TO BE PRINTED ON LOCAL HEADED PAPER
United Kingdom Childhood ITP Registry

INFORMATION FOR PATIENTS 12-14yrs

(Version 3.0, 10 Sep 2015)

We would like to try and find out more about your condition, Immune Thrombocytopenia. We are asking your parents to consider allowing information about you to be recorded in an information registry.

Before they decide it is important for you to understand why this is being done and what will happen. Please take time to read the following information carefully and discuss it with your parents, friends, relatives, doctors and nurses if you wish. Ask us if there is anything that is worrying you or you do not understand, and think about if you  would like to take part.

1.  What is the purpose of the registry? A: Section 1

Immune thrombocytopenia (ITP) is a blood condition which means you don’t have a lot of platelets. Platelets are in the blood to help us stop bleeding if we cut ourselves or fall. There are many things about ITP that we do not fully understand, for example why do  people with very low platelet counts rarely have big bleeds, why some people get better quickly and others don’t. We would also like to know more about the very best treatment for children/ young people with ITP.

To help us answer these questions we would like to collect information about children and young people with ITP in the UK. 

Mainly we want to try and understand if the low platelet count can show us how often and how badly children bleed, how it should be treated and how all of this affects you and your family.

2.  Why have I been chosen?

All children under the age of 18 years who come to hospital in the UK with ITP will be asked to take part in this project.

3.  Do I have to take part?

No. You can say no and that is fine. No one will be upset or angry if you and your family say no. If you do say yes and then later change your mind, you are can stop at any time without giving a reason. This will not change how you are treated. 

4.  What do I have to do?

We have to ask your parents’ permission for you to take part and will need them to sign a consent form, but it is important that you understand what this project is about and are happy to take part too. You may also sign the consent form if you wish. You will be given a copy of the consent form and this information sheet to keep. 

5.  What will happen if I take part?

If you decide to take part then after your parents have signed a consent form your doctor will fill in a form about your ITP telling how often you have had a bleed, and what treatment you have needed.  Your name will not be on the form so no-one will know it is about you. The information will be safely stored and used in the U.K. and also in Switzerland. Six months after you first developed ITP more information will be collected on a second form filled in by your doctor. However at this time most children/young people will have recovered fully. The registry will only carry on following those who do not get better quickly. Information will then be collected every twelve months until either the ITP gets better or the project stops.

6.  Are there any disadvantages or risks involved in my participation in the project?
No.

7.  What are the possible benefits of taking part?

The information we gather will not help you at the moment but may make things better for the way we treat other children with ITP in the future. However if you have ITP for a long time information gathered from this project may help your future treatment.  

8.  What will happen to the results of the study?
Information gathered will be stored securely. Every six to twelve months we will review all the information we have. The results will be published in medical journals and may be used to change treatment in the future. Your name will not be in any report or publication.                                                     

 9. What if I have any concerns?

If you have any worries or concerns about anything we have talked about in this information sheet the doctors or nurses at your clinic would be happy to talk with you about them.

Thank you for reading this information sheet.
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