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PARTICIPANT’S INFORMATION SHEET (TISSUE) -

for adults who are unable to consent themselves
Why do some PEOPLE have health problems?
“Investigating the molecular mechanisms of rare genetic disorders”
For parent/guardian or the researcher: this information sheet is intended for adults, aged 16 and over, who are not able to consent for research themselves. For those adults who are unable to read, we would like you to either show or read this information to them.

We would like to ask you to help us with some research in to the health problems that you or someone in your family has. Before you decide it is important for you to understand why the research is being done and what it will involve. Please take time to read this leaflet carefully. Talk to your parent/guardian and the doctors and nurses about the study if you want to.
Ask us if there is anything that is not clear or if you would like more information. Take time to decide whether or not you wish to take part in the study.
What is research?
Research is a careful experiment to find the answer to an important question. It is not like a test you have at the doctors so it is unlikely that anything we do will change how you are cared for. However, sometimes we may use samples that have been taken by your doctor already instead of taking new ones.
Why are we doing this research?
Some people have problems that other people do not have. Some people have difficulty learning to speak and learning to walk, and may have had difficulties at school. The question we’re asking is why do these things happen?
What problems are we looking into?
We are looking into problems that seem to be there from the time children are born and that run in families.
Why have I been chosen?
You have been chosen because you or someone in your family has had the type problem we are interested in.
Do I have to take part?
No. It is up to you to decide whether or not to take part. If you later decide you do not want to take part in the study you can change your mind. If you do not wish to take part in the study, the doctors and nurses will continue looking after you just like they always did.
What will happen to me if I take part in the research?
We will ask you to give us a sample of cells. This may be from your arm, which may pinch a bit, from your wee, or some left over cells from a procedure you may be having. If we already have some cells we can use, we will not take another more. We use the sample to find out more about the problems in your family. You won’t have to miss anything you normally do to take part.
Might anything else about the research upset me?
We don’t think the research should upset you. If you have ever been to a hospital before then you will know all about the kinds of things that happen. The research project does not involve anything very different to a normal hospital visit.
Will joining in help me?
We can’t promise the study will help you, but the information we get might help treat people better in the future.
What if something goes wrong during the project?
If something goes wrong then the research on you will stop and we will find out what happened. We will keep you and anyone else who may look after you informed.
Will my details be kept private if I take part? 
All your details, including what we find, will be kept private. Nobody other than your doctors will be able to link the details back to you. The only other person who will know you are doing this will be your family doctor.
What if I don’t want to do the research anymore?
If at any time you don’t want to do the research anymore, just tell your carer, doctor or nurse. They will not be cross with you.
Thank you for reading this – please ask any questions if you want to
CONTACT DETAILS
If you want to ask any more questions about this study then you should contact the person in charge:
	Prof. Eamonn Sheridan:

Professor of Clinical Genetics
Section of Genetics

Wellcome Trust Brenner Building

Leeds Institute of Molecular Medicine

St James's University Hospital

Beckett Street

Leeds, LS9 7TF, U.K.

tel: (+44) 0113 206 5927

e-mail: E.Sheridan@leeds.ac.uk


	Prof. Colin A. Johnson:

Professor of Medical and Molecular Genetics

Section of Ophthalmology & Neuroscience

Wellcome Trust Brenner Building

Leeds Institute of Molecular Medicine

St James's University Hospital

Beckett Street

Leeds, LS9 7TF, U.K.

tel: (+44) 0113 343 8443

e-mail: C.Johnson@leeds.ac.uk
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