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Date 

Time 

Thursday, 21 April 2016  
10:00 to 16:00 

 

Venue Lift, 45 White Lion Street, London, N1 9PW  

 

1000 - 1030 Arrival, tea & coffee 

 Welcome & aims for the day 
 

1030 - 1045  Chair’s opening remarks Richard Stephens 
use MY data patient advocate,  
Chair, NCRI Consumer Forum  

 Session 1 – The National Data Guardian’s review of data security & consent 

1045 - 1130  Getting the right balance between sharing data and privacy 

concerns 

Peter Knight 
Deputy Director, Head of Research 
Contracting, Information Intelligence & 
Stakeholder Engagement, DH 

1130 - 1145 Refreshment break 

 

 

Session 2 – Cancer registration, analysis & research:  

                     how changes to consent will alter the use of patient data  

1145  - 1215  Why the use of cancer data is so important, and why the 

current model (no consent) is so valuable 

Professor Michel Coleman  

London School of Hygiene &  
Tropical Medicine 

1215 - 1300  Cancer registration – how will it change if consent is needed? 

 

Chris Carrigan 
Head, National Cancer Registration and 
Analysis Service 

 

 Routes to Diagnosis reimagined  Sam Johnson 
Cancer Information Analyst,  
National Cancer Registration and 
Analysis Service 

1300 - 1330 Lunch 

 Session 3 – Consent around the UK 

 

1330 - 1430  The devolved nations and England – contrasting approaches 

to patient consent 

 

Dr Anna Gavin 

Director, N. Ireland Cancer Registry 

 

1430 - 1445 Refreshment break 

 Session 4 – Improving the way patients learn about cancer registration 

 

1445 - 1545  How patients are currently informed 

  

Julie Flynn 
Strategic Data and Influencing Lead, 
Macmillan Cancer Support 

  Using patients’ experiences to define how new patients 

could/should be informed 

 

Table discussions 

 Closing summary  

 

 

1545 -1600 

 

 Chair’s closing remarks 

 

Richard Stephens 
use MY data patient advocate,  
Chair, NCRI Consumer Forum 

 


