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Can you help us?

We would like to invite you to take part in a research project.
What is it all about?

Our names are Wendy, Janet and Tricia. We work at York University. We work with disabled children and young people and their families to find out more about the things that matter to them. We want to write a report, which will help people in services that are there to help and support you. We want to find out what decisions you have made about your care and support needs, and what choices you and your family have had or would like to have had. We want to improve services for young people and parents but we need you to help us if you can.

The only way we can find out is by asking you. We want to know what is important to young people in similar situations to you. You may use different services, for example, respite care. You may use some communication aids. You may have some health treatments. How do you feel about the care and support you have had? What choices would you like to have? Would you like the services do anything differently? 

Now this is a chance for you to tell us what matters to you and what you really want from the services. You can tell us about the things you have liked and those you have not liked. What you tell us is important. 
What would you have to do if you take part?

We would like to visit and talk with you between three and five times over the next three years. We can visit you at home, or you may prefer us to meet in a place where there are other people you know and you can talk in private.

If you are interested in taking part in the project, we will contact you again and, if you agree, one of us will arrange to come and see you to talk with you. We will ask you what support you need to take part and we will try to provide it for you. If you would like to see us, you can choose to talk to us on your own, or with someone else present. This could be your mum, dad or guardian, your brother or sister, or a teacher, carer or a friend – you can choose. If you agree, we will tape-record the interview. However, if you don’t want to be taped, we will take notes.
Sometimes, other people – like nurses or social workers – are very involved in helping people to make choices. We may ask you if we can contact someone who has helped you in making a choice.
It’s private and confidential

You can choose what you want to tell us and we will not tell anyone what you have said to us. We will not mention your name in our report. 
Do you want to take part?
We hope you will want to talk to us, but this is your choice. We will only come and see you if you want us to. If you do not want to see us just say no and no one will come and talk to you. It is OK to say no if this is what you want. If you do decide to take part and later change your mind for any reason, you can withdraw at any time without having to give a reason. 
What to do now?

If you think you would like to be involved in this project, please can you and your parent or guardian fill in the form attached to this letter, and send it back to us. When we have heard from you, we will get in touch to answer any questions you want to ask us and, if you agree, to arrange a visit. If you are aged 18 or older, you do not need to ask your parent or guardian to fill in the form as well. 
Any questions?
If you would like to talk to us more about the project, or if you have any questions about it, please do telephone or write to us. 

Wendy Mitchell/Janet Heaton, Social Policy Research Unit, University of York, York. North Yorkshire. YO10 5DD

Telephone: 01904 321950                                                                

Alternatively you can contact the Chair of the Humanities & Social Sciences Ethics Committee (HSSEC): Dr Robert McMurray, The York Management School, University of York, Heslington, York, YO10 5DD.  Email. Rm517@york.ac.uk
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