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Data Sharing: Mandating for change
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WHAT IT IS:
• Global Research Collaboration for Infectious Disease Preparedness
• Network of research funders with WHO as an observer
• Established working groups, including one on data sharing
AIM:
• to facilitate an effective research response within 48 hours of a significant 

outbreak of a new or re-emerging infectious disease with pandemic 
potential

Funders working together: GloPID-R

3



Aim: Design a system for data sharing in public health emergencies (PHE) 
to support the research response 
Key Areas:
• Define the data we are talking about & ‘public health emergency’
• Map the environment
• Develop policy and a framework for data sharing for PHE
• Focus on implementation of data sharing policy and practice
• Roadmap for collaboration – wider than the community we fund

The GLoPID-R Action Plan
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1. Decision Tree - ascertaining the data you will need 
to share, when & with whom

– Creating an interactive tool to manage real time sharing
– What key questions need to be addressed at what stage 

2. Case Studies
– Retrospective – learn from past PHEs
– Current – learn in real time
– Prospective – test on potential future PHEs

3. Developing Principles for Data Sharing

Examples of projects
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Key Principles for Data Sharing in a Public Health Emergency

Developing a framework for responsible data 
sharing
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1. Incentives & Recognition
– Develop mechanisms to promote data sharing
– Censure those who misuse data

2. Infrastructure & Tools Development
– Develop norms for repositories & promoting best practice
– Develop tools to enable pre-publication data sharing

3. Ethical, legal & Governance Issues
– Addressing issues of benefit sharing & reciprocity
– Safeguarding participants, communities
– Building trustworthiness, building confidence

Implementation: Challenges to 
overcome
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Preparedness is key – systems, standards, principles need to be in place in 
advance of a PHE
Speed is critical but not at the expense of justice? 
Acceptable risk may be different in a PHE – are individuals/communities 
willing to take on greater risk given what is at stake?
Relationships of trust often key to research, public health response and data 
sharing, given the nature of a PHE, these might not always be possible to 
build – as a minimum, we need to aim for ‘confidence’ in our data sharing 
system
Our focus should not be on ‘ownership’ but on an underpinning system that 
creates a fair or just system for data sharing

Further issues to consider
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