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Data Sharing Mandate (2017 RFA)
“The HCS Research Collaboratory program encourages 
sharing of resources with broad availability of policies, 
practices, materials, and tools to facilitate collaboration, 
reuse, and replication. In addition, the HCS Research 
Collaboratory program requires sharing of study data from 
Demonstration Projects in a timely manner with 
appropriate privacy and confidentiality protections, in 
accordance with the Data Sharing Policy developed by the 
HCS Research Collaboratory.”



Why?
 Advancing public health
 Maximizing investment
 Accelerating learning
 Fostering collaboration (pay it forward)

Ultimately…transparency, reproducibility, and secondary use of 
medical research are good for society.



Recently…



And more recently…
The case of COVID and ton of small trials



Are you doing 
trials for 

public health?

Should we be 
better than 
the norm? 



 The ethical responsibility to share data generated by 
publicly funded research must be balanced against the 
need to protect patient privacy and scientific integrity.

 Data sharing policies must not dissuade healthcare system 
participation.



NIH Data Sharing Policy and Implementation
 The privacy of participants should be safeguarded.
 Data should be made as widely and freely available as 

possible.
 Data should be shared no later than the acceptance for 

publication of the main study findings.
 Initial investigators may benefit from first and continuing 

use of data but not from prolonged exclusive use.



Expectations for Collaboratory Trials
 Datasets will be structured to maximize future 

scientific value while protecting patient and 
healthcare system privacy.

 Data should not include any of the 18 HIPAA-
specified direct identifiers.

 Investigators may make more detailed data 
available through more “restrictive” data sharing.



For HEAL & PRISM…
Can we take advantage of a common data 

repository?

What will we learn across HEAL projects?  



Summary
 Data sharing is a societal good
 Expectations are changing to increase data sharing 
 Technologies are making data more available and useful
 Learning from data sharing remains a large opportunity
 Can the Collaboratory lead the way?



Thank You


	HCS Research Collaboratory Data Sharing Requirements
	Data Sharing Mandate (2017 RFA)
	Why?
	Recently…
	And more recently…The case of COVID and ton of small trials
	NIH Data Sharing Policy and Implementation
	Expectations for Collaboratory Trials
	For HEAL & PRISM…
	Summary


