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Participant Information Sheet for (Intended) Parents and Donors

Research Project Title: Digital Donor Conception
Research Grant Funding Title: Mediated Reproduction: Understanding Informal Donor Conception in the Digital Age
You are being invited to take part in a research project about informal sperm donor conception (sometimes called 'online' or private sperm donor conception/donation). Before you decide whether or not to participate, it is important for you to understand why the research is being done and what it will involve. Please take time to read the following information carefully and discuss it with others if you wish. You can take your time to decide whether you would like to take part. Please contact Leah Gilman (details below) if there is anything that is not clear or if you would like more information and thank you for reading this.

1. What is the project’s purpose?
The aim of the project is to understand how informal sperm donor conception is viewed, experienced and enacted and how technology, regulation, culture and social relationships shape all of these things. The aim is to improve support for all involved in or affected by informal donor conception practices. The study will also provide evidence for nuanced and informed regulatory and public debates on the topic.

2. Why have I been chosen?
We are interested in speaking to people who have become parents through informal sperm donor conception, those who have become pregnant via this route or who are the partner, or former partner, of someone who has.

We would also like to speak to people who have donated sperm via informal arrangements.

3. Do I have to take part?
It is up to you to decide whether or not to take part. If you do decide to take part you will be given this information sheet to keep and be asked to sign a consent form or record your verbal consent to take part. However,  you can still withdraw at any time up to the point at which your anonymised data has been used in a publication, without any negative consequences. You do not have to give a reason. If you wish to withdraw from the research, please contact Leah Gilman (details below).

Please note that that by choosing to participate in this research, this will not create a legally binding agreement, nor is it intended to create an employment relationship between you and the University of Sheffield.

4. What will happen if I take part? 
If you decide to take part, one of the researchers will arrange an interview with you at a mutually convenient time and place. This can be face-to-face (the researcher will travel to you) or via video call (googlemeet). You can use video or audio only. Interviews typically last between 1-2 hours. 
The interview is informal and questions will be mostly open-ended. You will be asked to tell your story in your own words, including your journey to informal donation/donor conception, your experiences of this practice and whether and how you've discussed it with others. If aspects of your donation/conception involved digital media use, then the researcher will ask you to show them any relevant websites or apps and talk through how you used these (you do not have to share this if you prefer not to). This could involve screen sharing if your interview is online. At the end of the interview you will be asked to complete a very short questionnaire about your identity and circumstances (e.g. age, ethnicity, relationship status).

5. 	Will I be recorded, and how will the recorded media be used?
With your consent, the interview will be audio recorded. If the interview takes place online it may not be possible to only audio record but, in this case, the video recording will be immediately deleted after the interview and only the audio recording will be saved.

The audio recordings will be used to create a transcript of your interviews and will be permanently deleted by the end of the project (expected April 2027). No one outside of the research project will be able to access the recording of your interview.

You will have an opportunity to review and redact (if you wish to) the anonymised transcript of your interview before it is analysed or used in research outputs.


5. What are the possible disadvantages and risks of taking part?
There are no foreseeable risks or disadvantages to taking part in this study.

6. What are the possible benefits of taking part?
Everyone who take part in an interview about their experiences of informal donor conception will be sent a digital ‘Love to Shop’ or Amazon voucher. This is in recognition of your time and contribution to the research. Accepting the voucher does not impact your right to opt-out of any aspect of the research process or withdraw consent for your data to be used (up to the point in which it is used in a publication).

In addition it is hoped that this research will improve the experiences of people who engage in informal donor conception and others impacted (e.g. donor conceived people). Findings from this study will also help to ensure that regulatory and public discussions on this topic are evidence-based.

7. Will my taking part in this project be kept confidential?
All the personal information that we collect about you during the course of the research will be kept strictly confidential and will only be accessible to members of the research team. 

If you agree to us sharing the information you provide with other researchers (see question 10) then your personal details will not be included. 

We will not use your name in any publications or outputs from this research and we are careful to remove or change other details which could identify you (e.g. locations, dates, specific medical condition). However, there are limits to this process. If your circumstances are relatively unusual within the donor conception community and you have shared your story with others then it may be more difficult to fully anonymise your full transcript. In these cases, (and for all participants who wish to), you will have the opportunity to review and edit your anonymised interview transcript to ensure you are comfortable with the level of anonymisation provided. In addition, the researchers will be very careful in how they select and combine the data which is published in research outputs, and they may change some details (e.g. occupations or genders of children) in order to ensure you are not identifiable from published research outputs.


8. What is the legal basis for processing my personal data?
According to data protection legislation, we are required to inform you that the legal basis we are applying in order to process your personal data is that ‘processing is necessary for the performance of a task carried out in the public interest’ (Article 6(1)(e)). Further information can be found in the University’s Privacy Notice https://www.sheffield.ac.uk/govern/data-protection/privacy/general.’  

As we will be collecting some data that is defined in the legislation as more sensitive (e.g. information about your ethnicity, sexuality), we also need to let you know that we are applying the following condition in law: that the use of your data is necessary ‘for archiving purposes in the public interest, scientific research purposes or statistical purposes' (9(2)(j)).

9. What will happen to the data collected, and the results of the research project?
You’re name and contact details will be securely stored until the end of the project (expected April 2027) or, if you explicitly consent for this, they will be stored until April 2037 so that the researchers can keep you informed about findings and outputs from the project.
Your contact details will be kept in a separate file to your interview data (i.e. the recording of your interview and the transcripts) and your answers to the questionnaire.
[bookmark: _Hlk135223957]Your completed consent form or an audio recording of your verbal consent (depending on which option was used) will be stored in a secure location. Paper copies will be stored in a locked filing cabinet at the University of Sheffield. Digital copies will be stores on the University of Sheffield file store for 10 years after the end of the project.
As soon as is practically possible after your interview (typically within 1 hour), the interviewer will copy the audio recording of your interview to the secure University of Sheffield file store (accessible only to the research team) and delete the original file. The answers you gave to the questionnaire will also be stored here in an anonymous form.
The audio recording of your interview will then be transcribed verbatim, creating a written record of the interview conversation. In order to do this, the audio file may be shared with University of Sheffield approved transcription company or temporarily uploaded to otter.ai (a website which provides secure transcription). If an external company is used, they will be asked to sign a confidentiality agreement and will agree to delete the audio file within 30 days of the transcription work being completed. 
The interview transcript will then be anonymised by a member of the research team, removing or changing any identifying information they contain (e.g. names, places, dates). This will create an anonymised interview transcript. This anonymised transcript will also be stored on a university-approved secure cloud storage platform (GoogleDrive) for the purposes of ongoing analysis and (if you consent to this) sharing with external collaborators (see below). Extracts of the anonymised transcript may be used in research outputs.
At the end of the project (expected to be April 2027), all audio recordings and non-anonymised transcripts will be permanently deleted.
Anonymised transcripts will be permanently stored on ORDA, The University of Sheffield's research archive, hosted by Figshare.

10. Will you share my anonymised data with anyone else?
Extracts from your anonymised interview transcripts will be used in research outputs which will include academic (e.g. peer reviewed journal articles) and non-academic publications (e.g. short films, short stories, blogs etc.)
We will not share the full anonymised transcript of your interview with anyone unless you specifically consent to this.
It is likely that other researchers may find the data collected to be useful in answering future research questions. It may also be helpful for us to share anonymised data with external collaborators on this project (e.g. a fiction writer or an animator) in order to develop specific research outputs. You can opt  in to share you data with either or both of these groups:
· Creative collaborators would be required to store your anonymised data securely and only to only publish non-identifying extracts, as agreed with the researchers, in their work).
· You can opt for your anonymised interview data to be accessible to all future researchers via open-access sharing on ORDA.
You can opt out of either of these processes and still take part in the study.

11. Who is organising and funding the research?
This research study Is funded by the Wellcome Trust and organised by Dr Leah Gilman, a researcher at the University of Sheffield


12. Who is the Data Controller?
The University of Sheffield will act as the Data Controller for this study. This means that the University is responsible for looking after your information and using it properly. 

13. Who has ethically reviewed the project?
This project has been ethically approved via the University of Sheffield’s Ethics Review Procedure, as administered by the Sociological Studies department.

14. What if something goes wrong and I wish to complain about the research or report a concern or incident?
If you are dissatisfied with any aspect of the research and wish to make a complaint, please contact Leah Gilman, l.gilman@sheffield.ac.uk in the first instance. If you feel your complaint has not been handled in a satisfactory way you can contact the Head of the Department of Sociological Studies, Sarah Neal, s.neal@sheffield.ac.uk. If the complaint relates to how your personal data has been handled, you can find information about how to raise a complaint in the University’s Privacy Notice: https://www.sheffield.ac.uk/govern/data-protection/privacy/general.

If you wish to make a report of a concern or incident relating to potential exploitation, abuse or harm resulting from your involvement in this project, please contact the project’s Designated Safeguarding Contact Leah Gilman (l.gilman@sheffield.ac.uk). If the concern or incident relates to the Designated Safeguarding Contact, or if you feel a report you have made to this contact has not been handled in a satisfactory way, please contact the Head of the Department of Sociological Studies, Sarah Neal, s.neal@sheffield.ac.uk, and/or the University’s Research Ethics & Integrity Manager (Lindsay Unwin; l.v.unwin@sheffield.ac.uk).

15. Contact for further information
Leah Gilman						Lexie Davis
l.gilman@sheffield.ac.uk				alexus.davis@sheffield.ac.uk

If you decide to take part in this research study, please keep a copy of this information sheet.

Thank you for your time in reading this information and considering taking part in this research study.


