Who uses your data? — Programme

Date Tuesday, 20 September 2016
Time 10:00 to 16:00
Venue The Hall, Blackfriars Settlement, 1 Rushworth Street, London, SE1 ORB
1000 - 1030 | Arrival, tea & coffee
1030 - 1045 | Welcome & aims for the day
= Chair's opening remarks Richard Stephens
use MY data
1045 - 1215 | Patient data & patient consent
= National Consent Model:
- Review of Informed Consent for Cancer Registration, CRUK & Macmillan Rose Gray
Cancer Research UK
- Independent Patient Data Taskforce, Wellcome Trust Nicola Perrin
Wellcome Trust
- Update on the National Data Guardian’s Review and consultation, including Chris Carrigan
the views of patient advocates / questions and answers use MY data
= Consensual, Safe, and Transparent? How privacy protections Sam Smith
encourage data use medConfidential
1215 - 1300 | Lunch & opportunity for filming of patient stories
1300 - 1345 | Public attitudes to commercial access to data
= How do insurance companies use patient data and why? Nicola Perrin
- Do they make money from patient data & if so how Wellcome Trust
- The positive impact for some diseases e.g. blood cancers & cystic fibrosis
= Researching public attitudes to commercial data access
- The One-Way Mirror: Public attitudes to commercial access to health data
1345 -1430 | Patient data & the pharmaceutical industry
= Can a pharmaceutical company use your data? Irwin Tran
- If so, what do they know about you & what happens to your data? Roche
- Do they make money from your data?
= How do pharmaceutical companies use your data for patient benefit?
1430 - 1445 | Refreshment break
1445 - 1530 | Patient data & the media
= How can/should the media present a balanced view of patient data? Chris Carrigan &
- Media interpretation of patient data used directly by the NHS for reports PaL':/IIYCéhtarlton
use ata
- Examining media reactions to 3" party data sharing agreements
1530 - 1600 | Closing session

= General Questions & Answers; Action Planning

= Closing remarks

Richard Stephens
use MY data

* use MY data




