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What Happened?

o Patients from across a multi-site UK hospital were surveyed about their views 
on the use of healthcare data for Artificial Intelligence (AI) research

o 408 respondents completed paper-based questionnaires

What were the main issues covered?

o Patients’ views on their health data being used to support AI research

o Awareness of the use of health data by universities, the NHS and private 
companies

o Patients’ views on anonymised health data sets for AI research purposes

Findings:

o Most respondents knew little about AI

o Most were comfortable with sharing their health data with the NHS and 
university researchers, but far fewer with commercial organisations

o Most supported health data being used for AI research by universities provided 
concerns about privacy, consent and reidentifications are addressed.

o The complete findings are available online

@Patient_Data

2021Patient Perceptions on Data Sharing and Applying Artificial Intelligence to 
Health Care Data: Cross-sectional Survey

https://www.jmir.org/2021/8/e26162/


What Happened?

o The NHS AI Lab and the Sciencewise programme commissioned and co-funded a 
public dialogue regarding attitudes towards data stewardship concerning access to 
health data for AI research

o 47 participants from across the UK took part in 4 online workshops in July 2022, 
facilitates by Ipsos, along with Open Data Institute and Imperial College Health 
Partners

What were the main issues covered?

o Participants’ views towards different data stewardship models, including delegated, 
collective, and individual decision-making mechanisms

Findings:

o Participants supported a combination or blend of complementary stewardship 
models as no single one is perfect

o Participants were generally supportive of giving individuals choice about their 
involvement, while also acknowledging the value of specialist expertise

o Participants emphasised the importance of any decision-making process being 
inclusive, representative and accessible to all

o Ultimately, participants wanted to see patients' and publics' best interests at the 
heart of decision-making

o The complete findings are available online

@Patient_Data

2022NHS AI Lab Public Dialogue on Data Stewardship

https://www.ipsos.com/sites/default/files/ct/news/documents/2022-11/22-033229-01%20NHS%20AI%20Lab%20Data%20Stewardship%20Dialogue%20-%20Report_0.pdf


What Happened?

o Researchers at University of Cambridge conducted an online survey to examine public views 
on data sharing dependent on several different factors

o Approximately 29,000 UK residents took part in the survey

What were the main issues covered?

o Participants’ views on identifiable data sharing without consent for individual clinical care

o The difference in attitudes surrounding mental health vs physical health data sharing

o Attitudes towards sharing data with public health bodies vs for academic research or 
commercial purposes

Findings:

o Around three-quarters of participants were in support of identifiable data sharing without 
consent for individual clinical care

o Net support for sharing with NHS, academic institutions, and research charities; net 
ambivalence for sharing with profit-making companies researching treatments; net 
opposition to sharing to other companies

o Nearly 90% of people supported a single NHS mechanism to choose uses of their data

o People were slightly less willing to share identifiable mental health data than physical 
health data for direct clinical care

o Support for data sharing increased during Covid-19

o The complete findings are available online @Patient_Data

2022Public opinion on sharing data from health services for clinical and 
research purposes without explicit consent: an anonymous online 
survey in the UK

https://bmjopen.bmj.com/content/12/4/e057579


What Happened?

o NHS Digital commissioned an online and phone survey to assess public opinion on the GDPPR 
and wider data sharing preferences

o Just over 2,000 members of the public took part in the survey, mostly nationally 
representative with two small sub-samples to represent those less confident online

What were the main issues covered?

o Public awareness of key topics e.g. GPDPR, opt-out and anonymisation/

       pseudonymisation 

o Views on NHS data sharing and other usage of patient data

o Participants’ preference and ability to opt-out of data sharing

Findings:

o Awareness of GPDPR and opt-out is high but understanding of specific aspects and 
mechanisms is low

o Understanding of the different types of opt-out was low

o Most understood anonymised data but greater confusion around pseudonymised data

o Participants were generally supportive and trusting of the use of their data by the NHS, but 
were more sceptical of those outside the NHS having access

o Those who claimed to have opted-out reported reasons of privacy, security and sold data, 
with reassurance about security in particular most likely to influence future decisions about 
opt-out

o The complete findings are available online and informed the engagement phase for GPDPR
@Patient_Data

2022NHS Digital General Practice Data for Planning and Research 
(GPDPR) Research Report  

https://digital.nhs.uk/binaries/content/assets/website-assets/data-and-information/data-collections/general-practice-data-for-planning-and-research/nhs-digital-gpdpr-public-survey-report.pptx


What Happened?

o Data and Analytics Research Environments UK (DARE) and Kohlrabi Consulting conducted a Public 
Dialogue with 44 members of the public through online workshops from January to February  2022

o The aim of the dialogue was to produce recommendations for ensuring the views captured are 
factored into the implementation of a more coordinated national data research infrastructure.

What were the main issues covered?

o Participants’ attitudes towards different methods of data access 

o What people consider trustworthy use of data for research

o Perceived risks and benefits of data research

o Desired level of public involvement in data research

Findings:

o Participants had little existing knowledge about data research and wanted more transparency and 
proactive messaging about how data is handled

o People wanted the public engagement process to be more open and accessible

o Most people were reassured by existing security measures, but many were concerned about 
possible data breaches

o People were most comfortable with researchers accessing personal data on a Secure Data 
Environment in a secure room, as opposed to remote personal access

o The complete findings and recommendations are available online
@Patient_Data

2022Building A Trustworthy National Data Research Infrastructure

https://dareuk.org.uk/wp-content/uploads/2022/05/DARE_UK_Building_a_Trustworthy_National_Data_Research_Infrastructure_Public_Dialogue_May-2022.pdf


What Happened?

o The Health Foundation commissioned a survey asking people about their data sharing 
preferences and views on technology use in healthcare

o Over 7,000 nationally representative members of the public took part in an online survey 
in March 2023

What were the main issues covered?

o Whether technologies improve healthcare and which types should be used

o How participants felt about their health data being used by a variety of organisations and 
for different purposes

o What the participants knew about the way the NHS uses data

Findings:

o Most people are supportive of technologies to improve healthcare, but more so those 
that empower people to manage their health better and connect them with NHS rather 
than those that come between them such as chatbots 

o Women and those on low/no income were less positive about healthcare technology, 
highlighting the need for wide and representative public engagement

o The public is generally happy with a range of ways data can be used outside of individual 
care, but there is still work to be done to grow trust in health data use

o Generally the public trusts NHS organisations more with health data than government 
or commercial organisations, though this varies by age

o The complete findings are available online

@Patient_Data

2023Exploring public attitudes towards the use of digital health 
technologies and data

https://www.health.org.uk/publications/long-reads/exploring-public-attitudes-towards-the-use-of-digital-health-technologies


What Happened?

o A survey study was commissioned to investigate the public’s willingness to 
share different types of commercial data for health research purposes with 
varying types of organisations, and identify relevant socio-demographic 
determinants

o 1,534 participants took part in the study via Survey Monkey in August 2020, 
funded by a Cancer Research UK Early Detection and Diagnosis project grant, 
with support from the Peter Sowerby Foundation

What were the main issues covered?

o Participants’ awareness of GDPR

o Participants’ attitudes towards sharing commercial data with public bodies vs 
private companies

Findings:

o Most people surveyed were aware of GDPR

o Increasing age was correlated with less willingness to share all kinds of data 

o More people were happy to share their data with government and academic 
bodies than with private companies

o The complete findings are available online

@Patient_Data

2023Understanding Public Attitudes and Willingness to Share Commercial 
Data for Health Research: Survey Study in the United Kingdom

https://publichealth.jmir.org/2023/1/e40814/PDF


What Happened?

o Boston Consulting Group carried out a representative survey of the public in England to 
examine public perceptions around access and use of healthcare data

o 2,030 adults in England were polled in an online survey, provided by J.L Partners in May 2023

What were the main issues covered?

o Participants’ support for data sharing with the NHS

o Preferences relating to data sharing vs data access

o Attitudes towards COVID-style COPI (Control of Patient Information) notices

o Public and personal engagement about data use

Findings:

o People were generally open to sharing their healthcare data – 90% were willing to share with 
the NHS for any purpose; there is more support than opposition for private companies (except 
for tech companies)

o People were more comfortable with data access than data sharing, and broadly support the 
ongoing use of COPI notices for research on serious diseases and to improve efficiencies to 
reduce patient backlogs

o Participants wanted to be more proactively told about how their data is being used or be able 
to request the information when they wanted, so transparency about how, where and why data 
is accessed is vital

o 2/3rds of people were comfortable with the idea of value or profit being generated from 
healthcare data providing some if reinvested into the health system or where there is wider 
public benefit

o The complete findings are available online

@Patient_Data

2023Towards a Healthier, Wealthier UK: Unlocking the Value of 
Healthcare Data

https://www.bcg.com/united-kingdom/centre-for-growth/insights/towards-a-healthier-wealthier-uk-unlocking-the-value-of-healthcare-data


What Happened?

o 14 individuals living with potentially stigmatised long term health conditions (LTHC) 
in England were interviewed and carried out card-sorting tasks to understand their 
preferences towards sharing health and lifestyle data

What were the main issues covered?

o Participants’ preferences for collecting health and lifestyle data

o Attitudes and experiences of sharing this information with healthcare professionals, 
as well as charities support groups, family, friends and work

o Feelings about this data being shared with pharmaceutical companies, academic 
researchers, health charities or other commercial organisations

Findings:

o Participants were generally receptive to sharing their data, for the public benefit, 
mainly with public health bodies and for academic research

o Anonymity was considered a key enabler of data sharing, especially with 
pharmaceutical companies, advertising firms and other commercial organisations

o The complete findings are available online

@Patient_Data

2023Understanding the attitudes and experiences of people living with 
potentially stigmatised long-term health conditions with respect to 
collecting and sharing health and lifestyle data

https://journals.sagepub.com/doi/full/10.1177/20552076221089798


What Happened?

o 30 participants in England took place in five online focus groups to examine public 
views and concerns about new models of health data sharing in the UK

What were the main issues covered?

o Public attitudes towards the prospective use of DLT (blockchain) technology in 
health data sharing

o Perceived benefits vs drawbacks of decentralised data sharing

o Governance of new models of data sharing

Findings:

o Participants were broadly in favour of a shift towards new decentralised models of 
data sharing

o Participants were optimistic about the opportunity and enhanced transparency 
provided by blockchain methods to monitor access to their data, but had concerns 
about the potential to exacerbate health and digital inequalities not only amongst 
patients but also healthcare professionals

o Participants were unsure of the feasibility of utilising these technologies in the 
NHS given already poorly-functioning IT systems and interoperability issues

o The complete findings are available online

@Patient_Data

2023Examining public views on decentralised health data sharing

https://journals.plos.org/plosone/article?id=10.1371/journal.pone.0282257#abstract0


What Happened?

o The Centre for Data Ethics and Innovation commissioned a tracker survey to monitor 
public attitudes towards using data and AI over time, including in relation to health

o The surveys took place in three waves between 2021 and 2023, where 4,000 people 
took part in online surveys, plus 200 phone interviews to involve digitally excluded 
people

What were the main issues covered?

o Public views on value, risks, benefits and concerns and preferences about AI and 
data use

Findings:

o Public awareness and knowledge of AI has increased over time, with the perception 
that the impact of it will be overall neutral, though the perception that it will be 
negative is growing

o Health is considered as one of the top three areas where data use presents the 
greatest opportunities for improvement

o There has been an overall shift in the public's beliefs about data use

o People are consistently concerned with data security and generally do not want 
identifiable data used

o The NHS inspires the highest public trust to use data to benefit society, followed by 
university researchers and pharmaceutical companies, with reduced trust in 
government and large tech companies

o The complete findings are available online @Patient_Data

2023Centre for Data Ethics and Innovation Public Attitudes to Data and 
AI Tracker Surveys

https://www.health.org.uk/publications/long-reads/ai-in-health-care-what-do-the-public-and-nhs-staff-think#:~:text=As%20shown%20in%20Figure%201,letters%20or%20planning%20staff%20rotas%20(


What Happened?

o The NHS Confederation, in partnership with Google Health, commissioned Ipsos to 
explore people's behaviours, attitudes, and beliefs about responsibility and control 
when it comes to their health and the role that health technologies play in this

o They surveyed more than 1,000 UK adults, and interviewed 7 individuals with long-
term health conditions and have frequent interaction with the health system

What were the main issues covered?

o Public understanding, attitudes and beliefs about responsibility and control over 
their health

o Impact of health technologies and citizen expectations, needs and ambitions

o Attitudes and future needs with respect to health data and privacy

Findings:

o 82% of surveyed GPs believe that the use of wearable and connected devices will 
enable patients to proactively manage their own health while also providing greater 
ownership of their personal health information

o 53% of individuals with long-term conditions are using the NHS app to access 
personal health information compared to 33% of the general population

o Using technology such as wearables or apps to monitor and support health is seen 
by the majority as having real personal value

o Approximately 7 out of 10 people would be happy to share information and data 
from health technologies with their doctor

o The complete findings are available online @Patient_Data

2023Patient empowerment: what is the role of technology in 
transforming care?

https://www.nhsconfed.org/publications/patient-empowerment-what-role-technology-transforming-care


What Happened?

o In anticipation of NHS England's large scale programme of public engagement on data, 
they conducted a survey of over 22,000 people and held focus groups and interviews to 
understand public attitudes to health and social care data

What were the main issues covered?

o Understanding of health and social care data, general concerns, and trust in the NHS

o Different attitudes that people have toward health and social care data

o Identification of different segments of the public across the population

Findings:

o 83% of people said they trusted the NHS to keep their data secure

o The most common concern regarding data security was cyber attacks

o There is good knowledge, understanding and comfort in how data is used in health     
and care

o Six attitudinal segments were identified: confident data enthusiasts (21%), neutral 
followers (20%), cautious data sharers (14%), unfamiliar and unsure (11%), disengaged 
and health data protective (23%), and NHS and privacy sceptics (10%)

o The complete findings are available online

@Patient_Data

2024Public attitudes to data in the NHS and social care

https://digital.nhs.uk/data-and-information/keeping-data-safe-and-benefitting-the-public/public-attitudes-to-data-in-the-nhs-and-social-care


What Happened?

o The Health Foundation commissioned a survey conducted in June/July 2024 of 
over 7,200 nationally representative members of the public and over 1,200 NHS 
staff members to learn more about attitudes towards AI

What were the main issues covered?

o How people think AI will impact on health care

o How staff think it will impact on work

o What the advantages and disadvantages of AI in health care might be

Findings:

o 54% of the UK public and 76% of NHS staff surveyed said they support the use of 
AI for patient care, with 61% of the public and 81% of NHS staff surveyed saying 
they support the use of AI for administrative purposes

o A significant minority are not supportive, though - 1 in 6 members of the public 
and 1 in 10 of the staff members said they think that AI will make care quality 
worse, a perception more common amongst young people and women

o 53% of the public and 65% of staff members surveyed felt AI may increase the 
feeling of distance between patients and healthcare staff

o 30% of the public had concerns about the decision-making accuracy of AI and the 
clinical consequences of that

o Support varied by role, e.g., medical and dental staff were more supportive than 
healthcare assistants and support workers

o The complete findings are available online @Patient_Data

2024AI in health care: what do the public and NHS staff think? 

https://www.gov.uk/government/publications/public-attitudes-to-data-and-ai-tracker-survey-wave-3


What Happened?

o We (UPD) commissioned QA Research to conduct research into public attitudes towards patient data 
for planning and population health

o A nationally representative sample of 1,000 people were surveyed, followed by four guided 
workshops with representation from across the UK

What were the main issues covered?

o Awareness of data use for planning and population health compared to individual care and research 

o Levels of support for specific examples of data use for planning and population health

o Perceived benefits and risks of using data for planning and population health and how this drives 
support

o Views on identifiability and choice

Findings:

o People are less familiar with the use of data for planning and population health than for individual 
care or research

o People are overwhelmingly supportive of the use of data for planning and population health

o Willingness to share data was most positively impacted by the potential to speed up access to 
treatment and reduce waiting lists, and most negatively by the fear of data breaches

o Most believe the NHS should have automatic access to data for planning and population health

o People generally prefer the use of de-identified data over identifiable data for planning and 
population health

o There were some differences in views between nations in the UK

o The complete findings are available online @Patient_Data

2024Public attitudes towards patient data for planning and population health

https://understandingpatientdata.org.uk/sites/default/files/2024-05/UPD_Data_for_Planning_Report_Final.pdf


@Patient_Data

More to browse...
Developing a data pact: the relationships between the public, their data, and the health and care system
This 2023 report by Patients Association, with the support of Department of Health and Social Care, explores findings from focus 
groups examining attitudes towards data sharing generally, as well for specific uses of data, before focusing on the implications and 
expectations of a data pact

NHS national data opt-outs: trends and potential consequences for health data research
This 2024 research analysed trends in NHS national data opt-outs in England and considered the consequences for health research and policy

Who cares what the public think? UK public attitudes to regulating data and data-driven technologies
This 2022 report from Ada Lovelace draws together evidence from nearly 40 studies about UK public attitudes to data conducted in recent 
years

Data sharing and linkage for the public good: follow-up report
This 2024 follow-up report from the Office for Statistics Regulation assesses the progress that has been made towards the recommendations 
from its 2023 report on enabling greater data sharing and linkage for research and statistics for the public good, including in relation to public 
engagement and attitudes

A deliberation on London's health and care data
This 2022 report from Ipsos and Imperial College Health Partners builds upon the 2020 OneLondon Citizens' Summit, involving deliberative 
engagement with 59 Londoner's across 4 workshops to ask them how the NHS should move forward in terms of either keeping locally 
controlled data environments or moving towards a more pan-London approach

Citizens' Jury on QCovid: report on the jury's conclusions and key findings
This 2022 report from Ipsos Scotland summarises key findings from six workshops with 25 people across Scotland to explore the question 
"what are the risks and benefits of using public health data to predict people's risk of dying from Covid-19?" particularly in relation to the risk 
prediction model QCovid

Public perspectives on the use of health data in research and innovation
This 2022 report from Ipsos Scotland, commissioned by DataLoch, sets out the findings from survey research with 595 people in Scotland to 
measure public perceptions of the use of potentially sensitive health data for various uses

Public dialogue on the use of data by the public sector in Scotland
This 2024 report from Ipsos Scotland summarizes key findings from six workshops with 25 people across Scotland to explore the question 
"What guidelines should the public sector follow when using citizens data?" and  the subsequent ethical guidelines for data use formulated by 
the participants.

https://www.patients-association.org.uk/Handlers/Download.ashx?IDMF=c348045e-4ffc-43e5-a2ce-8a21ca1c6c5e
https://bjgpopen.org/content/early/2024/07/08/BJGPO.2024.0020
https://www.adalovelaceinstitute.org/wp-content/uploads/2022/05/Who-Cares-What-the-Public-Think_April-2022_v4.pdf
https://osr.statisticsauthority.gov.uk/wp-content/uploads/2024/07/Office_statistics_regulation_data_sharing_linkage_follow_up_report.pdf
https://www.onelondon.online/wp-content/uploads/2022/10/A-deliberation-on-Londons-health-and-care-data_FINAL.pdf
https://www.gov.scot/publications/citizens-jury-qcovid-report-jurys-conclusions-key-findings/pages/4/
https://dataloch.org/sites/default/files/2022-06/Public%20perspectives%20on%20the%20use%20of%20health%20data%20in%20research%20and%20innovation.pdf
https://www.gov.scot/binaries/content/documents/govscot/publications/research-and-analysis/2024/08/public-dialogue-use-data-public-sector-scotland/documents/public-dialogue-use-data-public-sector-scotland-findings-pilot-public-engagement-panel-scottish-government-report-commissioned-scottish-government/public-dialogue-use-data-public-sector-scotland-findings-pilot-public-engagement-panel-scottish-government-report-commissioned-scottish-government/govscot%3Adocument/public-dialogue-use-data-public-sector-scotland-findings-pilot-public-engagement-panel-scottish-government-report-commissioned-scottish-government.pdf


Think there’s something we should add? 

Email us at hello@understandingpatientdata.org.uk 

mailto:hello@understandingpatientdata.org.uk

	Slide 1
	Slide 2
	Slide 3
	Slide 4
	Slide 5
	Slide 6
	Slide 7
	Slide 8
	Slide 9
	Slide 10
	Slide 11
	Slide 12
	Slide 13
	Slide 14
	Slide 15
	Slide 16
	Slide 17
	Slide 18

