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The GovlLab, with the support of The Wellcome Trust's
Discovery Research Programme, sought to understand
how social data (or non-traditional data) can advance
health and wellbeing research around the world—with a
particular emphasis on the United Kingdom (UK) and low-
and middle-income countries (LMICs). From November
2024 to June 2025, we reviewed over 290 studies from
across disciplines and conducted a series of engagements
with researchers, data holders, and other experts to
unpack the value of social data for health research,
identify key challenges and opportunities for research
innovation, and develop an action plan to accelerate the
use of social data for health research. In what follows we
summarize the challenges researchers, policymakers,
funders, and other actors face in using social data for
health research as well as levers for change. Learn more
about this work by visiting our project website or reading

the report.

What's Holding Back the Social Data
Ecosystem-and How Researchers Are
Responding

Social data is rapidly gaining traction as a valuable
resource for health and wellbeing research. Across diverse
disciplines and geographies, researchers are piloting
innovative approaches—from privacy-preserving analytics
to participatory design and modular infrastructures. Yet

major obstacles remain. Access to data is limited and
uneven, data linkage remains complex, and trust in social
data as a valid scientific input is still emerging. Many
promising initiatives lack sustained funding or scalable
pathways. Legal and regulatory systems are often
outdated or unclear, and deep structural inequities persist,
especially for researchers in low- and middle-income
countries. Meanwhile, pressing environmental and ethical
concerns are not yet integrated into mainstream research
design.

e Limited and Fragmented Data Access: Many
researchers lack sustained, systematic access to
high-value social data—particularly those working
in LMICs or outside elite institutions—and rely on
short-term, ad hoc agreements that limit reuse and
scalability. Our studio participants, interviewees,
and peer reviewers proposed several data sources
where they would benefit from systematic access.
This includes consumer demographics data, data
generated from Large Language Models (LLMs),
shopping data, and telecommunications data
among other sources. In response, researchers are
piloting new approaches for sustainable data
infrastructure using federated learning, synthetic
data, and shared pipelines, but lack coordination.

e Fragmented Social Data Services: A growing
network of social data services are emerging to
facilitate access. Our review identified 86 such


https://wellcome.org/insights/reports/social-data-for-health
https://cms.wellcome.org/sites/default/files/2025-11/Social%20Data%20for%20Health.pdf
https://cms.wellcome.org/sites/default/files/2025-11/Social%20Data%20for%20Health.pdf

services that are providing data and infrastructure,
technical support, legal guidance, and funding. At
the same time, the ecosystem of social data
services remains nascent and many are
underresourced, narrowly scoped, and developed
in isolation. The majority of efforts identified are
based in the United States, UK, or European Union
and fewer were identified in LMICs. The UK is
operationalizing infrastructure to support a portfolio
of services to help improve coordination.

Complex Data Linkage Pathways: Integrating
social data with clinical, administrative, or
longitudinal cohort datasets is technically and
legally challenging, especially across systems with
incompatible identifiers or privacy rules. In the UK,
sustained investment in longitudinal infrastructure
and governance frameworks has created a strong
foundation, but LMICs face steeper barriers.

Fragmented Skills, Infrastructure, and Standards:
Disciplinary silos and inconsistent protocols limit
the reuse and reproducibility of social data
research. Modular open-source infrastructure and
communities of practice are helping bridge these
gaps, yet more coordination and investment is
needed-in particular for underresourced regions.

Mismatch Between Public Expectations and
Research Practices: Research practices are often
falling short of public expectations. Researchers

are adopting participatory methods to improve
transparency, control and reciprocity. They are also
beginning to explore “social license” frameworks
that treat trust as an ongoing relationship that
needs to be maintained.

Legitimacy of Social Data: Skepticism persists
about the scientific validity and policy relevance of
social data, especially from clinical and public
health institutions. Demonstrating real-world impact
remains a key pathway to broader recognition and
uptake.

Short-Term Funding and Project Fragility: Social
data research is typically funded as short-term
pilots with limited paths to sustainability.
Researchers are advocating for mission-driven
funding models, modular platform development,
and alignment with public sector priorities. There
are also growing calls for coordination among
funders.

Adapting Models to New Contexts: Solutions
developed in well-resourced settings often fail to
translate effectively elsewhere. Researchers are
responding with capability frameworks,
participatory co-design, and intermediary
models-yet fragmented policies limit the ability to
scale.

Structural and Resource Inequities: Access to
tools, data, and funding is disproportionately



concentrated in high-income regions. There is
growing advocacy for inclusive governance
mechanisms, redistributive funding models, and
capacity-building investments in LMICs.

e Ethical, Regulatory, and Environmental Risks:
Many environmental, ethical, and regulatory risks
are not yet reflected in research design.
Researchers are exploring interpretative guidelines,
consent models, and alternative practices-but
many initiatives are in early-stages.

Opportunities for Innovation

Despite persistent barriers, there are concrete, near-term
opportunities to catalyze change in how social data is
accessed, used, and trusted for health and wellbeing
research. These levers reflect promising developments
already underway—across technologies, methods,
institutions, and governance systems—but many remain
under-recognized or under-supported. Each opportunity
offers a practical starting point for coordinated investment,
policy reform, and field-wide collaboration.

Nine emerging developments from across the field can
serve as jumping off points for future social data initiatives
and investments.

e Shaping the Implementation of New Legal
Frameworks: New policy initiatives aim to lower
structural barriers to data access and reform

business models that limit access for research.
These laws are not yet fully implemented, and
researchers and health-focused actors have a
near-term window to shape how these laws are
operationalized. Examples include the Data (Access
and Use) Act in the United Kingdom,' the Digital
Services Act in the European Union,? and the
European Health Data Space.?

¢ Institutionalizing Social Data Access Post-COVID:
COVID-19 was a turning point for access to social
data. At the onset of the pandemic, organizations
around the world provided access to mobility data,
social media data and more for decision makers to
use in their response efforts. These partnerships
were set up in a matter of days and were used to
improve health outcomes. While the majority of
these COVID-19 data for good initiatives have since
ended, they provide a proof of concept that can be

'United Kingdom, Data (Access and Use) Act 2025, c. 18 (2025),
https://www.legislation.gov.uk/ukpga/2025/18/enacted

2 Silvan Wehrli, Christopher Irrgang, Mark Scott, Bert Arnrich, and T.
Sonia Boender, “The Role of the (In)accessibility of Social Media Data
for Infodemic Management: A Public Health Perspective on the
Situation in the European Union in March 2024, Frontiers in Public
Health 12: 1378412, (2024),
https://doi.org/10.3389/fpubh.2024.1378412

3 European Commission, “European Health Data Space Regulation
(implementedEHDS),” Public Health, Directorate-General for Health
and Food Safety, (2025),

https://health r health-digital-health-and-car r n-
health-data-space-requlation-ehds_en
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returned to in order to create durable access °
mechanisms. Researchers, funders, and institutions

have an opportunity to consolidate learnings from

these emergency arrangements—what worked,

what didn't, and what stakeholders were

involved—and translate them into proactive

governance models, protocols, and investment

cases for non-emergency public-interest data

access.

e Embedding Data Stewardship as a Core Function:
In today'’s increasingly closed data environment
where access to data has become increasingly
scarce (raising the risk of a “data winter"”), data
stewardship is gaining traction as a critical
professional role and governance mechanism for
responsible data access and reuse.* Data stewards
help prioritize high-impact research questions,
evaluate the potential of new non-traditional data
sources, establish cross-sectoral partnerships, and °
bridge gaps between data holders, researchers,
and affected communities. There is an opportunity
to scale and formalize the role of data stewardship
as a core institutional capability. Doing so would
enable more consistent decision-making around
data access, quality, equity, and community
engagement across research initiatives.

* Stefaan G. Verhulst, “Are we entering a “Data Winter”?” Medium
(Blog), January 23, 2024,

h //sverhulst. medium.com/are-we-entering-a- -winter-f654
€8663

Harnessing Emerging Disciplines: A range of new
and evolving disciplines are beginning to take
shape at the intersection of computational
methods, social data, and health research. These
fields draw from multiple domains to create new
approaches for understanding and improving health
outcomes. Each employs distinct methods, draws
on unique social data sources, and contributes to a
rethinking of what constitutes health data. Investing
in these hybrid fields—through recognition, training,
and community support—can elevate social data
science as a credible, fundable, and publishable
area of health research. The disciplines include
digital epidemiology, computational social science
for health, computational journalism, crisis and
disaster informatics, computation psychiatry, digital
medical humanities, and participatory digital health
research.

Reimaging Trust: Mistrust remains a major barrier
to social data use, especially among historically
marginalized communities. But this also creates
space to shift how trust is conceptualized and
operationalized. In the near term, trust can be built
by approaching data access through an operational
social license for data reuse, dynamic consent
tools, transparency-focused interfaces, and
accountability mechanisms. Moreover, measuring
trust through behavioral and emotional
indicators—such as a sense of pride, or usage of
government systems—can guide system design
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and make trust a core, testable component of
responsible data use.®

e Coordinating Skills, Infrastructure, and Standards:

Rather than duplicating efforts, there is an
opportunity to build on and coordinate existing
infrastructures, services, and networks to
accelerate progress. For instance, The Wellcome
Trust invests in high-quality longitudinal research in
both the UK and LMIC settings. Longitudinal
Population Studies and their supporting
infrastructure can serve as catalysts for innovation
in governance, linkage, and quality evaluation.®
Similarly, the International Society for the Study of
Digital Footprints, launched by UK-based
researchers responsible for the annual Digital
Footprints Conference, offers a new venue to
harmonize methods, coordinate communities, and
align fragmented initiatives across the field.’

5 Stefaan Verhulst, Andrew Zahuranec and Oscar Romero, “Making
Civic Trust Less Abstract: A Framework for Measuring Trust Within
Cities,” June 05, 2025. htips://ssrn.com/abstract=5288015

& Andy Boyd, Kate Shiells, Nina Di Cara, Anya Skatova, Oliver S.P.
Davis, Claire M.A. Haworth, Andy L Skinner, Richard Thomas, Alastair
R Tanner, John Macleod, and Nicholas J. Timpson, “Participant
acceptability of ‘digital footprint’ data collection strategies: evidence
from the ALSPAC birth cohort study,” Bristol, UK: University of Bristol
(2019),
https://www.ukri.org/wp-content/uploads/2022/03/ESRC-020322-part
icipant-acceptability-alspac-report.pdf

” Michelle Morris, Anya Skatova, et al., “Digital Footprints 2025
Conference,” University of Leeds (Conference), May 14-15, 2025,
https://conferences.leeds.ac.uk/digitalfootprints/

e Using Emerging Technologies: Emerging
technologies including generative Al and
privacy-enhancing technologies can transform how
researchers discover and interact with data to
promote relevance and privacy. Conversational
agents powered by LLMs are rapidly advancing in
their ability to interpret metadata, recommend
relevant datasets, and guide users through complex
analytical processes. This presents a clear
opportunity: integrate generative Al into open data
platforms and social data services to lower
technical barriers and enable broader participation
in health research.® Privacy can also be enhanced
with emerging technology. Despite the maturity of
privacy-enhancing technologies (PETs) and their
applicability given sensitive topics like mental
health, stigmatized conditions, and marginalized
populations, many privacy-preserving approaches
remain underused in practice. The costs and
barriers to implementing PETs are diminishing over
time, making them more feasible and scalable.
Targeted investment and integration of PETs,
alongside other privacy-by-design techniques, in
health research and infrastructures could
accelerate their adoption and expand the pool of

& Hannah Chafetz and Stefaan G. Verhulst, “A Fourth Wave of Open
Data? Exploring the Spectrum of Scenarios for Open Data and
Generative Al,” The GovLab (Blog), May 8, 2024,

h /bl h vl rg/new-r rt-a-fourth-wave-of- n- -ex
loring-the-spectrum-of-scenarios-for-open-data-and-generative-ai
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usable data without compromising participant
privacy.

Improving Decision Intelligence: Social data is
frequently used to monitor or predict behavior, but
rarely to inform implemented policy and service
interventions or evaluations. Interventions that do
emerge are often limited to digital prompts or
app-based support features, and are rarely
evaluated for real-world health outcomes. There is
a pressing opportunity to support the development
of decision-support pipelines that integrate social
data into actionable workflows, including identifying
needs, testing interventions, and measuring
outcomes. Building this bridge between insight and
implementation could significantly expand the value
and impact of social data for health.

Redefining What Counts as "“Health Data": Health
data is largely understood and regulated as coming
from clinical or biomedical settings, rather than as
any data that reflects a person’s health experience.
Research on wellbeing, in particular, remains
narrowly focused, with limited attention to social,
emotional, or community-based indicators. Until
social data is recognized as health data,
researchers will continue to face challenges related
to the legitimacy of their work—including having
their work published in health journals. There is a
strategic opportunity to reframe social data as
health-relevant by demonstrating real-world impact
and supporting research, policy, and journal
publications that explicitly frame social data as
health-relevant.



About The GovLab

The Governance Lab, also known as The GovLab, is a global action research center that studies how institutions and
individuals can use technology and science to make more effective, equitable, and legitimate decisions to solve public
problems. Our Data Program is pioneering innovative ways that businesses, government, and international organizations can
access and reuse data to address the world's most pressing societal challenges, including migration, climate change,
children’s health, pandemics, and systemic inequality. We work with institutions around the globe to identify and address
data asymmetries—large disparities in the ability to use, access, and benefit from data. With an emphasis on “learning by
doing,” we work with our partners to build new platforms, learn new practices, train staff, harness cutting-edge research,
and connect networks of innovators. For more information about the Data Program, visit www.thegovlab.org.

About The Wellcome Trust

The Wellcome Trust (Wellcome) supports science to solve the urgent health challenges facing everyone. We support
discovery research into life, health and wellbeing, and we're taking on three worldwide health challenges: mental health,
infectious disease and climate and health. For more information, visit https://wellcome.org/.
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