Planning a health data application - questions and information sources

@
()

- @
-

Define the purpose of your project

e What are the specific questions | want to answer?
¢ How will my project benefit the public?

e How will I consult with patients and the public?

Scope the data you need

How can | use data least able to identify an individual
but that will still meet the needs of my project?
What data sources could | use?

How can | best design my flows and linkages?
Would a discussion with the data custodian help?

Thinking through questions in

the right order will help put
you on the path to success
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Meet your legal obligations

How can I apply for the permissions and
approvals | need?

Data Protection Act 2018 / UK GDPR
Duty of Confidentiality

Make your data application

e Where do | make my data application?

Understanding
Health Data Access
#UHDA
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Other key websites:
* MRC Regulatory Support Centre
¢ NHS X Information Governance Portal
« NIHR Research Design Service

¢ MRC - UK data protection law and the
common law duty of confidentiality
* UHDA Resources



https://www.hra.nhs.uk/planning-and-improving-research/best-practice/public-involvement/
https://ico.org.uk/for-organisations/guide-to-data-protection/guide-to-the-general-data-protection-regulation-gdpr/principles/data-minimisation/
https://mrc.ukri.org/documents/pdf/gdpr-guidance-note-5-identifiability-anonymisation-and-pseudonymisation/
https://www.hqip.org.uk/resource/national-clinical-audit-and-enquiries-directory/#.YC5oh2j7SUk
https://digital.nhs.uk/services/data-access-request-service-dars/dars-guidance/data-minimisation
https://www.healthdatagateway.org/
https://www.hdruk.ac.uk/helping-with-health-data/ways-to-improve-data-quality/data-utility-evaluation/
https://www.ct-toolkit.ac.uk/
http://www.hra-decisiontools.org.uk/research/
https://www.hra.nhs.uk/approvals-amendments/what-approvals-do-i-need/
https://em-toolkit.org/#/
http://www.hra-decisiontools.org.uk/ethics/
https://mrc.ukri.org/research/facilities-and-resources-for-researchers/regulatory-support-centre/supporting-research-using-health-data/
https://www.myresearchproject.org.uk/Signin.aspx
https://www.myresearchproject.org.uk/ELearning/index.html
https://www.youtube.com/watch?v=8A0wo4QYyJQ
https://www.hra.nhs.uk/approvals-amendments/what-approvals-do-i-need/confidentiality-advisory-group/
https://ico.org.uk/for-organisations/
https://www.nhsx.nhs.uk/information-governance/guidance/consent-and-confidential-patient-information/#healthcare_worker
https://digital.nhs.uk/services/data-access-request-service-dars
https://www.healthdatagateway.org/
https://mrc.ukri.org/research/facilities-and-resources-for-researchers/regulatory-support-centre/
https://www.nihr.ac.uk/explore-nihr/support/research-design-service.htm
https://www.nhsx.nhs.uk/information-governance/guidance/
https://www.youtube.com/watch?v=HGTbplrWJGg
https://www.hqip.org.uk/understanding-health-data-access
https://www.nihr.ac.uk/health-and-care-professionals/engagement-and-participation-in-research/involve-patients.htm
https://mrc.ukri.org/research/facilities-and-resources-for-researchers/regulatory-support-centre/gdpr-resources/
https://www.hqip.org.uk/understanding-health-data-access/

