ICODA: Harnessing the power of
health data
Lessons and Recommendations
Névine Zariffa, Principal and Founder, NMD Group
Scientific Project Lead, International COVID-19 Data Alliance
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Access to Data is a key component of Open Science
Open Source

Access to Data

Open protocols

OPEN
SCIENCE
Open educational
resources

Open peer
review

Open access to
publications
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Access to Data benefits all stakeholders…

Researchers
•
•
•
•

Visibility
Insights
Funding
Networking

Research
Teams
• Access to full
information
sources
• Speed
• Funding
• Costeffectiveness
• Networking

Funders
• Decisions to
fund based on
complete data
• Increased
impact of
funding
• Accountability

The General
Public
• Transparency
to generate
trust
• Answers to
their questions

Policy Makers
• Decisions
based on
complete data
• Enhanced
accountability

but even a pandemic hasn’t been enough incentive to achieve timely data sharing
We need to reflect and ACT differently
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Case Study: International COVID-19 Data Alliance (ICODA)
ICODA is an open and inclusive global collaboration of leading life science, philanthropic and research organisations that
have come together to harness the power of health data to respond to the COVID-19 pandemic. ICODA is convened by
Health Data Research UK, the national institute for health data in the UK.

VISION
To unite international health
research data to enable discoveries
that benefit everyone, everywhere,
by reducing the harm of COVID-19;
and enable an efficient data
response to future pandemics and
other health challenges.

Convened by

MISSION
To build an open international
partnership that demonstrates
trustworthiness to support a rapid
response to COVID-19 and a longterm alliance for making data
accessible to researchers and
scientists around the world.

Therapeutics Accelerator Funders
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Our aim is to accelerate discovery by improving access to data

Collaborative
Alliance

Trustworthy
Ecosystem

• Inclusivity: working in partnership with academia, industry, health systems
• Learning: bring together existing initiatives to ensure a coordinated response
• Public involvement: community engagement to build confidence
• Information Governance: based on the ‘5 safes’ framework (safe data, safe projects, safe
people, safe settings, safe outputs)

Global
Representation

• International: reciprocity between data contributors and data analysts
• LMIC focus: researchers and stakeholders from low and middle-income countries

Enable Scale
and Longevity

• Infrastructure: sustainability, inter-operability, security, scalability, reliability
• Harmonisation: reduce complexity of data sharing to accelerate high-quality research

Driver Project
Delivery Model

• Research question led: delivering health impact through tangible examples
• Iterative Build: test platform, processes and tools to ensure smooth scale-out
5

Thousands of COVID-19 trials are now underway…

… but researchers are often unable to explore the data.
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Our Driver Project is focused on efficient and meaningful insight
generation from randomised clinical trial data

We are bringing together summary-level data from multiple trials from our Data Partners to enable
researchers to generate new insights into COVID-19 treatments

By ensuring a standardised format for efficacy and safety endpoints, we make it possible to compare
trials side-by-side to assess various aspects of benefit-risk
By bringing together different trials, we provide a way to investigate sub-populations and secondary
endpoints which are usually under-represented or under-powered in individual trials

We provide visual analytics and meta-analyses tools to facilitate in-depth evaluation
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We have made significant progress

July-Aug

Sept-Dec

• Launch

• 5 more contracts

• Logistics

• 3 data sets

• Data Dictionary
developed

• 2 contracts

Jan-Mar

April-June

• REMAP-CAP and 3
more contracts

• Data Service Center
pilot

• Review panel set up

• 1 more data set

• New data partners

• Test with Wave 1
researchers

• 20 academic trials
approached, and 5
other platform trials

• More data sets

• Incorporation of
Certara's machine
readable data sweep
from public sources

• Commentary in TIRS
journal

• Researchers work
with data
• More collaborations
with other data
sharing platforms
and research
initiatives
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Significant Variation in cycle times: Driver Project 1 observations

Delay due to Publication lag
and Regulatory reviews

Legal Considerations

Reliance on individual
relationships

Lack of standards and
resources to enable rapid data
delivery

Recognition for originators of
the data and potential misuse
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Imagine identifying specific treatments for at risk subgroups
as part of a Precision Public Health policy approach
• The specific benefits of a treatment
• The safety profile of a treatment

• Assessment of sources of
heterogeneity in treatment response
• Evaluation of multiple drug classes
• Methods to account for evolving
Standard of care

• We undertake studies only where
we know there remains uncertainty

• We design new trials with the best
available information
• We align our resources where they
have the most impact

• Endpoint definitions informed by
past trials
• Control rates better defined to
improve trial design
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2004

All stakeholders can be active to enact solutions
Investigators enable onward
use of data after the primary
research is complete

•
•
•

Researchers consider secondary uses when designing their studies,
Adoption of standards and common data definitions where these exist
Use “Opt-Out” as default participant permission strategy

Funders and Policy Makers
create new requirements

• Data sharing and specific timing as an explicit condition of funding – and a future
funding contingency
• Data Sets and Software repositories link to ORCID
• Mandates for accountability to the public and patient groups (& engagement)
An open and transparent research information infrastructure which links all
research inputs and outputs to individual contributors.
•

Data Sharing Logistics made
Standard

•
•

•

Incentives Aligned with Desired
Behaviours

•
•

Create 'ISO' like credentialling for data sharing platforms
Invest in data services centre to facilitate standardisation and onboarding
Convene stakeholders to develop streamlined data governance models and analysis
approaches to ensure reliable inference
Showcase results
1-2% of total grant added to resource for data sharing
Metrics of productivity and impact include publications, citations and data research
work based on secondary use of data
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We must honour the context in which the data was originally
generated but also challenge ourselves to do better

“I like friends who have independent minds because
they tend to make you see problems from all angles.”
–Nelson Mandela

Nevine.zariffa@hdruk.ac.uk
www.Icoda-research.org
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