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The GovLab, 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 well-being 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 our framework of actionable 
recommendations. A more detailed explanation of these 
recommendations and supporting actions can be found in 
the full report. Learn more about this work by visiting our 
project website. 

A Comprehensive Action Plan for Advancing 
Social Data for Health and Wellbeing 
Research 

Below we outline a comprehensive set of 
recommendations to unlock the full potential of social data 
in health and wellbeing research. These recommendations 
aim to support funders, policymakers, researchers, and 
industry leaders in advancing responsible, impactful, and 

innovative uses of social data across public health, the 
social sciences, and the humanities.  

While some countries—such as the United Kingdom—have 
made notable advances toward implementing aspects of 
these recommendations, significant variation remains 
across contexts and scientific domains. For instance, in 
our review of 86 social data services operating across 
diverse sectors and geographies, we found that the vast 
majority are based in the United States, UK, or European 
Union, reflecting the infrastructure and funding 
environments of those contexts. In LMICs, such services 
are fewer in number, often under-resourced, and face 
steeper barriers to sustainability—highlighting deeper 
global inequities in research infrastructure and data 
access. 

We propose a framework of actionable recommendations, 
organized into four strategic categories. These 
recommendations are based on learnings gained while 
creating the Social Data for Health report in a variety of 
forms: studios, interviews, advisory board meetings, and 
peer review. Each recommendation is paired with a set of 
key actions and levers for change.  

1. Data Access, Use, and Reuse: Strengthening the 
foundational technical, institutional, and governance 
systems that enable responsible access, use, and reuse of 
social data. 
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Challenges Addressed: Limited and fragmented data 
access, fragmented skills, infrastructure and standards, 
mismatch between public expectations and research 
practices 

Why it Matters: Without coordinated systems to enable 
secure, equitable, and lawful access and linkage, 
high-value data remains out of reach for many 
researchers. This limits their ability to study social 
determinants, conduct robust causal analysis, and 
respond to emergent public health needs. 

Key Actions: 
●​ Establish Data Commons and Collaboratives to 

make high-value social datasets more readily 
available for health research. 

●​ Establish Robust Data Governance Frameworks 
that support responsible access, consent, and 
reuse across jurisdictions. 

●​ Create Shared Modular and Federated Technical 
Infrastructure to support scalable, secure, and 
interoperable use of data across research contexts. 

Levers for Change: 
●​ Shaping the Implementation of New Legal 

Frameworks: Researchers have a chance to help 
define how data access is operationalized under 
evolving laws like the UK Data (Access and Use) 
Act, the EU Digital Services Act (Article 40), and the 
European Health Data Space. 

●​ Institutionalizing Social Data Access Post-COVID: 
Emergency data sharing arrangements from the 
pandemic provide a proof of concept for proactive, 
durable access models. These could be formalized 
and adapted beyond crisis settings. 

●​ Embedding Data Stewardship as a Core Function: 
There is momentum to scale and institutionalize 
data stewardship roles that can bridge access, 
ethics, and research needs. 

2. Capacity and Trust Building: Increasing coordination, 
skill development, and public confidence in the use of 
social data through infrastructure, training, and 
engagement. 

Challenges Addressed: Fragmented skills, infrastructure, 
and standards, mismatch between public expectations and 
research practices, structural and resource inequity, 
adapting models to new contexts 

Why it Matters: Effective social data use depends not only 
on access, but also on the ability of researchers to 
navigate technical, ethical, and community dimensions. 
Building trust and transdisciplinary, cross-geographical 
capacity is essential to ensure legitimacy, foster 
innovation, and expand participation globally. 

Key Actions: 
●​ Launch a Social Data for Health Global 

Observatory to track developments, align funders, 
and connect global actors. 
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●​ Support Researchers in Working Across 
Disciplinary Boundaries through training, 
fellowships, and career recognition. 

●​ Develop Active and Ongoing Community 
Engagement and Trust Mechanisms to align 
projects with evolving public values and ensure 
ethical legitimacy. 

Levers for Change: 
●​ Coordinating Skills, Infrastructure, and Standards: 

Shared workflows, documentation hubs, and 
infrastructure for reuse can reduce costs, minimize 
duplication, and expand access to under-resourced 
teams. 

●​ Harnessing Emerging Disciplines: Investing in 
hybrid fields such as digital epidemiology, 
computational psychiatry, and participatory digital 
health can elevate social data science as a credible 
and fundable health domain. 

●​ Reimagining Trust: There’s momentum for creating 
new operational models of trust which can replace 
outdated consent regimes. 

3. Innovation and Scaling: Accelerating the development, 
validation, and deployment of new methods, tools, and 
interventions that expand the reach and impact of social 
data research. 

Challenges Addressed: Complex data linkage pathways, 
legitimacy of social data, limited and fragmented data 
access 

Why it Matters: To move from promise to impact, the field 
must validate new approaches, scale what works, and 
ensure research translates into tangible health outcomes. 
Without this, innovations remain siloed or fail to gain 
legitimacy within mainstream health research. 

Key Actions:  
●​ Invest in Methodological Experimentation 

(especially in linkages, indicators, and causal 
inference) to increase credibility. 

●​ Leverage Emerging Technologies, including 
privacy-preserving tools and large language 
models, to expand analytical capacity. 

●​ Demonstrate How Social Data Research Can 
Improve Health Outcomes, building legitimacy by 
linking insights to real-world change. 

Levers for Change: 
●​ Using Emerging Technologies: LLMs can help 

researchers discover, prepare, and analyze social 
datasets—lowering technical barriers and enabling 
natural-language queries, metadata creation at 
scale, and intent-based dataset discovery. Tools 
like federated learning and synthetic data 
generation are increasingly feasible. Embedding 
PETs into research can mitigate privacy concerns 
and expand access. 

●​ Improving Decision Intelligence: Integrating social 
data into end-to-end policy and service design 
pipelines can help translate insights into 
measurable health improvements. 
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4. Ecosystem Transformation and Funding: Embedding 
social data into the institutional architecture of research 
through sustainable funding models, inclusive governance, 
and aligned incentives. 

Challenges Addressed: Short term funding and project 
fragility, adapting models to new contexts, structural and 
resource inequities 

Why it Matters: Sustained progress requires shifting how 
social data is valued, governed, and resourced. Without 
reliable funding and coordination mechanisms, promising 
initiatives remain pilots, and LMIC leadership remains 
under-supported. 

Key Actions: 
●​ Develop New Funding Models to support 

mission-driven research and long-term 
infrastructure. 

●​ Scale Proven Social Data Frameworks and Models 
across regions, regulatory environments, and 
resource settings. 

●​ Catalyze a Culture Shift by embedding incentives 
for data sharing, transdisciplinary collaboration, and 
community-centered reuse. 

Levers for Change: 
●​ Coordinating Skills, Infrastructure, and Standards: 

Rather than duplicating effort, funders can build on 
infrastructures like the UK LLC and the International 
Society for the Study of Digital Footprints, scaling 
their governance innovations and community 
engagement models. In addition, strengthening 
networks of Social Data Services—and increasing 
awareness among researchers—can transform how 
data is accessed and preserved, especially in 
low-resourced settings. 

●​ Redefining What Counts as “Health Data”: By 
supporting studies that demonstrate real-world 
impact of social data and promoting publication and 
funding in health contexts, we can shift norms and 
expand legitimacy. 
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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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