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De-identification of research data is important, since it limits the potential damage resulting from unauthorized access to, or sharing of, the data. In light of this, the SHA Research Ethics Board (REB) requires that research teams de-identify all prospective and retrospective health information collected as part of a research project as soon as possible after collection.

Some research methodologies require that the research team be able to re-identify the data in order make meaning. For these studies, a master-list is the standard tool for linking de-identified data back to the participant’s identity.

In order to best safeguard the confidentiality of the data and the privacy of the participants, the SHA REB requires that researchers store the master-list separately from the de-identified data (ideally with each location having a separate password) and that they keep the master-list for only as long as necessary. Since it is not research data, the minimum retention period does not apply to master-lists and researchers are free to destroy it as soon as their methodology allows.

Master-lists must include the minimum amount of information required to link the data to the identity and should never include the data itself. For retrospective chart reviews, the master-list only needs two columns, one for the identifier (e.g., HSN) and one for the code that links to the data (e.g., Participant ID number).

However, prospective and interventional studies that include the provision of healthcare to the participants, such as clinical trials, fall under the SHA’s Patient Verification Policy, which requires “SHA team members to accurately verify a patient’s identity prior to delivering health services. Positive patient identification of patients with two (2) patient identifiers prior to any procedure, test, or treatment”. In light of this requirement, the master-list for such studies should include two identifies (e.g., HSN and date of birth) and the code that links to the data (e.g., Participant ID number). 
Please see examples of the two types of master-lists below.
Example Master-List for Secondary Use of Health Information Studies

[Project Title]
Principal Investigator:
[name]
Co-Investigators:
[names]
MASTER LIST

	Study ID
	HSN

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	


Example Master-List for Biomedical Studies

[Project Title]
Principal Investigator:
[name]
Co-Investigators:
[names]
MASTER LIST

	Study ID
	HSN
	DoB
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