diane, 0121 323 5025, Mondays, Wednesdays and Fridays from 10am until 4pm.
There are also websites where you can get peer support, either anonymously or in your own name depending on your preference.

Fertility Friends

This is a large online community where people with fertility issues can support each other:

http://www.fertilityfriends.co.uk/
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