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Chronic pain sufferers’ experiences of attending a Pain Café: 
a qualitative study

Participant Information Sheet and Consent

Introduction:
University College Dublin ((UCD) would like to invite you to take part in a research study. This Participant Information Leaflet and Consent Form tells you about the study. It explains what is involved if you agree to take part. Knowing what is involved will help you decide if you want to take part in the research. Please read this information carefully. Ask questions about anything that you don’t understand or want to know more about. Before deciding whether or not to take part, you might want to talk about it with a relative, friend or healthcare worker.
Participation in this research is voluntary. If you don’t wish to take part, you don’t have to. 
If you decide you want to take part in the research project, you will be asked to sign the consent form at the end of this document. By signing it you are telling UCD that you:
· understand what you have read;
· consent (agree) to take part in the research project;
· consent to participate in the research processes that are described;
· understand how your personal data will be used.
Contact details:
If you have any questions now or at any time please contact: 
Dr Keith Smart. UCD School of Public Health, Physiotherapy and Sports Science,  University College Dublin, Email: k.smart@ucd.ie.
Project title: Chronic pain sufferers’ experiences of attending a Pain Café: a qualitative study.
What is this research project about?
The aim of this project to explore peoples experiences of attending Pain Cafés, including why people attend them and what they get from attending them.  
Why is this research being done?
We would like to know how people experience Pain Cafés. To the best of our knowledge this hasn’t been studied before. 
This project is being carried out Dr Keith Smart, an Assistant Professor in the UCD School of Public Health, Physiotherapy and Sports Science, University College Dublin (UCD), Ireland; together with five BSc undergraduate physiotherapy students; Emma Garvey, Blathnaid Higgins, Shónagh Mitchell, Caoilainn Moss and Rebecca Murphy (collectively known as the research team).
Why have I been invited to take part?
You have been contacted about this project because you have attended at least three Pain Cafés and are 18 years of age or older. UCD and the UK Pain Café network are partners on this project.
Do I have to take part?
Not at all. Participating in project is completely voluntary and you can change your mind about participating at any time. Deciding whether or not to participate will in no way affect your relationship with the Pain Café network.
What will it involve if I decide to participate?
Deciding to take part in this project involves:
· Contacting Dr Keith Smart by email (k.smart@ucd.ie) to let him know that you would like to take part in a once-off online interview.
· Signing a consent declaration and emailing a copy of this back to Dr Keith Smart before taking part in the interview.
· Having access to a computer or other device with the Zoom (or Microsoft Teams) application installed.
· Participating in an online interview, over Zoom, lasting approximately 30-40 minutes, where two physiotherapy students will ask you some questions about your experiences of attending Pain Cafés (we will email you the questions in advance of the interview).
· Being comfortable with having the interview voice-recorded. The interview will be automatically transcribed, meaning that we will produce a type-out of what is discussed. The transcripts will then be de-identified (meaning any information that identifies you will be deleted) and the voice recording permanently deleted.
Two student physiotherapists will guide the interview. Dr Keith Smart, their project supervisor, may also be present online during the interview. During the interview we will ask you some questions about your experiences of attending Pain Cafés. For example, we will ask you why you decided to attend a Pain Café, what you get from attending, and whether you’ve learned things from attending the Pain Café.
We would like you to be as comfortable as possible during the interview and understand you may like to move around, lie down and take breaks at times.
At the end of the interview we will ask you if you would like a transcript of the interview to check that it is accurate. You don’t have to do this though.
Can I withdraw from the study? 
You can change your mind about taking part and withdraw from the study any time before or during the interview. If you decide to withdraw we will delete any and all information you have given us up to the point where the transcript has been de-identified, that is within 4 weeks of your interview. This means that if you would like to withdraw from the study, please tell us within 4 weeks after your interview. 
What are the benefits of my participation in this research: to me, to the researchers, and to any third parties involved? 
There are no direct benefits to you from taking part in this interview. But taking part will help the research team and the Pain Café organisers to better understand the experiences of people who attend Pain Cafés. Taking part. The research team may benefit professionally from the publication of a research paper presenting the findings from this study in an academic journal. The student physiotherapists will benefit through the award of a degree. We will not benefit commercially from your participation. 
What are the risks of taking part in this research study? 
There are some potential risks to your health and wellbeing from taking part in this project. It is possible you may become distressed or upset during the interview as you talk about your experiences. If you do become distressed or upset we will immediately pause the interview; show empathy and kindness; give you time; ask you if you would like to end the interview; offer you some supportive advice. We will of course follow your wishes.
We also understand that it can be uncomfortable or painful so stay in one position for any length of time and so we understand you may like to move around, lie down and take breaks during the interview.
There are minimal risks associated with information security which are lessened by our compliance with recommended data management processes. 
How will I find out what happens with this research study? 
The results of the study will be reported in an academic health journal and presented at scientific conferences. No information which reveals your identity will be disclosed. The findings from this research study will also be presented locally on the Pain Café website.

Data Protection
What information about me will be used in this research study?
UCD will use the following information about you (personal data) for this research study: Age, gender and county of residence. We will use this information to describe i. participants average age as well as the youngest and eldest, ii. the gender split and iii. the number of people living in each county. UCD will make an audio recording of your interview and will transcribe it into an electronic file. The information you provide through participating in an interview will be used for research purposes and to meet the aims of the study.
How will my data be used? 
During our discussions the interview will be audio-recorded and automatically transcribed within the Zoom (or Microsoft Teams) application. After the interview we will download the transcript from the Zoom server and remove any information, known as ‘personal identifiers’, that might allow someone to be identified from the typed transcripts. This will make the transcripts de-identified so that it will not be possible to identify you from the interview transcript. 
The de-identified transcripts will be stored securely on a UCD cloud computer drive that only Keith Smart and the five physiotherapy students can access, via multi-factor authentication. We will then delete the audio-recorded interview and transcript from the Zoom server.
Your signed consent declaration will be uploaded to and securely stored on the same UCD cloud computer drive that only Keith Smart can access. 
Your data will be entered into a secure database, where it will be combined with the data from other participants in this research study. The data will be analysed to obtain a better understanding about peoples experiences of attending Pain Cafés. 
The results of the study will be reported in an academic health journal and presented at scientific conferences. No information which reveals your identity will be disclosed. The findings from this research study will also be presented locally on the Pain Café website.
At the end of the project the information we have will be stored for 5 years, then permanently destroyed. We will not share your data with anyone outside the research team.
Who will have access to my personal data? 
Only the research team will have access to your identifiable personal data. We will replace your name with a code so that it will not be possible to link this data back to you without the key to the code. The research team will work with coded data only.
How will my personal data be protected? 
UCD respects your privacy. All information which is collected about you during the course of the research will be kept strictly confidential, and any identifiable information about you will be removed from the transcripts so that you cannot be recognised. All of your personal data will be labelled with a research study code number instead of your name, which will be known only to the research team. A master list identifying participants with the research codes will be held on a password protected (encrypted) computer accessed only by the research team. Electronic data will be password protected and accessed only by the research team. These actions will be taken to protect your personal data. 
All the members of the research team have taken General Data Protection Regulation (GDPR) training at University College Dublin.
How long will my data be retained by this project? 
Your personal data will be retained for 6 months until the data collection part of the study has been completed. After this period, the key to identify your personal information will be securely deleted by Dr Keith Smart of UCD. 
What is the lawful basis to use my personal data? 
UCD will rely on the legal basis of Article 6.1(a) ‘consent’ and Article 6.1(e) ‘public interest’ of the General Data Protection Regulation to process your personal data.
What are my rights? 
You are entitled to:
· withdraw your consent;
· object to UCDs use of your personal data or any further use;
· request access to your personal data and to receive a copy of it;
· request inaccurate personal data be corrected or deleted;
· request restriction of UCDs use of your personal data (if it is inaccurate); 
· request deletion of your data, if no longer needed.

By law you can exercise the above rights in relation to your personal data, unless certain limitations apply, for example if the study results have already been published then UCD will not be able to delete it.

Contact details of Principal Investigator, UCD’s Data Protection Officer (DPO) and right to lodge a complaint with the supervisory authority (Data Protection Commission).
If you have any further questions now or at any time please contact: 
Dr Keith Smart (Academic Supervisor), UCD School of Public Health, Physiotherapy and Sports Science,  University College Dublin, Email: k.smart@ucd.ie.
If you have concerns about how UCD processes your personal data in the project, you can contact UCD Data Protection Office at gdpr@ucd.ie and /or the Data Protection Commission: https://forms.dataprotection.ie/contact 

Thank you for taking the time to read this Participant Information Leaflet

If you are happy to take part in this project, please complete the following Consent Declaration.

CONSENT DECLARATION
Chronic pain sufferers’ experiences of attending a Pain Café: a qualitative study
Data controller: University College Dublin

	I have read and understood the Participant Information Leaflet about this research study. The information has been fully explained to me and I have been able to ask questions, all of which have been answered to my satisfaction.
	Yes ☐
	No ☐

	I understand that I don’t have to take part in this study and that I can opt out at any time. I understand that I don’t have to give a reason for opting out and I understand that opting out won’t affect my future ability to attend the Pain Café.
	Yes ☐
	No ☐


	I understand that my information/data can only be removed from the study if I withdraw within 4 weeks of my interview.
	Yes ☐
	No ☐

	I have been given a copy of the Participant Information Leaflet and this completed consent form for my records.
	Yes ☐
	No ☐


	I give informed consent to take part in this research study having been fully informed of the risks, benefits and alternatives. 
	Yes ☐
	No ☐


	I understand that procedures will be put in place to ensure that my data will be stored safely and securely to protect my identity and confidentiality.
	Yes ☐
	No ☐


	I understand that the findings of this study may be reported in aggregate/summarised form at conferences and in journal publications, in a way that does not compromise my confidentiality.
	Yes ☐
	No ☐


	I would like a summary of the findings to be sent to me after the completion of the study.
	Yes ☐
	No ☐



After reading the entire consent form, if you have no further questions about giving consent, please sign below where indicated:

_________________________    	____________________ 	_____________________
Name of Participant 			Date (Date/Month/Year) 		Signature

_____________________________ 	____________________ 	_______________________
Name of Researcher taking consent Date (Date/Month/Year) 		Signature
Please email a copy of the signed Consent Declaration to Dr Keith Smart, Assistant Professor, UCD School of Public Health, Physiotherapy and Sports Science, University College Dublin (UCD), Ireland at: k.smart@ucd.ie. Once received we will get in touch with you by email to arrange a date and time for the interview.
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