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The impact of health inequalities
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Twelve SDEs across England
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National SDE: Thematic areas of focus
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Perceptions of anonymised data use and ® |
awareness of the NHS data opt-out
amongst patients, carers and healthcare
staff

C. Atkin' E} B. Crosky”, K. Dunn G Pnce E Marston C Crawford”, M. O'Hara’, C. Morqan M. Lewarmore
5. Gallier'", 5. Mndhwadla ) Atwood™, 5. Perks' A K Denniston™'*'®, G. Gkoutos”, R, Darmer'™, A, Rosser'”,
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Abstract

Background: Ergland operates a National Data Opt-Out (NDOO) for the secondary use of confidential health data
fr research and planning. We hypethesised that public awareness and suppert for the secondary use of health
data and the NDOO would vary by participant dermographby and healthcare experience. We explored patient/public
awareness and perceptions of secondary data use, grouping potential researchers inta Mational Health Service
(NHS), academia or commercial. We assessed awareness af the NDOO systern amangst patienits, carers, healthcare
staff and the public. We co-developed recommendations to cansider when sharing unconsented health data far
research.

Methods: A patient and public engagernent pragram, co-created and including patient and public workshops,
guesticnnaires and discussion groups regarding anonymised health data use.

Results: There were 350 participants in total. Central concerns for health data use ineluded urauthorised data re
wse, the patential for discrimination and data sharing without patient berefit. 34% of respondenits were happy for
their data 1o be used for MHS ressarch, BS% for academic research and 8% by health companies, but less than
504 for non-healthcare companies and opinions varied with demography and participant group.

Questionnaires showed that knowledge of the NDOO was low, with 32% of all respandents, 53% of all NHS staff
and 295 of all patients aware af the NDOO.

Recommendations 1o guide unconsented secondary bealth data use included that health data use should berefit
patients; data sharing decisicns should involve patients'public. That data should remain in close prozimity 1o health
services with the principles of data minimisation applied. Further, that there should be trarsparency in secondary
health data use, including publicy available lists of projects, summaries and benefits. Finally, arganisations invohed

* Camespandence: es2pep@bham.ac uk
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Conclusion

Patients and the public
co-developed
recommendations for
data access activities:

 consider patient benefit

* transparency

* patient/public
involvement

 proximity to healthcare
services

* benefits to the NHS

« controlled by the NHS

» data minimisation.



‘I\’llv'edslt d Part of the
Ialands NHS Research Secure Data
SECURE DATA Environment Network

ENVIRONMENT

Governance and ethics
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Data Trust Committee

All data sharing decisions are overseen by our patient
and public oversight group, called the Data Trust
Committee (DTC)

* 80% of the DTC must support application for
access to be granted

* 40% BAME representation on the committee

* 17 to >75 age range

 includes people with physical disabilities, people
with mental ill-health, carers and people with

multiple long-term conditions
2
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Individual person’s data

National Data Opt Person’s data cannot be
Out? included in the WMSDE

Assess local data opt out

Local Data Opt Person’s data cannot be

Out? included in the WMSDE

Person'’s data can be included
in the WMSDE

National and local
opt out
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Tested process

WestMidlands SDE
processes basedon
PIONEER, the HDR UK Hub

Patientand public supportfor
> 90 data requests since 2020

DTC model developedin
PIONEER and now used in
other centres across the UK

* InPIONEER, datasafely

accessed by > 350 analysts
acrossthe world

Data licensing agreements
with > 30 organisations

Worked with SME, large
industry, academic, publicand
charitable sectoras well as
NHS organisations

PIONEER work has led to
> 24 publications

» Supported >£35Mfunding
awards

-JKV;PIONEER

Health Data Research Hub

« Changed care pathways and

improved choices and
outcomes for people

* Workedwith NHS

organisations acrossthe
country

Trained NHS staffto use data
to improve care
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