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GloBE-Reg Consent Form

      We would like to enter some information about the person named below in the GloBE-Reg Registry Registry 
This information will be shared with users who are approved by the GloBE-Reg Data Access Committee (DAC) to perform research using these data. The researchers and the members of the DAC are listed on the GloBE-Reg website and may include may include doctors and scientists, public health or government organisations, other registries of rare conditions, the pharmaceutical industry as well as patient organisations. None of these people will be able to personally identify you. You can ask your hospital doctor to show you the kind of information that is stored in GloBE-Reg and you can also find out more about the research that is being performed at https://globe-reg.net/

For the data to be included in GloBE-Reg, you need to place your initials in the boxes below:

		I have read the information sheet about GloBE-Reg

	I have discussed the information sheet about GloBE-Reg with the hospital doctor who is looking after the care of the person below.

	I approve of the information to be stored in GloBE-Reg and shared with approved researchers 

[bookmark: _Hlk18918318]
The following sections of the consent form are optional. Please indicate your preference by placing your initials in the boxes below: 

YES   	    NO
			I require on-line access to GloBE-Reg and have provided my email address below so that I   can gain access

		I can be contacted by email to report at regular intervals on the health of the person registered below

I would like to remain informed of the project and receive GloBE-Reg newsletters on the email address below

E-mail address:


Name of the person to be registered:		__________________________________________ 

Name of parent if person to be registered):	__________________________________________
(if less than locally approved age of consent):

Address of person to be registered:		__________________________________________

Signature of person to be registered:		__________________________________________

Signature of parent of person to be registered:	___________________________________________
(if less than locally approved age of consent):

Date:						__________________________________________

The person’s information shall be provided to GloBE-Reg by the following Hospital Doctor:-

{Local hospital doctor}

{Local Hospital Address}


Please keep one copy of this sheet in case records and hand one copy to the person who has signed this form
GloBE-Reg is maintained by:-
The GloBE-Reg Team
Office for Rare Conditions, Glasgow, UK
https://globe-reg.net/
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