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Title of Project: INVESTIGATING THE MOLECULAR MECHANISMS OF RARE GENETIC DISORDERS
Names of Researchers: Dr. James Poulter, Dr. Mark Handley, Miss Marilena Elpidorou, Dr. Verity Hartill, Dr. Christopher Watson, Dr. Ruth Charlton, Mr. Ian Berry, Prof. John Livingston, Prof. Chris Inglehearn, Dr. Alan Mighell, Dr. Carmel Toomes, Dr. Manir Ali, Prof. David Bonthron, Prof. Colin Johnson, Prof. Eamonn Sheridan.
CONSULTEE DECLARATION FORM (Genetic Analysis): for consenting adults lacking capacity to consent







Consultee to circle responses to all parts:
1.
I confirm that I have read and understand the information sheet(s) for the study. I have had the opportunity to consider the information, ask questions, and have had these answered satisfactorily
2.
I understand that my friend/relative’s participation is voluntary and that they are free to withdraw at any time, without giving any reason, and without their medical care or legal rights being affected

3.
I understand that sections of my friend/relative’s medical notes may be reviewed by the
 researchers and other responsible individuals from regulatory authorities or from the NHS Trust, where it is relevant to them taking part in research. I give permission for these individuals to have access to their records
4.
i)
I agree to allow medical information about my friend/relative to be entered on a confidential computer database. I understand that personal details (including names and addresses) about them and their family will be accessed only by research team leaders. Information accessed by other researchers will have personal details removed, thereby maintaining their privacy
ii)
I understand that anonymised information about my friend/relative may be added to a registered access database in order to identify other people with a similar genetic disorder as them.

iii)
If further medical information is requested by researchers, I agree to be contacted again for this purpose on their behalf.
5.
I agree that DNA from the following individual, who cannot consent themselves, can be used for the project. I understand that any results arising from this research work will be kept strictly confidential:
	Name of Participant
	


6.
I agree to allow their sample(s) and data to be retained for use in future ethically-approved research. I will not necessarily be contacted should their samples(s) and data be used in future research.
7.
i)
If a genetic test, or other genetic finding that might have health implications, becomes available as a result of medical research my friend/relative’s sample(s) I would like to have the opportunity to discuss the implications of these findings with appropriate medical experts, including their local clinical genetics department

ii)
I understand that genetic testing may sometimes reveal information that might have health implications unconnected to your friend/relative’s condition. I would like to have the opportunity to discuss the implications of any such findings with appropriate medical experts, including their local clinical genetics department
iii)
I agree that my friend/relative’s G.P, or other healthcare professional in charge of their care, is informed that they are taking part in this study and of the result of any genetic test

________________________
________________
____________________

Consultee 

 
Date
Signature

on behalf of participant
_________________________
________________
____________________

Name of person undertaking consultation
Date

Signature

_________________________
________________
____________________

Researcher


Date

Signature
for researcher use only:


Patient Identification Number:


Study Number:


Centre Number:


Once complete: one copy for participant; one copy for researcher; signed original to be kept with hospital notes
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