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Today’s talk

Who Owns Data? - April 2026

1) A brief recap on Social Licence

2) A perspective from consented longitudinal studies

3) The “SafeGUARDS” – a principles led governance framework
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1) Social Licence
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A very brief recap…
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Social Licence

Who Owns Data? - April 2026

https://jme.bmj.com/content/41/5/404.
short

To be seen as publicly and politically acceptable, any data use will need 
a ‘social licence’ that is achieved through setting conditions that 

extend beyond legal compliance and data protection and 
encompass ethical standards, the respect of individual rights and 

the delivery of public benefits.
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Social Licence

Who Owns Data? - April 2026

https://jme.bmj.com/content/41/5/404.
short

Care.data failed to establish a ‘social licence’ as

• Conditions were not set to establish trust and acceptance

• Care.data breached established trust relationship between patients and GPs

• Uncertainty as to its public good motivations and benefits
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A period of listening and learning

A community response & Innovations, 
recognising the:

• need for clarity & transparency

• voice and role of the public(s)

• Importance of fundamental rights (opt-out)

• Trusted Research Environments

• Five Safes

• need to balance confidentiality with data utility

• Value of trusted entities (Caldicott Guardians)

Who Owns Data? - April 2026
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GP Data for Planning and Research 
programme (GPDPR) - 2021

Who Owns Data? - April 2026
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GP Data for Planning and Research 
programme (GPDPR) - 2021

Who Owns Data? - April 2026
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Social Licence

Who Owns Data? - April 2026

https://jme.bmj.com/content/41/5/404.
short

Care.data failed to establish a ‘social licence’ as

• Conditions were not set to establish trust and acceptance

• Care.data breached established trust relationship between patients and GPs

• Uncertainty as to its public good motivations and benefits

• Misplaced faith that COVID-19 had shifted the dial…

GPDPR

GPDPR
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Social Licence

Who Owns Data? - April 2026

• Care.data would give value for research and may improve care 
• Patients lacked informed choice through proposed opt-out system 
• Concerns about legal responsibilities regarding patient data
• Concerns about key safeguards
• Concerns about trust between patients and doctors

doi.org/10.1136/bmjopen-2020-038006
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GP Data for Planning and Research 
programme (GPDPR) - 2021

Who Owns Data? - April 2026
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2) A perspective from consented 
longitudinal studies

Who Owns Data? - April 2026
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Longitudinal population studies

• >200 studies; >5 million UK residents

• Unparalleled depth and diversity of data 
collection

• A “consented” relationship

• Built on a foundation of trust

An extraordinary UK scientific tradition

Who Owns Data? - April 2026



16

Longitudinal population studies

• >200 studies; >5 million UK residents

• Unparalleled depth and diversity of data 
collection

• A “consented” relationship

• Built on a foundation of trust

An extraordinary UK scientific tradition

Who Owns Data? - April 2026



17

ALSPAC aka “Children of the 90s”
• Recruited 14,541 pregnant women 

By age 18 
• >3000 families completed all 55 assessments 
• ~8000 families completed 75%+ assessments

Global impact
• >3000 scientific papers

Multiple generations
• >3,000 3rd generation participants enrolled

Avon Longitudinal Study of Parents and Children (ALSPAC)

Who Owns Data? - April 2026

Professor Jean Golding
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• Wellcome Trust funded 2009-2014 (PI - John Macleod)
• Objective: to develop a generalisable framework for LPS record 

linkage, ALSPAC as an exemplar

Safeguards & trust at its heart

• Participant involvement
• Qualitative interviews
• A Trusted Research Environment (partnered with SAIL Databank)
• Children of the 90s “consented” as adults

Case Study - Project to Enhance ALSPAC through Record Linkage

Who Owns Data? - April 2026
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Case Study - Project to Enhance ALSPAC through Record Linkage

Who Owns Data? - April 2026

doi: 10.1186/s12874-016-0132-4

“Despite different consent procedures being explained, 

participants tended to equate consent with ‘opt-in’ 

consent through which participants are ‘asked’ if their 

data can be used for a specific study. Participants raising 

similar concerns came to differing conclusions about 

whether consent was needed.”

https://doi.org/10.1186/s12874-016-0132-4
https://doi.org/10.1186/s12874-016-0132-4
https://doi.org/10.1186/s12874-016-0132-4
https://doi.org/10.1186/s12874-016-0132-4
https://doi.org/10.1186/s12874-016-0132-4
https://doi.org/10.1186/s12874-016-0132-4
https://doi.org/10.1186/s12874-016-0132-4
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Case Study - Project to Enhance ALSPAC through Record Linkage

Who Owns Data? - April 2026

doi.org/10.1093/ije/dys064

Active participants (at age 17-18) were

• more likely to be female
• more likely to have higher educational attainment
• less likely to come from households with low income



21

Case Study - Project to Enhance ALSPAC through Record Linkage

Who Owns Data? - April 2026

doi.org/10.1016/j.jclinepi.2015.03.014 0895-4356

Of 1,950 participants, 806 (41%) responded.
• This sample over-represented engaged participants
Responders were
• more likely to be female
• more likely to have higher educational attainment
• less likely to come from households with low income
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Case Study - Project to Enhance ALSPAC through Record Linkage

Who Owns Data? - April 2026

doi.org/10.1016/j.jclinepi.2015.03.014 0895-4356

Of 1,950 participants, 806 (41%) responded.
• 96% Consent to re-enrol into ALSPAC as an adult
• 92% Consent for NHS linkages
• 93% Consent for Education linkages
• 85% Consent for HMRC/DWP linkages
• 90% Consent for Criminal Justice linkages
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Case Study - Project to Enhance ALSPAC through Record Linkage

Who Owns Data? - April 2026

Opt in 
Consent?

Opt Out?
(Section 251)
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Case Study - Project to Enhance ALSPAC through Record Linkage

Who Owns Data? - April 2026

Opt in 
Consent?

Opt Out?
(Section 251)

Care.data failed to establish a ‘social licence’ as

• Conditions were not set to establish trust and acceptance

• Care.data breached established trust relationship between patients and GPs

• Uncertainty as to its public good motivations and benefits
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Case Study - Project to Enhance ALSPAC through Record Linkage

Who Owns Data? - April 2026

Opt Out
(Section 251)
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Case Study - Project to Enhance ALSPAC through Record Linkage

Who Owns Data? - April 2026

“Pro” Social Licence “Counter” to Social Licence

• Participant co-development

• Participant involvement in decision making

• Trusted Research Environment

• Transparency & right to opt-out

• Equitable public benefit strategy

• Clear ”Social Contract” with specified data 

use parameters

• Multiple independent ethical approvals

• ISO27001

• Opt-out
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Case Study - Project to Enhance ALSPAC through Record Linkage

Who Owns Data? - April 2026

“Pro” Social Licence “Counter” to Social Licence

Home Victory?
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Case Study - Project to Enhance ALSPAC through Record Linkage

Who Owns Data? - April 2026

doi.org/10.1093/ije/dyaa192

“Lower levels of school attainment, lower general 
practitioner (GP) consultation and prescription rates, higher 
body mass index (BMI), special educational needs (SEN) 
status, not having an asthma diagnosis, depression and 

being a smoker were associated with lower participation 
after adjustment for baseline factors.”
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Case Study - Project to Enhance ALSPAC through Record Linkage

Who Owns Data? - April 2026

doi:10.1136/ bmjopen-2019-030213
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• The national Trusted Research 
Environment (TRE) for data linkage 
in longitudinal research. 

• A partnership of infrastructure/service 
experts, LPS & the public/participants

• Enables the linkage of participants’ 
study data with health, socio-economic 
and environmental records at scale

• A FAIR TRE where researchers can 
apply to access to integrated and linked 
data from many studies simply and 
efficiently.

UK Longitudinal Linkage Collaboration

Who Owns Data? - April 2026
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20+ Longitudinal Population Studies 

with >570,000 participants

Any and all study data, including:

• Behaviours and aspirations

• Socio-economic indicators

• Genomics and other Omics

• Education to employment trajectories

• Occupational role & workplace experiences

• Devices and “smart data”

• Relationships and support networks

• Anything collected by LPS.

Health records (NHS)

• Primary care

• Secondary care (Hospital)

• Prescribing

• Mental health (Community)

• Cancer & Mortality

Administrative records

• Employment and earnings

• Benefits

• Pensions

Place-based datasets

• Air pollution

• Noise

• Greenspace

• Neighbourhood 

• Property data

Interdisciplinary

four nations follow-up

31 Who Owns Data? - April 2026



Innovative partnership working

• A partnership of studies and infrastructure 
specialists

• Co-design between UK LLC core 
     team and study data managers

• Informed by study participants and co-
developed with UK LLC public contributors

• Studies control whose data is linked to 
which record and who uses that data for 
each purpose

• SeRP UK providing secure compute in the UK 
and essential trusted third-party functions

Powered by
32 Who Owns Data? - April 2026
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The Goldilocks Effect – can 
we get our information 

governance “just right” to 
ensure our social licence to 

operate is in place?

• Since of

Getting governance “just right” 

Who Owns Data? - April 2026
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Or, do we focus on principles?

• Since of

Getting governance “just right” 

Who Owns Data? - April 2026

Who? What? Why? Is it fair? 
Is it clear how data are 

used?

Considerations rooted in 
their specific context

(how is a niche interest)
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Getting governance “just right” 

Who Owns Data? - April 2026

The G7 should champion the cause of establishing health data as a global public good. To 
achieve this, the nations of the G7 and beyond should work together to: adopt principle-

based governance systems for securing safe sharing and use of data for health 
emergencies; build and implement the operational systems, infrastructures and 

technologies or implementing a principle-based and privacy-preserving approach to 
equitable use of data for health emergencies; and foster the skills and capabilities at all 

levels – from the general public to health professionals – needed for trusted and accurate 
use of data.

https://royalsociety.org/-/media/about-us/international/g-science-statements/G7-
data-for-international-health-emergencies-31-03-2021.pdf
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3) The “SafeGUARDS” – a principles 
led governance framework

Who Owns Data? - April 2026



A principles-based governance 
framework for responsible and ethical 

data research



Desai T, Ritchie F, Welpton R. Five safes: designing data access for research. 

Economics Working Paper Series. 2016 Feb;1601:28



safe public domain data safe data in a Trusted Research Environment



https://jme.bmj.com/content/41/5/404
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Stakeholder consultation and 
development
Pan-UK Data Governance Steering Group

HDR UK Public 
Advisory Board

HDR UK Voices 
Network
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SafeGUARDS toolkit



SafeGUARDS - holistic governance for a Trusted Research Environment
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Conclusions
• Social Licence should be first and foremost in our thinking

• Public consultation is broadly consistent in terms of what is needed

• My view is that Social Licence is rooted in enduring principles, societal norms and 
altruism

• It’s vital to understand context specific factors and track changing expectations

• The public are not the only key stakeholders we need to involve

• Social Licence is not about “governance” – but the solutions lie in governance not 
technology or lawse add effective teaching of public benefit data science to the 
national curriculum…

Who Owns Data? - April 2026
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Two final points

Building and maintaining Social Licence is everyone’s responsibility – a system wide 
effort is needed

Can we please please please add effective teaching of data science and public benefit to 
the national curriculum
• effective teaching of public benefit data science to the national curriculum…

Who Owns Data? - April 2026
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Thank You!

Shameless plug: IPDLN Workshops

a.w.boyd@bristol.ac.uk

Who Owns Data? - April 2026
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