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ANNEX 2  

List of IAPDR Members 

Member Organisation Membership status 
David Forman Chair April 19 - Ongoing 
Judith Bisatt Patient/Public 

Representative April 19 - Ongoing 
John Marsh Patient/Public 

Representative April 19 - Ongoing 
Ify Sargeant Patient/Public 

Representative April 19 - Ongoing 
Dharmishta Parmar Faculty of Public Health July 20 - Ongoing 
Mike Sandys Faculty of Public Health April 19 - July 20 
Ralph Sullivan Royal College of General 

Practitioners April 19 - Nov 20 
Nicola Keat National Cancer Research 

Institute April 19 - Ongoing 
Carole Longson Association of the British 

Pharmaceutical Industry April 19 - June 19 
Bryan Deane Association of the British 

Pharmaceutical Industry June 19 - Ongoing 
Caroline Cake Health Data Research UK April 19 - June 19 
David Seymour Health Data Research UK June 19 - Ongoing 
Jane West National Institute of Health 

Research April 19 - Nov 20 
Anne Stebbing Office of the National Data 

Guardian April 19 - Dec 19 
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ANNEX 3 

Topics discussed in IAPDR meetings (April 2019 – November 2020) 

 

IAPDR Terms of reference, governance and working arrangements 

IAPDR Spotlight Audit procedures 

Improving visibility of how PHE communicates about processing and sharing data 

Review of data access procedures 

Mid- and end of year reviews from Office for Data Release (ODR) 

ODR Data Release Register content and updates 

Developing an ODR stakeholder survey 

Promoting the use of PHE data collections 

Developing a standard data citation for academic papers using PHE data collections 

Impact of covd-19 pandemic on ODR functions 

Use of NHS-X gateway for research data requests and impact on ODR 

Office of the National Data Guardian consultation exercise 

Future positioning of the National Disease Registration Service 

Overview of PHE transition and opportunities to influence the data sharing strategies of new 
host organisations 

Spotlight audits conducted on data access requests from: 

 Royal College of Physicians 

 Genomics England 

 University of Cambridge 

 Southampton City Council 

Presentations: 

The role of HDR UK and the emerging Health Data Research Alliance (Caroline Cake) 

The programme of Understanding Patient Data (Natalie Banner) 

Accessing cancer screening histories and linkage to NCRAS (Lucy Elliss-Brookes & Suzanne 
Wright) 

Work to improve the transparency of the uses of cancer registration data (Sophie 
Newbound) 


