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Experiences of family relationships and managing cystic fibrosis in adolescence
     Researcher: Frieda Whelan

Participant information sheet for parents/caregivers
This information sheet describes a study which is being carried out about teenagers and their experiences of growing up with cystic fibrosis (CF) and their relationships with family members. We are also interested in the views of the parents/caregivers, and health professionals.
We would like to invite you to take part in the study, but first we would like to let you know about why the study is being done and what it would involve if you took part. Please read the information sheet carefully and you may wish to discuss it with someone else. If you have any questions please contact the researcher, Frieda Whelan, whose details are at the end. Thank you for reading this and for considering taking part in this study. 
1. Why is the study being done?
The study aims to find out about the experiences of teenagers with CF. The aim is find out how teenagers find growing up with CF and about how their relationships with family affects this and vice versa. We are also interested in the views of the parent/caregiver. We know that growing up can be a difficult time, particularly with a health condition. Therefore, we are interested in how people might use family support at this time. 
2. Why have I been invited to take part?
You are being asked to take part because you are the parent or caregiver of a teenager with CF being seen by the CF team in either NHS Highland/Argyll & Bute or NHS Greater Glasgow & Clyde. The study hopes to recruit up to 10 people.

3. Do we have to take part?
No, it is up to you. If you decide to take part we will ask you to keep the information sheet and to sign a consent form. If you take part, you can stop taking part at any time. You will not need to give a reason and it will not affect the medical care of the teenager taking part. It will also not affect his/her medical care should you not wish to take part. 
If you would like to take part, your teenager can decide whether they would like to take part also. However, if you would like to take part but the teenager does not, we will check with him/her that they agree to your participation.
4. What happens if we/I decide to take part?
If you decide to take part you will be asked to take part in one interview with the researcher (Frieda Whelan, who is a Trainee Clinical Psychologist). You will be interviewed alone, even if your family member also takes part. The interview will last up to an hour and will take place at a local hospital or by phone. The interview will be audio recorded and typed up and any details which could identify you will be removed. The interview will ask questions about having a child with CF. It will also ask about family relationships and how these might have changed as the teenager has gotten older.   
5. Will the study help me/us?
There are no direct benefits to taking part. However, it could help the CF teams to understand more about how best to offer support to young people and their families. 
6. Are there any disadvantages about taking part?
You might talk about experiences that cause you to feel some distress. You can stop the interview at any time and you can have a break whenever you wish. The researcher will check how you are feeling during the interview. You can stop the interview at any time and this will have no impact on your teenager’s medical care. 
7. Will my information be kept safe?
Yes, all information will be kept safe and secure. Once the audio recording of the interview is typed up it will be destroyed. Any information which could identify you (for example, names or place names) will be removed as it is typed up. The typed-up interview will be given a study number so that your name is not on it. Some quotes might be used from your interview. If quotes are used, a pseudonym will be used and not yours. 
All information will be kept confidential. However, there may be times when information needs to be discussed with other professionals, for example, if the researcher is concerned about any risks to yourself or others. Frieda will try to discuss this with you if it is necessary. 
8. What will happen to the results of the study?
Once the research is finished, the researcher (Frieda Whelan) will write up the project and submit it to the University of Glasgow as part of the Doctorate of Clinical Psychology degree. A report might also be submitted for publication in a journal.  
9. Further information and contact details
If you have any questions or would like more information please contact one of the research team below:
	Name
	Role
	Contact details

	Frieda Whelan
	Trainee Clinical Psychologist, Chief Investigator
	Phoenix Centre,
Raigmore Hospital,
Old Perth Road,
Inverness
IV2 3UJ
01463 705597
f.Whelan@research.gla.ac.uk 

	Dr Alison Jackson
	Academic Supervisor 
	Institute of Health and Wellbeing,
University of Glasgow,
1st floor, Administration Building,
Gartnavel Royal Hospital,
1055 Great Western Road,
Glasgow    
G12 0XH
0141 211 3917

	Professor Andrew Jahoda
	Independent research advisor
	Institute of Health and Wellbeing,
University of Glasgow,
1st floor, Administration Building,
Gartnavel Royal Hospital,
1055 Great Western Road,
Glasgow    
G12 0XH
0141 2110282



10. Complaints

If you have a complaint about any aspect of the research, please contact your healthboard below:
	NHS Highland
	The Feedback Team, NHS Highland, PO Box 5713, Inverness IV1 9AQ
nhshighland.feedback@nhs.net 
01463 705997

	Argyll and Bute Health and Social Care Partnership 
	The Feedback Team, Argyll and Bute Health and Social Care Partnership, Main Building, Victoria Integrated Care Centre, 93 East King Street, Helensburgh G84 7BU
Argyllandbutehscp.feedback@nhs.net 
01436 635155

	NHS Greater Glasgow & Clyde
	Complaints Department, West Glasgow Ambulatory Care Hospital, Dalnair Street, Glasgow G3 8SJ
complaints@ggc.scot.nhs.uk
0141  4500



11. NHS Highland GDPR information
NHS Highland is the sponsor for this study based in the United Kingdom. We will be using information from you in order to undertake this study and will act as the data controller for this study. This means that we are responsible for looking after your information and using it properly. NHS Highland will keep identifiable information about you for seven years after the study has finished.
Your rights to access, change or move your information are limited, as we need to manage your information in specific ways in order for the research to be reliable and accurate. If you withdraw from the study, we will keep the information about you that we have already obtained. To safeguard your rights, we will use the minimum personally-identifiable information possible. 
You can find out more about how we use your information at http://www.nhshighland.scot.nhs.uk/Pages/YourRights.aspx or by contacting Donald Peterkin (Interim Data Protection Officer, NHS Highland) on 01463 704000
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