INFORMATION SHEET FOR PARTICIPANTS
You will be given a copy of this to keep.
Study Title:
Exploring the role of self-compassion with informal caregivers of people living with Young-Onset Dementia

What is this about?
I am carrying out a study as part of my training to become a Clinical Psychologist. I want to learn more about what life is like for people who provide informal care or support to someone with Young-Onset Dementia (this means dementia that starts before the age of 65). The University of Hull is supporting this project.
Before you decide whether to take part, it’s important that you understand what the study is about and what taking part will involve. You can talk it through with someone you trust before deciding.
If anything is unclear or you have questions, please just ask me.

Why is this study being done?
We don’t yet know enough about how self-compassion may be experienced for informal caregivers (spouse, friends, relatives, son, daughters) supporting someone with a diagnosis of Young-Onset Dementia.
This study aims to explore your experiences as a caregiver.
Research suggests that being kind and understanding toward yourself – something called self-compassion – can help people cope with stress and difficult emotions. 
However, very little research has looked at self-compassion in caregivers of people with Young-Onset Dementia. I’d like to learn more about how this might help.

Why am I being asked to take part?
You’ve been invited because you are an informal caregiver (such as a family member or friend) who supports someone living with Young-Onset Dementia. Your experiences could help us better understand what caregiving is like and how to inform future young-onset dementia research.

What will I be asked to do?
If you choose to take part, you’ll be invited to take part in a one-to-one interview. This can take place:
· In person
· On Microsoft Teams
· Over the phone
The interview will last around 45 to 60 minutes.
I’ll ask questions about your experiences, such as:
· What is it like to support someone with Young-Onset Dementia?
· How has caregiving affected your day-to-day life and relationships?
· How do you look after your own wellbeing?
The conversation will be guided by questions, but you can speak freely and share what feels important to you.
With your permission, I’ll audio record the interview so I can write it down accurately later. Recordings will be deleted once they’ve been typed up.
You can skip any question, take a break, or stop the interview at any time. After the interview, you’ll have two weeks to tell me if you’d like your information to be withdrawn.

Do I have to take part?
No. Taking part is completely voluntary. It will not affect any care, services, or support you receive if you decide not to take part.
If you do agree to take part, you’ll be asked to sign a consent form. You can change your mind and withdraw at any time, including during the interview or up to two weeks afterwards.

Could anything be difficult or upsetting?
Talking about your experiences may sometimes bring up difficult or emotions. The questions are not designed to cause distress, but reflecting on your experiences can sometimes be tiring or upsetting.
To help with this:
· You can pause or stop the interview whenever you want.
· I’ll check in with you during the interview to make sure you’re comfortable.
· You can choose a time and format that works best for you.

Are there any benefits?
You won’t be paid for taking part, but many people find it helpful to share their experiences and feel listened to. What you share could help improve understanding and support for other caregivers of people with Young-Onset Dementia in the future.

What happens to my information?
To carry out this study, I’ll need to use some of your information:
· Your name and contact details (for organising the interview)
· The interview recording and written transcript (anonymised)
· Your signed consent form
Only I will have access to your name and contact details. These will be kept separate from your interview responses. Everything you say will be kept confidential.
If you say something that suggests you or someone else is at risk of harm, I may need to share this information with someone who can help – but I’ll discuss this with you first.

How will my information be kept safe?
Your data will be securely stored:
· Audio recordings and transcripts will be stored on an NHS-encrypted laptop.
· Consent forms will be kept in a locked cabinet at the University of Hull.
· Audio recordings will be deleted once transcribed.
· Paper copies will be shredded after the study is complete.
· All data will be anonymised – your name will not appear in any reports.

Data Protection Statement
The data controller for this project is the University of Hull. The University will process your personal data for the purposes of this research. The legal basis for processing under GDPR is that it is a “task in the public interest.”
If you are unhappy with how your data is handled, you can contact the Information Commissioner’s Office (ICO) at www.ico.org.uk or by calling 0303 123 1113.

What if I want to know more about how my data is used?
You can:
· Ask me or the research team
· Contact the University of Hull Data Protection Officer:
Email: dataprotection@hull.ac.uk
Phone: 01482 466594
· Or read the University of Hull’s Privacy Notice online.

What will happen to the results?
The results will be included in my final project (doctoral thesis) for my Clinical Psychology training.
They may also be shared in academic articles or at conferences to help others understand and support caregivers of people with Young-Onset Dementia.
Anything shared will be completely anonymous – your name or identifying details will not appear. You can also ask to receive a summary of the findings when the study is finished.

Who checked this study is safe and fair?
A Research Ethics Committee at the University of Hull has reviewed and approved this study to make sure it is fair, ethical, and protects participants.

Who can I talk to if I have questions or something goes wrong?
If you have any questions or would like more information, please contact:
Researcher:
Billy Cobby-Mays
Email: B.Cobby-Mays-2020@hull.ac.uk
Research Supervisor:
Dr Katie Cunnah
School of Health and Social Care
Email: k.cunnah@hull.ac.uk
Or contact: fhs-ethicssubmissions@hull.ac.uk
If you have a complaint, you can write to:
University of Hull
Cottingham Road
Hull
HU6 7RX

Thank you for reading this and considering taking part.


