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Pan-UK Data Governance Steering Group

Date 17.06.2026

Summary of Key Discussion Points
Chair: Andy Boyd, Director of UK LLC

Welcome and Steering Group Workstream Updates: Speaker — Cassie Smith,
Director of Legal, Trust & Ethics, HDR UK

Landscape Updates

Cassie Smith provided a landscape overview, touching on key topics relevant to the Steering
Group, including the Health Bill call for evidence, European Health Data Space TEDHAS2
public consultations, EDPB Guidelines, the UK Biobank Report, the DHSC National GP
Engagement Programme, and the Wellcome-commissioned Health Data Research Service
Digital Ecosystem Analysis Report.

An overview of the legislation regarding the Single Patient Record was presented, along with
key achievements of the Public Engagement in Data Research Initiative (PEDRI).

Al Task & Finish Group: Speakers — Amy Tilbrook, Research Governance Manager at
HDR UK and Edel McNamara, Data Protection and Information Governance Lead at HDR UK

Survey

The speakers reviewed the results of a survey sent to Steering Group members and various
IG and data access groups, asking about their understanding of Al use in health data
research and its potential risks. Survey respondents noted that new Al terms are less
understood, and that inconsistent uses create confusion. Respondents cited several key
concerns about using Al in TREs, with the highest risks use case being releasing an Al model
developed within a TRE outside of that secure environment. Other concerns included
disclosive outputs, confidentiality, inappropriate use and lack of clinical validation, technical
capability, and costs. Some groups working in this space to develop tools were highlighted,
including an upcoming HDR UK Alliance Special Interest Group (SIG).

Group Updates

At the previous Steering Group meeting, an agreement was made to establish a Task &
Finish Group to deliver a defined output on Al. The group has since met twice. The group’s
initial focus was on Al terminology and glossaries of terms. While terminology was
recognised as an issue, the main challenge identified was not the precise definitions of
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terms, but the variation in how they are used and understood across different contexts and
audiences. It was agreed that any output needed to highlight key risks and considerations
relating to Al. An Al Overview was drafted which sets out key characteristics and commonly
used Al terms within a research context, alongside associated risks and mitigations.

What’s Next

The group will be publishing the glossary for consultation and feedback and are requesting
input from the HDR UK Public Advisory Board. Additionally, the group will be working on key
case studies regarding Al and TREs.

Update: Next meeting Tues 23" July 10.30 focusing on case studies.

Output Checking: Speakers — Andy Boyd, Director of UK Longitudinal Linkage
Collaboration (UK LLC) and Joe Watts, Director of Data Policy at UK Biobank

UK Biobank Activities

Joe Watts presented on UK Biobank efforts to review systems following recent incidents.
Efforts moving forward include participant engagement, the deletion of legacy downloads,
the expansion of capability to search the internet and dark web and take down data. There
was also a discussion of the need for an airlock, with the caveat that UK Biobank operates at
a scale too large for a fully manual airlock, considering the volume of output checking
required.

Discussion Points
Attendees were asked the following questions:
1. If you were starting your manual review process now, what are the essential things
you would include or avoid?
2. How do you manage demand and expectation with researchers?
3. What are the edge cases/scenarios that are most challenging egress to make a
decision on?
4. One of the key challenges we will face before automation is scale: any thoughts on
how we may be able to outsource (or in-source) manual review capacity?

Attendees shared current practices and policies and discussed the potential to include
algorithms and machine learning into manual review processes. They also recommended
clear communication with researchers, to make it clear what is acceptable, and the
possibility of extending disclosure output control training.

DHSC Overview: Speakers — Sam Haskell, Data Strategy - Joint Head at NHS England and
Mary de Silva, Deputy Director Data Policy, DHSC & NHS England

2



-
UK Health Data
Research Alliance

L -

Response to Biobank Data Leak

The speakers introduced the DHSC Assurance Review of Major Health Data Assets, that has
been initiated as a phased, risk-based approach to assess the “state of the nation,” in
response to the UK Biobank incident.

Discussion Points

Meeting attendees were asked to provide feedback on how the incidents affected public
trust. Attendees discussed the concerns raised by the public following. The release of the
audit was helpful regarding safeguarding and mitigation moving forward. However,
concerns still exist, as highlighted by the report published by BMJ about data sets still
circulating post-audit. There was also discussion about conflation of issues in how the media
and public are discussing the Biobank issues, and how it has been used as a means to discuss
other topics like the Single Patient Record and the Federated Data Platform. Additionally, a
major implication of the recent UK Biobank breach was the redirection of efforts to address
the issue, rather than using that time and energy on other priorities.

Attendees raised the need to create standards to ensure data is held securely and safely.
Creating a clear definition of SDEs and related standards are important for public
communications and accreditation. Concerns were also raised about expenses and the
number of SDEs, with the conclusion that open sourcing will be important for scalability.

Open Forum

e Amy Tilbrook and Kate O’Sullivan described the work of the TRE-IG Interest Group,
including data risk tiering, operational guidelines for federation and IG principles
across TREs. Further work is welcomed between the Interest Group and the Steering
Group, as a means for operational testing or implementation.

e Nada Karrar described the work and purpose of the UK Health Data Research
Alliance Special Interest Group on Financial Sustainability of Digital Research
Infrastructure and welcomed expressions of interest in joining the group.

e The next meeting will be the Frontiers Meeting on October 21, 2026, held in-person
at the Wellcome Trust.

e Call for topics for the Frontiers meeting

a. Suggestions: HDRS, reform to COPI regulations, changes to NDOO
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In attendance:

Name

Organisation

Alan Harbinson

Health and Social Care Northern Ireland

Alex Bailey UK Medical Research Council

Alison Knight Health Research Authority

Amy Tilbrook Health Data Research UK

Andy Boyd UK Longitudinal Linkage Collaboration
Anne Steere Understanding Patient Data

Carole Morris Public Health Scotland

Cassie Smith Health Data Research UK

Chris Carrigan Use My Data

Claire Edgeworth

National Health Service

Desislava Staykovska

Healthcare Quality Improvement Partnership

Doreen Tembo Health Data Research UK
Edel McNamara Health Data Research UK
Emily Jefferson DARE UK

Garry Coleman NHS England

Hibba Hayee Health Data Research UK

James Hetherington

University College London

Janet Messer

The Association of the British Pharmaceutical Industry

Jasmine McGhee

Health Data Research UK

Joe Cuddeford

Smart Data Research UK

Joe Watts

UK Biobank

Jonathan Smart

Swansea University

Juliet Underdown

Bennett Institute for Applied Data Science

Katharine Evans

UK Longitudinal Linkage Collaboration

Katherine O'Sullivan

Research Data Scotland

Konstantinos Kaouras

Our Future Health

Lara Edwards

Health Data Research UK

Liam Hart Bennett Institute for Applied Data Science
Lucy Vickers Health Data Research UK

Maeve Groot Bluemink Our Future Health

Mary De Silva UK Department of Health and Social Care

Matthew Lilliman

University College London

Nada Karrar

Health Data Research UK
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Nick Maltby Genomics England
Nicola Shearman Office for National Statistics
Rachel Brooks Swansea University
Rachel Brophy Health Data Research UK
Reka Novotta Genomics England
Rhys Nadin UK Statistics Authority
Sharon Heys SAIL Databank
Sam Haskell NHS England
Simon Jobson Health Data Research UK
Will Navaie Genomics England
Yemi Macaulay Health Data Research UK
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