MREC 03/6/75

Register Identification Number:


(To be added by BSPED CTAG on receipt of this form)
CONSENT FORM for Self Registration
National register of young women with Turner syndrome
Initial all of the boxes and sign and date the form to participate in the Turner Register.

1. I confirm that I have read and understand the Information Leaflet for Self-Registration (Version 4, 2.11.2011) for the above study and have had the opportunity to contact the BSPED Clinical Trials Audit Group at the address given above to ask questions.

2. I understand that my participation is voluntary and that I am free to withdraw at any time, without giving any reason, without my medical care or legal rights being affected in any way. If I withdraw at a later stage, I can ask for any information that I have provided to be destroyed.

3. I agree that clinical information can be retained by the British Society for Paediatric Endocrinology and Diabetes (BSPED) Clinical Trials Audit Group at the Department of Paediatrics, Addenbrooke’s Hospital, Cambridge. 
4. I agree to my contact details being retained by the BSPED Clinical Trials Audit Group in Cambridge as part of a national register of young women with Turner Syndrome. I understand that I will be contacted each year so that the contact details can be updated and I can confirm my continuing consent.

5. I understand that the BSPED may get in touch with me from time to time regarding research projects which have been approved by the BSPED and may involve collaboration with other interested societies and Turner support groups. I understand that my contact details will not be released unless I provide further consent.


6. I understand that information will be held confidentially and will be handled in accordance with the Data Protection Act 1998. 
7. I agree that my GP and my current hospital consultant can be informed about my involvement in the study.
8. I agree that the doctor who I name as the main person who I saw for my Turner syndrome when I was a child (usually my Paediatric Consultant) can be contacted to provide additional information about my Turner syndrome and my medical care.
____________________      _____________________________         ________________ 

           Signature
         Print Name

Date
National Turner Register, University of Cambridge Department of Paediatrics�Box 116, Level 8, Addenbrooke's Hospital,


Hills Road, Cambridge CB2 0QQ�Tel: 01223 769 386	Email: turners@paed.cam.ac.uk
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1 copy returned to volunteer; 1 retained by BSPED Clinical Trials Audit Group; 
1 sent to paediatric hospital Consultant
                  National Turner Register: Consent form for Self Registration, Version 4 (2.11.2011)

