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Public engagement
• Yorkshire & Humber Care Record – innovative programme across region 

improving access to citizens' vital health and care information
• Currently - citizen data isn’t shared across NHS, Local Authority – social 

care and public health
• Ensure citizens’ views central to decision making and informing work
• Recognised data sharing has raised profile with: 

o GDPR
o data scares caused by Facebook and Cambridge Analytica
o Cyber security
o Wannacry within NHS 

• Honestly engage to understand current views 
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What is Joined Up Yorkshire and Humber?
• Insight research commissioned to inform the Yorkshire and Humber Care Record

• Explores the beliefs that people have about how their health and care records 
could and should be used, their boundaries for what they are willing for their 
data to be used for, their concerns around how their data could be used, and the 
reassurances they want about how their data is safe

• Deliberative research using case studies to generate interest and enthusiasm in 
the conversation and to enable people to have an informed discussion about 
data sharing

• Co-creation activities to develop a set of principles that form the basis of how 
data should be collected and shared



Three approaches
1. Community-based conversations:

• Focus groups generate insight into how people imagine data sharing could 
work successfully and the “showstoppers” that lead to people opting out 

• Showcards containing short case studies ask people if they would allow their 
data to be used in this way

2. Survey:

Invite comments on willingness to share data, trust, and commitments that 
would reassure people about data sharing

• Online and paper formats

3. Co-creation workshops:

• Used the results from (1) and (2) to develop a set of data sharing principles



Who took part?
• Over 2000 people across Yorkshire and Humber

• Humber Coast and Vale
• South Yorkshire and Bassetlaw
• West Yorkshire and Harrogate

• We talked to people rather than patient groups

• Twelve focus groups across the three areas (plus independent events)

• Showcards in twelve public spaces: at least three in each area

• Online survey shared by CCG staff and partners

• Four co-creation workshops attended by the public and at least one NHS/public 
health/Healthwatch participant



Resources

• What are the benefits?

• What are the dangers?

• What should the rules be?

• Is this a good use of information?

• Would you be happy for your 
information to he used in this way?





What did we find?

• Who should see your records?

• What should data be used for?

• Who do you trust?

• What challenges does the research raise?



Who should see your records?
Better patient-centred care, continuity 
of care, communication between 
professionals, accuracy of diagnosis and 
prescribing lead to a more efficient and 
cost-effective service

BUT: 

• Not all data are current or relevant

• Some should be flagged as private

• Not all groups can interpret the data

• Why the council?



What should it be used for?

• 95% supported one or more use

• Great distrust of commercial 
research

• Strong support for public health 
uses: screening invitations 
(73%); health advice (60%)

• Concerns about data sold to 
private companies, not stored 
securely, and used to cut 
services



Who do you trust?

• Trust-benefit ratio

• Concern about being identified 
and data security

• Aware that data are valuable 
and the importance of consent

• Concern that data could be used 
against them



1. People differ in how much data they want to share? Who decides what is current and 
relevant? 

2. People are cautious about sharing their identifiable data for anything other than 
individual / direct care. How will people maintain control over their data and track who 
has accessed it? 

3. Does the NHS/public health have the capacity to implement research for the public 
good?

4. People want contact to come from their GP practice but will practices have the capacity? 
How can people opt in and out of notifications?

5. What governance is in place for data sharing with organisations?

6. How secure are the data and how can security be explained simply?




