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Why is Data Sharing Important?

https://plos.org/open-science/open-data/

Funders:

- Maximize Impact
- Improve equity



Also, increasing pressure from policy

NIH – effective Jan 25, 2023

OSTP all Fed agencies – effective Dec 31, 2025



Final NIH Policy for Data 
Management and Sharing - guidance
• Address data management and sharing in the informed consent 

process, such that prospective participants will understand what is 
expected to happen with their data

• Communicate any limitations on subsequent use of data to those 
individuals or entities preserving and sharing the scientific data

• Considering controlling access to scientific data derived from 
humans, even if de-identified and lacking explicit limitations on 
subsequent use

https://grants.nih.gov/grants/guide/notice-files/NOT-OD-21-013.html



Member Topics of Interest
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Three Broad Categories

1. Policy-making
• What to prioritize, consequences of policy choices

• How to create and communicate policies

2. Best Practices and Implementation
• Grantee guidance and support

• Infrastructures, tools, and partners

• Overcoming major challenges

• Special cases like cohort sharing, post-grant sharing 

3. Compliance and Impact Tracking



From Policy to Practice

Policy Guidelines Support Compliance



Policy Worksheet



Mechanics of Data Sharing

Per NIH Policy:
Scientific data includes any 
data needed to validate 
and replicate research 
findings.

How WhereWhat

https://tinyurl.com/562baatj

Data Prep and Curation:
• Clean
• Annotate
• Describe
• Complete metadata
• DOI
• License

https://www.go-fair.org/fair-principles/



Preferred Tools Network

Specialized data
(subject-specific 

FAIR repositories)

General Data
(FAIR repositories: 

Zenodo, Dryad, 
OSF)

Code 
(GitHub )

Protocols
(Protocols.io)

Preprints
(Vetted servers)

Other
(FAIR repositories: 

Zenodo, Dryad, 
OSF)

Articles, books
(OA publishers, 

platforms)

Funder
Policy

Guidelines
Help

Data Curation
Metrics and IncentivesSensitive data

(Request-only 
repositories)



Compliance

• Emerging tool chain

• Look for the more transparent or open source partners

• Support efforts to establish standards

• Leading Services:
• OA.Works – open access and preprint monitoring and reporting

• OpenAlex – open access, preprint, and person-data reporting

• DataSeer – data sharing monitoring and reporting

• DataCite – persistent identifier organization for datasets and other non-article 
outputs



Open Mic

Please share a sentence or two about a 
data sharing policy, question, experiment 

or other activity that you think might 
interest the group or that you want to see 

covered



Coming Next: Consultative Sessions

• Sign up for one or more deeper dive small group 
sessions that will cover:
• Policy-making
• Best Practices and Implementation
• Compliance and Impact Tracking



What’s coming next at HRA

Future topics:

• Policy working group
• Compliance and reporting
• Guidelines, help, and support for grantees
• Preprints
• Software and Code sharing
• Protocols and tangible resources
• Data Management Plans and GMSs
• Career progression (see Value of ORCID)
• Evidence on the impact of open science
• Research Assessment and how it’s evolving

Suggest a topic!

EVO Program Schedule – Spring 2023

1. April – May: Data Sharing Consultative 
Sessions (sign up)

2. May – Setting up Open Research programs, 
first steps and best practices

3. June- July BOF - Facilitating Open Research 
with grantees

https://www.healthra.org/resources/open-science-resources/


Thank you!
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