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Short and longer term challenges for 
NCIN in the coming years

• So we’ve got 3 years!



NCIN, the story so far

• Approved by NCRI Board – June 2006
• Endorsed by Cancer Reform Strategy – Dec 2007
• Coordinating Team begins - January 2008
• NHS Contract for Acute Services mandates collection of 

Cancer Registration Dataset – April 2008
• Coordinating Team and Steering Groups established – Jan 

to June 2008
• Launch Conference – June 2008
• Clinical Reference Groups --2009
• Second Annual Conference – June 2009, again with an 

extraordinary series of cancer public health breakthroughs 
announced



Short and longer term challenges for 
NCIN in the coming years

• NHS Connecting for Health Programmes in 
NPfIT

• Information Governance
• Training E-Health Records Researchers
• Public Engagement and Communications



Short and longer term challenges for 
NCIN in the coming years

• NCIN will not achieve its full potential 
unless these other initiatives and 
organisations succeed

• They will not succeed unless they are fully 
supported by the research community, 
including the NCIN



Short and longer term challenges for 
NCIN in the coming years

• 2010 (and 2014?) General Election(s)
• Very tight public sector funding environment
• Pressure on charity sector
• NHS on £100bn p.a.?
• Less money in the Universities?
• Continuing Pharma cost pressures
• Knives out for the National Programme for IT
• International competition forges ahead



Short and longer term challenges for 
NCIN in the coming years

NHS Connecting for Health
• Other CfH Programmes
• The Information Centre for Health and Social Care

Secondary Uses Service
NHS Information Reporting Service
GP Extraction Service (GPES)
Information Governance Framework

• Research Capability Programme with NIHR





Key NPfIT delivery systems – where are we now?

• NHS Care Records Service
• Summary Care Records

- 653,924 registered users
- 280,213 created

• Choose and Book - 15,533,441 bookings made
• Electronic Prescription Service 

(EPS)
- 200,324,521 prescription 
messages issued

• N3 Network for the NHS - Over 32,000 connections
• NHSmail - Over 350,000 registered users, 

1.6million messages sent daily
• Picture Archiving and 

Communications Systems
- 100% of hospital trusts in 
England now use PACS

• GP IT - GPSoC

Quality Management and 
Analysis System

- 100% GP site deployment

GP2GP record transfer - 587,917 record transfers
all data correct at 27/05/2009











Background

• Dec 2005 – Chancellor’s commitment

• Jan 2006 – DH strategy Best Research for Best 
Health

• July 2006 – R&D advisory group to NHS CFH 
established by UKCRC

• June 2007 – UKCRC R&D advisory group report

• August 2007 – CRDB SUS working group report

• August 2007 – Research Capability Programme 
initiated

• September 2007 – Health Select Committee 
Report



























NCRI Informatics Initiative





Short and longer term 
challenges for NCIN in the 
coming years

• NHS Connecting for Health Programmes in 
NPfIT

• Information Governance
• Training E-Health Records Researchers
• Public Engagement and Communications



Last but by no means least…

Challenges to NCIN from the Patient 
Perspective

Lynn Faulds Wood

President, European Patients’ Coalition
President, MDT Co-ordinators Task Force





NCIN Core Objectives

1. Promoting efficient and effective data collection 
throughout the cancer journey

2. Providing a common national repository for cancer 
datasets

3. Producing expert analyses, based on robust 
methodologies, to monitor patterns of cancer care

4. Exploiting information to drive improvements in 
standards of cancer care and clinical outcomes

5. Enabling use of cancer information to support audit and 
research programmes



Registry-HES linkage: 1995-2004 (England)
• Commissioned by NCIN
• 8.5 million tumour records from Registries

– c. 30 fields of data
• 34 million hospital in patient episodes

– c. 150 fields of data
• Enables novel analytical approaches

– ethnicity, comorbidity, surgery, bed-stay
– non-cancer outcomes, hospital “footprints”
– end of life resource use

National Cancer Data 
Repository
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