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The Importance of Health Data 
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Health Data Cooperatives (HDC)
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Methodology: The Scoping Review 
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Two non-limiting questions will be explored: 

1. What are the aspects of HDCs that 

matter to different stakeholders 

2. What are the benefits and Challenges 

related to the HDC model
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1. Thematic analysis of results  themes were adjusted         

iteratively

• Benefits and challenges related HDC models were then 

stratified by these themes.  

2.  World cloud analysis – visual representation of word          

frequency 
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Results: Included Studies 
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Results: Database and Grey Literature
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Results: Internet Search



14

Results: World Cloud Analysis 
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Results: Thematic Analysis 
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Results: Data Flow and Infrastructure 
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Benefits Challenges

• Data integration: use of 

data from multiple 

modalities

• Data Dissemination: 

investment of data to 

interested stakeholders 

• Sociopolitical system of 

the host context must 

be considered. 

• Homogenous 

cooperative may be 

more successful 

• Too much data may be a 

problem!



Results: Data Ownership 
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Benefits Challenges

• Can operate with 

minimal costs without 

charging participants

• Democratic structure 

allowing for data access, 

data use, and 

governance

• Empowerment and 

control to pitch to invest 

to stakeholders

• Political and 

bureaucratic hurdles 

• Loss of autonomy due 

to connections with 

structural stakeholders 

and government 

• Overrepresentation of 

certain people views can 

lead to distrust



Results: Data Security 
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Benefits Challenges

• Securely store data 

from multiple 

platforms 

• Regulatory bodies and 

governance structures 

that improve data 

security and 

transparency. 

• Large data repositories 

are a threat to cyber 

attacks. 

• Fear of the lack of 

transparency and 

security. 



Applications: Immigrant Health 
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• Canada welcomes 250 000 immigrants each year, contributing to 20% 

of the population 

• In the case of Immigrant Health – data is a limiting factor 

• Comprehensive national knowledge on immigrant health and health 

service utilization is limited – meaningful comparisons cannot be 

made!

• Key knowledge gaps in immigrant health include: long-term health 

outcomes, preventable conditions, and chronic disease outcomes, 

especially amongst subgroups such as refugee and non-European 

immigrants 



Applications: Immigrant Health 
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Immigrant groups can contribute to a HDC model:

- Empower individuals to manage their health and build 

resiliency

- Help contribute to the care of their community 

- Invest is targeted health intervention 



Discussion and Questions 
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