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Data Sharing Mandate (from 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.”

Data Sharing Policy and Considerations are included in the meeting materials.



Why?

• Public health

• Maximizing investment

• Accelerate learning

• Foster collaboration (pay it forward)

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





• 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 
health system participation



NIH Data Sharing Policy and 
Implementation Guidance

• 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.



Principles

• Patient privacy: Essential obligation

• Health system privacy: Sometimes necessary



The Balance of Benefits & Risks



Three Documents Reflect Our Policy

1. Onboarding Data and Resource Sharing 
Questionnaire

2. Closeout Data and Resource Sharing Checklist
3. Informational Document for the Development of 

Data and Resource Sharing Plans

These three documents are in your booklet



1. Onboarding Questionnaire

Purpose: To help new projects think about their data 
sharing plan.

• Data elements and data sharing
• What precautions/risks need to be considered
• How will the data be shared
• Preparing for data sharing
• What resources will be shared



1. Excerpt from Onboarding 
Questionnaire



2. Closeout Data Sharing and 
Resource Checklist

• This what we expect to be shared

• If data or a resource cannot be shared, we 
want to know why not 

• All links and resources will be shared on the 
Living Textbook



Living Textbook Mockup



2. Closeout Data Sharing and 
Resource Checklist (1 of 2)



2. Closeout Data Sharing and 
Resource Checklist (2 of 2)



It’s not all about the data

• Share policies, practices, materials, and tools

• Key study documents

• Publications

• Study tools

• Datasets and documentation

Remember: the checklist is in your binder



3. Informational Document

• Requirements from NIH Collaboratory, NIH, and 
medical journals 

• Examples of how Demonstration Projects have 
shared data

• Data Sharing Mechanisms (public/private; 
archive/enclave)

• Data sharing platforms (Github, HCUP, Dryad, etc)

• Examples of data sharing statements



3. Includes explanation of data 
sharing mechanisms

• Public archive – send data to any user

• Private archive – send data to approved users

• For any purpose

• For approved purposes only (e.g. governed by DUA)

• Public enclave – any user may send questions to data

• Private enclave – some users may send questions to data

• Automatically executed

• Moderated (either queries or results)



3. Includes NIH Data Sharing Policy 
and Implementation Guidance

• 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.



3. Includes Our Policy

• Share the final research data set 

• Protect specific interests of health care systems 
partners

• Choose the least restrictive method for sharing

• Balance protection of participant privacy, health 
system privacy, and scientific integrity.

• Collaborate with NIH to implement this data 
sharing policy



Summary

• Data sharing is a societal good

• Like healthcare, health systems are…. 
complex

• Collaboratory can lead the way…

• What can we do to accelerate data sharing?



Thank You
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