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Pan-UK Data Governance Steering Group 

25th March 2026 
The Steering Group was established in 2022 as a joint endeavour between the UK Health Data 
Research Alliance and the OƯice for National Statistics. Our aim is to provide the forum to help 
address governance barriers and encourage system-wide alignment of a very complicated 
governance landscape. 

 

1. Strategic reset 
The Steering Group has been reset for 2026 as a delivery-focused, system-wide leadership 
forum. 

It remains the only UK-wide mechanism for driving the alignment of information governance 
across disciplines and data domains: convening data custodians, regulators, policymakers and 
public voice across all four nations, at a time of: 

 Accelerating infrastructure development, e.g. Health Data Research Service, National 
Data Library, the growth of Trusted Research Environments (TREs) 

 Increasing regulatory complexity  

 An increasing need for coordinated alignment across sectors, as well as between the UK 
and international contexts 

Direction of travel 
 Move from discussion to execution  

 Introduce task and finish groups to deliver outputs between meetings  

 Focus on removing system friction and fragmentation to enable data access at scale  

 Bridging the gap between leadership, policy and decision making with those working 
operationally, by working collaboratively with the DARE UK funded “TRE Information 
Governance Interest Group” and wider UK Health Data Research Alliance initiatives 

 

2. Private sector access to public sector data 
There is currently no consistent, system-wide approach to commercial access to data, both 
health and administrative, for research purposes. This is a material blocker. Ethical and secure 
use of data by industry has great potential for innovation, economy and sustainability, and 
public benefit.  

Assessment of private sector access to public data by data custodians is varied, lacks 
consistency and clear assessment of public benefit. Important considerations include the 
involvement of public members on data access committees, transparency in what data is 
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accessed and for what purposes, motivations, non-commercial and commercial 
collaborations, SME access versus large pharmaceutical companies, value sharing and return 
to the NHS and wider economy. 

The panel discussion brought together valuable expert perspectives from representatives of: 

 Research Data Scotland (RDS)  
 HDR UK Public Advisory Board (PAB) 
 Association of the British Pharmaceutical Industry (ABPI) 
 OƯice for Life Sciences (OLS) 
 UK Biobank 

 

System Gap 
 No agreed process for reviewing proposals involving commercial elements 

o Lack of clarity on who can access which data, and under what conditions  
o How do we distinguish between for-profit and not-for-profit organisations, and 

their underlying motivations?  
o Challenges in consistently assessing public benefit 

 Fragmented and inconsistent decision making  
 Inconsistent risk appetite across organisations  
 Delays and ineƯiciencies in access processes  
 How do we manage transitions between categories, for example when academic work is 

spun out into a commercial entity? 
 How should we respond when a commercial organisation with an apparent public 

benefit focus changes its direction or intent?  
 Erosion of trust among stakeholders 

 

Social License 
There is a prevalent trust gap when it comes to public views on commercial access to data. 
Assessing projects and organisations for motivation, integrity, and to ensure public benefit and 
fair distribution of benefit across society, requires the public to be involved and informed. 

The PAB representative demonstrated this through mapping the requirements against the 
SafeGUARDS: 

Guided: If the public isn't in the room, then really the project shouldn't be on the table. Public 
involvement needs to be embedded in the design of a project from the start. 

If you're going to explain the use of data, then you need to make sure that it's understandable, 
that there's no jargon, there's no commercially sensitive redactions. Use plain language, and if 
this is English translation to other languages as required ensures transparency. Ask the public 
what they want to know about the data and what they understand about the data. They should 
be informed. 

Aligned: Hardwire ethics into the highest NHS governance and safety standards.  

Responsible: Prioritise research that reduces health inequalities. If a partner ignores 
marginalised group, they are failing the public benefit test. Be proactive about equity. 
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Deliver: Look at a company’s willingness to work inside our systems as a proxy for their true 
motivation. Will the benefit flow back into the NHS? Back into local communities? The value 
judgment should sit with the public to achieve social justice. The public are investors, and we 
need to ensure they are getting a return. 

Stewardship is not just signing oƯ on a project but providing long-term oversight to ensure that 
data stays a force for good. Trust is built when companies respect our true infrastructures. We 
need to really look at the motivation behind requests for data and that needs patient and public 
involvement, including at a regional level and including local groups. If they won’t honestly 
discuss their impact for the public, again they are failing the public benefit test.  

People over algorithms. Technology cannot navigate ethics. Only human-led review protects 
the public data and the NHS. Safeguards replaces rigid check boxes with real honest 
conversations. 

Recent work 
The panel highlighted recent work in the area: 

 RDS Private Sector access to Public Sector Data Operational Framework for research 
data access (Also see 4. Sharing work from members) 

 ABPI Principles for analysis and use of health data by ABPI members (2023) 
 ABPI, UK Bioindustry Association (BIA), Association of British HealthTech Industries 

(ABHI) Unlocking NHS data for research: how to improve the regional Secure Data 
Environment network (2025) 

 ABPI Globally competitive UK-wide data-enabled clinical trials: the time is now (2026) 

 

Position emerging from discussion 
 Clinical practitioners are particularly distrustful of commercial data access 

 Focus on:  

o Earning trust from the public, from clinical stakeholders, and data custodians 
via engagement, consultation, transparency and demonstrating accountability 

o Quality of research 

o Training and auditing of researchers accessing data, which usually is the same 
standard whether they are from industry, academia or charities 

o Demonstrable public benefit  

o Longer term outcomes and value return 

 

Required system-wide actions 
 Establish a clear, shared definition of public benefit (and similar terms) 

 Develop a consistent commercial access framework, including:  

o Due diligence / “safe organisation” criteria  
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o Expectations for transparency and benefit realisation, including longer-term 
outcomes 

o Can we build from examples of best practice? 

 Improve visibility and communication of commercial-use outcomes and their 
public/system benefits 

 Actively address the clinical engagement gap - What benefit would they like to see? 

 
Without alignment, the system will continue to operate slowly, inconsistently, and with 
avoidable reputational risk. 

 

Next steps 
We are working towards defining an output to meet community needs and will be in touch with 
further details/ requests for collaboration and consultation. 

 

3. Artificial Intelligence (AI) – urgent need for practical governance 
AI was recognised as a live operational issue rather than a future consideration. Many 
organisations are grappling with AI and doing work in this area as guidance and frameworks are 
not yet defined.   

The Steering Group is well placed to address specific challenges relating to data access and 
information governance faced by the research community by focusing on practical and 
deliverable outputs.  

The meeting discussed a range of AI use cases within Trusted Research Environments (TREs): 

 Researchers using AI within TREs  
 Bringing AI models into TREs  
 Exporting AI models as research outputs  
 TRE staƯ using AI to improve services 

Position emerging from discussion 
 The current landscape was described as inconsistent, with varying risks and 

approaches across organisations 

 No shared definitions, standards or clear guidance on the use of AI in research 

 Accountability remains unclear, including responsibility for diƯerent aspects of AI use 

 Decisions are commonly being made on a case-by-case basis without system-wide 

alignment 

 Ethical considerations, particularly around bias, inequity, and risks from poorly designed 
AI, require greater attention  

 Key concepts such as public benefit are not standardised, leading to inconsistent 
requirements for researchers seeking data access 
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 DiƯering levels of understanding of AI concepts, including agentic AI, across the 
community and among people in diƯerent roles. 

Most attendees agreed that AI presents risks that are diƯerent from other forms of research. 
There was a strong emphasis on the need to understand and link into existing groups working on 
AI governance across the wider research community. It was noted that AI should not be subject 
to a higher level of scrutiny than existing approaches, and that assessments should focus on 
real, evidence-based, and proportionate risks.  

It was also noted that there is a relatively small pool of experts in this area who are being pulled 
in multiple directions, highlighting the need to use available expertise carefully and eƯiciently.  

The group voted on priority topic areas: 

 

Next steps – Task and Finish Group 

 Agreement was reached to establish a Task and Finish Group to deliver a defined output 
before the next meeting 

 The proposed focus is the creation of a shared glossary of AI terms, which received the 
highest level of support in the group poll 

 The first Task and Finish Group meeting will take place on the 6th May 2026. 
 A calendar invite will be sent to the Steering Group. Please accept/reject to confirm 

attendance 
 If you cannot attend but are keen to be involved/comment on the glossary of terms, or if 

you have suggestions for experts in the space for us to engage with, please contact us: 
informationgovernance@hdruk.ac.uk 
 

 

4. Sharing work from members 
1. The forthcoming UKRI Data Sharing Policy will:  

o Mandate stronger data sharing practices  

o Shift accountability to organisations  
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This will increase pressure for alignment between access, governance and sharing 
frameworks  

2. Research Data Scotland (RDS) has published its “Private sector access to public sector 
data” Operational Framework for research data access 

o RDS wishes to continue discussions with data controllers and other interested 
parties — including private sector companies, members of the public and other 
groups — to refine and implement the Framework. If you would like to share your 
thoughts on the Framework to help RDS develop future iterations, please get in 
touch. 

 

 

5. Steering Group outputs to date 
 Roles and responsibilities tool 
 Data Contributor Agreement 

Thank you to those who have provided feedback on the above. We welcome further feedback to 
informationgovernance@hdruk.ac.uk, and will update at the next meeting. 

 Data Access Agreement  
 Data Access ‘Tube map’ 
 Transparency Standards 
 The SafeGUARDS 

 

 

The next Pan UK Data Governance Steering Group meeting will take place on the 17th  June 2026 
10.00-12.00 via MS Teams. 


