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Building better support: Co-designed insights into the wellbeing of young people affected by paediatric brain tumours

Information for young people aged 16-29 years 
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Description automatically generated]· We want to talk to you about your experiences as someone who currently has a brain tumour, or who has had one in the past
· This leaflet tells you about our study and what happens if you join
· You can talk to others about this, like your family or friends
· Remember, joining is totally up to you - you don’t have to if you don’t want


Before You Decide

It’s important that you understand why we’re doing this study and what you would do if you join. Here’s what you’ll find in this leaflet:

· Part one: Explains why we’re doing the study and what would happen if you join

· Part two: Gives more details about how we’ll do the study 

If you have any questions or don’t understand something, please ask us. Thanks for reading!















Part One

Why Are We Doing This Study?

We want to understand what life is like for young people who have had a brain tumour. We know that things can change after a diagnosis, and we want to hear from you about your experiences. Your insights will help us create better support for others in the future.

By talking to people who know how it feels to be living with/a survivor of a brain tumour, you can help us to try and give young people better support.

Why Am I Being Asked to Join?

You are being invited to take part because you are aged 16-29 years old and currently have or have previously had a brain tumour. We want to hear from young people like you so we can understand what support would be most useful.

You are being invited because you may be able to share useful information about your experiences.

What Will Happen If I Join?

If you decide to take part, you will join a small group discussion (a workshop) with other young people who have had similar experiences. You will be in a group with people who are a similar age to you to help you feel comfortable. You can talk about your thoughts, feelings, and ideas in a safe space. These discussions may be online or in person. We will also create an animated video based on what we learn.

We’ll also ask you to fill out a short form about yourself. We can help if you need it!

The talk will last about half a day. We will have breaks. We will also offer you the option to speak to us on the phone a few days afterwards, to check you are ok and to give you the opportunity to ask questions.

We will record the conversation so we don’t miss anything, but this will be deleted later and we’ll keep your answers private. Your interview will be given a special number, so we don’t use your name anywhere. 

Do I Have to Take Part?

No, taking part is entirely up to you. If you decide not to join, that’s completely fine. If you do join but later change your mind, you can stop at any time without giving a reason. This will not affect any support or services you receive.









What topics might we talk about?

It is your decision to share whatever you feel comfortable talking about. You will never be asked to take part in a conversation that you do not want to be involved in. 

Some topics that young people who have/have had cancer have told us that they worry about:
· Talking to friends about their cancer experience
· Changes to their appearance 
· Late effects caused by cancer treatment
· Cancer coming back
· Having relationships
· Having children in the future
· Lacking confidence 
· Feeling different























Will It Help me to Take Part?

Taking part may help you feel heard and allow you to connect with others who have had similar experiences. Your input will also help shape better support for young 
people in the future. However, this study is not designed to provide direct personal support or medical advice.

Will it cost me or my family anything to take part?

No, there is no cost to you. If you need to travel to attend a workshop in Leeds, we will cover your travel costs so that you don’t have to pay.

Will I get anything for taking part?

Yes! We will give you a £40 retail voucher as a thank you for your time and for sharing your thoughts with us.







Who’s Funding This Study?

This project is funded by Oscar’s Paediatric Brain Tumour Charity and is being carried out by the University of York.

Is This Study Private?

Yes, everything you share will be kept private. Your name will not be used in any reports or videos. However, if we are worried about your safety or someone else’s, we may need to inform someone who can help—but we would discuss this with you first. For more details, see Part 2.


What Should I Do if I Want to Join?

If you’d like to take part, you can contact us directly. Before you join, we will ask for your consent to take part.


Part Two

How Will You Use My Information?

To do this study, we’ll need to collect some information about you. We will use only the information we need to keep you safe. We will not share this outside of the study. Here’s what we’ll collect:

· Your workshop: We’ll record and write down what you say in the group discussion
· Your questionnaire: We’ll keep the answers from your questionnaire
· Your name and contact details: These help us get in touch with you


We’ll only use this information for this study. Your name and contact details will be kept separate from your answers. Instead of using your name, we’ll give you a special code to keep your information private. All information will be stored on a secure computer at the University of York, and only certain people will be able to see it.

After the study is finished, we’ll keep some data for at least 10 years so we can write reports. If we share the study information with other researchers, it won’t include your name, so no one will know you took part. 







Can I Decide How My Information Is Used?

The University of York is using your information for this study to help improve support for children who have or have had brain tumours.

You can choose to leave the study at any time. If the workshop has already taken place and we’ve already recorded a discussion you were a part of, we won’t be able to change it and this data will be included up to the point you chose to leave.


Where Can I Learn More About How You Use My Information?

If you have questions about how we use your data, you can find out more by:

· Visiting the University of York’s website
· Emailing Nicola O’Donnell at Nicola.odonnell@york.ac.uk
· Emailing the University of York’s data protection officer at dataprotection@york.ac.uk 
· https://www.york.ac.uk/records-management/dp/your-info/privacynotice-researchparticipants/

Will My Information Be Kept Private?

Yes. If you take part in the study, everything you tell us will be private. No one outside the research team will know that you’re in the study, and your answers won’t be shared with anyone else.

Only special people from the research team will look at the information to make sure the study is being done correctly. If we ever think you or someone else might be in danger, we may need to tell someone, but we would talk with you and your family first.

What Will Happen with the Study Results?

Researchers from the University of York will study the information collected. They’ll share the results by writing about them in reports and journals, but no one will be able to tell it’s you.

After the study, the information may also be shared with other researchers so they can learn from it, but no one will know it’s yours.

What if There’s a Problem?

If you feel worried about something to do with this study, please talk to someone you trust. You can also talk to the research team or contact Nicola O’Donnell. 





For questions about data protection, you can contact the University’s Data Protection Officer at dataprotection@york.ac.uk. If you’re still not happy, you can make a complaint to the Information Commissioner’s Office.



Thank You for Reading!

If you have more questions about the study, please get in touch.

Dr Nicola O’Donnell (Study Lead), University of York

Nicola.odonnell@york.ac.uk 
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