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UNIVERSITY OF LEEDS



School of Sociology and Social Policy

Participant Information Sheet

Project Title: The Construction and Regulation of ‘Normal’ Sleep.
You are being invited to take part in an interview as part of a PhD research project. 
Before you decide 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. Ask if there is anything that is not clear or if you would like more information. Take time to decide whether or not you wish to take part.
What is the purpose of the project?

The first goal of this project is to build an understanding of how the medical category of ‘circadian rhythm sleep disorder’ works and is used in a social context, and how the category and its use have changed over the years. By doing this, I hope that we can better understand how different bodily and behavioural traits become thought of as disabilities or illnesses.
Why have I been chosen?

I am recruiting participants who I think may have insights or experiences that are important in understanding how sleep timing operates in modern society, sleep medicine more generally and the history of sleep medicine. This includes people diagnosed with circadian rhythm disorders, academics and medical practitioners. More participants, and participants from other groups, will be recruited if I need more information.

Do I have to take part?
Your participation is entirely voluntary. You may refuse to participate without penalty, and you can stop an interview once it has started if you change your decision. If you choose to take part, you will be given this information sheet to keep and asked to either sign a consent form or give verbal, recorded consent if we are talking online or on the telephone.
You do not have to give a reason if you choose not to participate now or decide to stop participating at some point in the future. If you choose to withdraw within 2 weeks of finishing, or during an interview, any transcripts or recordings of your interview will be deleted and no information you give will be used in the analysis
What do I have to do? What will happen to me if I take part?
The interviews are unscripted, but I predict they will take less than an hour to complete. The questions will be open-ended and will ask for detail and explanations rather than only “yes or no” answers. The interview will happen in whichever way is most safe and comfortable for us both. It could be online voice chat, instant messaging, telephone, or in person. The questions I ask will be guided by my academic knowledge, your responses, what you think is important to discuss and issues raised in other interviews. 
There is a possibility I may want to interview you more than once if I want more detail or have new questions. I will contact you if this is the case. You are under no obligation to agree to a second interview even if you finished the first.

What are the possible disadvantages and risks of taking part?

There is the possibility that we may discuss your medical history, including treatment and symptoms. People sometimes find this stressful, but remember you can refuse to answer any question without giving a reason.

There is a small chance that people who know you may be able to recognise you as a participant based on data and quotes in the final publications, but I will do my best to avoid this. You will never be directly identified (e.g. by using your given name).
What are the possible benefits of taking part?

Whilst there are no immediate personal benefits for participants, it is hoped that this project will contribute to our knowledge of disability and impairment.
Use, dissemination and storage of research data
The interviews, regardless of format, will be audio recorded. Any analogue storage will be digitized and then stored securely at the University of Leeds as soon as possible. All digital data, including transcripts of interviews, will be stored securely on University hard drives or encrypted University cloud storage if it cannot be immediately moved onto the hard drives. If this cannot be done immediately, data will be stored on encrypted and secured removable drives until it can be moved to University storage, after which the removable copy will be securely erased.
Your data will be first be used to produce a doctoral thesis, which will include quotes from your interview(s) to establish important points in the analysis and a brief, non-identifying description of you to give context to your data. It is also hoped that a book and journal articles will be produced using the data
Transcripts of audio recordings of your activities made during this research will be used only for analysis or for illustration in conference presentations and lectures. No other use will be made of them without your written permission, and no one outside the project will be allowed access to the original recordings.
If the interview takes place using videoconferencing software such as Zoom, only the audio will be recorded. Any videoconferencing provider will be GDPR compliant. Interviews will be recorded on the researcher’s computer rather than through the software’s recordings functions.
What will happen to my personal information?

All personal data will be anonymised. For example, participants will be assigned a pseudonym in the work produced from this data. Any personally-identifying information (such as that on the consent form) will be stored separately from the interview data.
Some of your data – such as your IP address – may be stored by the videoconferencing provider. The privacy statement, which describes which data they will use and why, for Zoom is available at https://zoom.us/privacy. Zoom’s data is held in the US to GDPR-equivalent standards approved by the EU. In the event that we need to use other videoconferencing tools, I will only use GDPR-compliant tools and provide their privacy information in advance of the interview.
The content of our interviews will not be monitored or recorded by Zoom or any other provider, and our meeting will be password secured to prevent third party attendance.
. Your identity will be kept confidential, but quotes of your transcript may appear in publications and analysis. There is a small chance that someone may be able to identify you in the final works produced as part of this research. This could happen if, for example, you disclose a rare medical condition, your age and the town or city you live in. Sets of information like this will not be used unless absolutely necessary for the integrity of the research, and your confidentiality will be preserved as much as possible.
What will happen to the results of the research project? 

All the contact information (e.g. your email address, your consent form) that we collect about you during the course of the research will be kept strictly confidential and will stored separately from the research data (e.g. recordings and transcripts of interviews).  We will take steps wherever possible to anonymise the research data so that you will not be identified in any reports or publications
The results of this research will form part of a PhD thesis due for completion in 2023. You will not be identified in this or any other publication.
After the project is completed, your anonymised interview transcripts will be stored at the University of Leeds Research Data online repository. This is to allow others to assess the quality of the research, and to allow future research to be conducted using the data.
What type of information will be sought from me and why is the collection of this information relevant for achieving the research project’s objectives?

The interview data about your experiences and knowledge of sleep medicine and circadian rhythm disorders is important because it will show the wide variety of organisations, people, discoveries and so on that influence the practice of sleep medicine, so I can then study the history and interactions of these various factors.
Who is organising/ funding the research?

This research is not funded.
Contact for further information

Jonathan Hume is the PhD researcher conducting this project. He can be emailed at J.N.Hume@Leeds.ac.uk.

Jonathan is supervised by Drs. Tom Campbell (T.W.Campbell@Leeds.ac.uk; +44 113 343 0135) and Ana Manzano (A.Manzano@Leeds.ac.uk; +44 113 343 1290)

Finally … 
Thank you for taking the time to read this information sheet and considering taking part in my study. You can keep this document and the consent form if you wish to participate. Please get in touch if you have any questions now or in the future.
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