Additional file 1. Additional methodology information

Additional Table S1.1. Focus groups’ composition
	Focus Group
	Education*
	Language
	Location
	Participants
	Age range
	Gender

	1
	No HSD
	French
	Sherbrooke
	7
	30 – 67
	M: 6
F: 1

	2
	≥ HSD
	French
	Sherbrooke
	11
	20 – 70
	M: 4
F: 7

	3
	No HSD
	English
	Montreal
	6
	30 – 58
	M: 4
F: 2

	4
	≥ HSD
	English
	Montreal
	8
	34 – 60
	M: 3
F: 5

	5
	No HSD
	French
	Rimouski
	8
	27 – 66
	M: 4
F: 4

	6
	≥ HSD
	French
	Rimouski
	8
	27 – 66
	M: 3
F: 5

	7
	No HSD
	French
	Quebec City
	8
	31 – 70
	M: 3
F: 5

	8
	≥ HSD
	French
	Quebec City
	7
	24 – 66
	M: 5
F: 3

	HSD: High School Diploma.
*No HSD: participants who have no high school diploma nor equivalent; ≥ HSD: participants who have at least a high school diploma or equivalent (including a diploma of collegial studies, a university diploma or equivalent).
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Additional Table S1.2. Meta-consent model: Set of data content characteristics {X}
	Data identification character
	Genetic data usage

	With direct identifiers
	Without direct identifiers
	With genetic information
	Without genetic information

	The data include at least one direct identifier.
	The data exclude any direct identifier.
	The data include at least one genetic information.
	The data exclude any type of genetic information.

	Examples of direct identifier: the name, the personal health plan number, the social insurance number (1).


	Examples of non-direct identifier: the first three digits of the postal code, year of birth.
	Genetic data results from the analysis of specific genes obtained from a biological sample (blood, hair, skin, etc.) (2). 

Genetic data can reveal information about susceptibility to diseases and physical conditions (3) and can help to understand hereditary diseases as well as the response of an individual to drugs and treatments (2).
	Example of non-genetic data: weight, blood pressure measurement, lung X-ray.



Additional Table S1.3. Meta-consent model: Set of contextual characteristics {Y}
	Type of organisation who has access to the data
	Where could the data be used

	Academic or public organisation
	Private organisation with commercial goals
	Only within Canadian borders
	International

	A public or academic organisation has access to the data.
	A private organisation with commercial goals has access to the data. 
	Data are being used at a national scale only (within Canadian jurisdiction).
	Data are being used at an international scale (within Canadian jurisdiction and those of at least another country). 

	A public organisation refers to an organisation or a company that is under the jurisdiction of the state or public authorities (4). 

An academic organisation refers to an educational institution dedicated to higher education and research, which grants academic degrees (4). 

For example, data are accessed by governments, hospitals, universities, research institutes, research centers, or non-profit organisations like foundations.
	A private organisation with commercial goals refers to an organisation or a company that belong to private individuals or legal entities rather than the state or public authorities, and for which there are commercial goals.

For example, data are accessed by a pharmaceutical company who specializes in the development of new drugs or by a company who develops medical devices.
	For example, data are being used by researchers from two Canadiens universities (e.g. McGill University and The University of British Columbia).
	For example, data are being used in collaboration by researchers from a university in Canada and by researchers from a university in Japan.







Additional Table S1.4. Meta-consent model: Set of consent choices {Z}
	Broad approval
	Specific opt-out 
	Specific opt-in 
	Broad refusal

	For a given category of research projects, I authorize the use of my health data for all research projects from this category.
	For a given category of research projects, I want to be asked for my consent for each new research project from this category that would like to use my data. 

From the moment I am informed of the new research project, I have a given period of time (e.g. 3 months) to refuse access to my data for this project. If I have not taken action by the end of this period, my data will be used for the said project.
	For a given category of research projects, I want to be asked for my consent for each new research project from this category that would like to use my data.

From the moment I am informed of the new research project, I have a given period of time (e.g. 3 months) to authorize access to my data for this project. If I have not taken action by the end of this period, my data will not be used for the said project.
	For a given category of research projects, I refuse the use of my health data for all research projects from this category.





Additional Table S1.5. Characteristics defining categories of research projects in our meta-consent model as presented to the focus group participants 
	Data identification character

	With direct identifiers 

e.g., first and last name, personal 
health plan number, 
cell phone number.

	[image: C:\Users\daur2403\AppData\Local\Microsoft\Windows\INetCache\Content.MSO\3E702907.tmp]Without direct identifiers

e.g., year of birth, postal code.

	Genetic data usage

	With genetic information

e.g., analysis of genes responsible 
for ​hereditary diseases from a 
blood sample.
	[image: ]Without genetic information 

e.g., ​ weight, blood pressure 
measure, lung X-ray.


	Type of organisation who has access to the data

	Academic or public organisation​
[image: ]
e.g., universities, hospitals.


	[image: Une image contenant meubles

Description générée avec un niveau de confiance élevé]Private organisation with commercial goals

e.g., a pharmaceutical company 
developing a new medication or 
medical device.


	Where could the data be used

	Only within Canadian borders

[image: ]e.g., researchers from two Canadian 
universities (McGill University and 
The University of British Colombia). 

	International
[image: ]
e.g., researchers from a university 
in Canada and from a university 
in Japan. 




Additional Table S1.6. Example of predefining categories of research projects for which focus group participants had to express their meta-consent preferences
	Category A
	Category B
	Category C
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Consent choice?

	
Consent choice?
	
Consent choice?



Consent choices (using stickers):
	
Broad approval

	
Specific opt-out

	
Specific opt-in

	
Broad refusal
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