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[bookmark: _GoBack]UK CF Registry 
Data Request Amendment Form 
	UK CF Registry data request amendment form

	All amendments to original requests for data or information from the UK CF Registry must be submitted on this form to registry@cysticfibrosis.org.uk . 

Data Sharing Policy:  https://www.cysticfibrosis.org.uk/the-work-we-do/uk-cf-registry/apply-for-data-from-the-uk-cf-registry




Lead Applicant

	[bookmark: _Hlk46344639]Full name
	Job title
	Institution 
	Email address

	
	
	
	

	Original Data Request Reference no:                                
	Date of Amendment Request:

	
	

	Full Description of Amendment / Additional Researcher

	


	Additional Researcher
	Job title
	Institution 
	Email address

	
	
	
	

	
	
	
	



	Any additional variables not included on original request

	







	Exact details of additional data required

	Year(s) required:
	

	Cohort required:
	

	Variables required: 
	

	Project deadline:
	



	[footnoteRef:1]Checklist Pre-Review [1: 1For office use only] 

	Date
	Initials

	Research team includes CF Professional?
	
	

	Is there sufficient methodology?
	
	

	Does request meet all GDPR guidelines for data transfer?
	
	

	Are variables requested available in registry?
	
	


	Your amendment will be submitted to the Registry Research Committee for approval in accordance with the data sharing policy



Data Request Amendment Form Version 1 – 21st January 2021

image1.jpeg




