
Data governance 

Juliet Tizzard 

Director of Policy 
 

AI and machine learning in clinical imaging 

research, 6 November 2018 



www.hra.nhs.uk | @HRA_Latest   
This presentation is designed to provide general information only. Our website terms 

and conditions apply www.hra.nhs.uk 

 

What does the HRA do? 

• We protect and promote the interests of patients and 

the public in health and social care research 

• We make sure research is ethically reviewed and 

approved 

• We facilitate and make it easier to do research 

• Our research ethics committees protect the rights, 

safety, dignity and wellbeing of research participants 

• Our Confidentiality Advisory Group advises on the use 

of patient data without consent  
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Criteria for CAG support 

• Is there a practical alternative? 

• Can consent be obtained? 

• Can anonymised data be provided? 

• Are there appropriate standards of data protection, 

security and governance in place? 

• Would the public interest outweigh the breach? 

• Have patient groups been consulted the about 

acceptability of the data use? 
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Public involvement is central 
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It doesn’t have to be difficult 

www.hra.nhs.uk 
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What do patients think? 

• The NHS is highly trusted compared to others 

• Support is informed by who has access to patient data 

• Most people support sharing patient data for individual 

care and most support sharing for research where 

there is public benefit 

• Support exists even though there are concerns 

• Using real examples, being transparent and 

encouraging genuine dialogue are ways in which 

organisations can increase their trustworthiness 
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Trust 

‘Attitudes 

towards sharing 

data’ Open Data 

Institute/ 

YouGov, 2018 

Which, if any, of the following 

would you trust with data about 

you? (Please select all that apply) Total 18-24 25-34 35-44 45-54 55+ 

Base: All GB adults online 2023 233 296 355 359 780 

Central government 37% 35% 40% 38% 33% 38% 

Local government 41% 43% 44% 39% 38% 41% 

NHS & healthcare providers 64% 67% 61% 64% 59% 65% 

Offline retailers 10% 22% 15% 10% 8% 6% 

Online retailers 22% 36% 26% 26% 17% 16% 

Banks and credit card companies 57% 60% 57% 57% 52% 57% 

Medical research charities 24% 39% 26% 20% 21% 21% 

Marketing & advertising companies 2% 4% 3% 2% 1% 1% 

Insurance Companies 32% 30% 32% 30% 33% 33% 

Social media organisations 10% 25% 17% 12% 5% 5% 

Universities 25% 63% 37% 28% 19% 11% 

Family and friends 57% 65% 55% 56% 52% 58% 

None of these 13% 6% 11% 10% 17% 15% 

Don't know 7% 7% 9% 9% 6% 6% 
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Sharing for research 

‘One-way mirror’ 

Wellcome Trust, 2015 
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Sharing with companies 

‘One-way mirror’ 

Wellcome Trust, 2015 
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Use of technologies in care 

The public wants: 

• equitable access to, and distribution of, the benefits of 

new technologies 

• to preserve the clinician-patient relationship and face-

to-face interactions at the point of care   

 
 

 

Research by the Academy of Medical Sciences (unpublished) 
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Summary 

• Patients don’t need to be an obstacle: they support 

research and are open to public/private collaborations 

• But trust is contingent on the nature of public benefit, 

who data is shared with 

• Involving the public and patients is key to maintaining 

trust and confidence in the appropriate use of data 

• Involving the public and patients is also key to gaining 

support for use of data without consent via HRA/CAG 
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Where to go for advice 
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Thank you 
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