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



NCIN core objectives

• Promoting efficient and effective data collection throughout the 
cancer journey 

• Providing a common national repository for cancer datasets 

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

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

• Enabling use of cancer information to support audit and 
research programmes 
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Year one outputs

C00-C97 excl. C44: All malignant neoplasms (excl. non-melanoma skin cancer)

Year
Number in 

Cohort
Cumulative 

Deaths Crude Rate
Relative 
Survival

Number in 
Cohort

Cumulative 
Deaths Crude Rate

Relative 
Survival

Number in 
Cohort

Cumulative 
Deaths Crude Rate

Relative 
Survival

1985-1989 414,345 221,027 46.7 49.3 49.1 - 49.5 423,315 172,317 59.3 61.4 61.3 - 61.6 837,660 393,344 53.0 55.5 55.4 - 55.6
1986-1990 418,925 220,757 47.3 49.9 49.7 - 50.1 430,131 172,874 59.8 61.9 61.8 - 62.1 849,056 393,631 53.6 56.1 55.9 - 56.2
1987-1991 423,215 220,315 47.9 50.6 50.5 - 50.8 436,883 172,502 60.5 62.7 62.5 - 62.8 860,098 392,817 54.3 56.8 56.7 - 56.9
1988-1992 430,747 220,903 48.7 51.5 51.3 - 51.6 445,394 173,453 61.1 63.2 63.1 - 63.4 876,141 394,356 55.0 57.5 57.4 - 57.6
1989-1993 438,648 221,845 49.4 52.3 52.1 - 52.4 451,327 174,564 61.3 63.6 63.4 - 63.7 889,975 396,409 55.5 58.1 57.9 - 58.2
1990-1994 445,012 219,778 50.6 53.6 53.4 - 53.7 453,522 172,691 61.9 64.2 64.0 - 64.3 898,534 392,469 56.3 59.0 58.9 - 59.1
1991-1995 449,383 216,314 51.9 54.9 54.7 - 55.1 456,074 171,548 62.4 64.7 64.5 - 64.8 905,457 387,862 57.2 59.9 59.8 - 60.0
1992-1996 455,686 213,457 53.2 56.2 56.0 - 56.3 460,134 171,275 62.8 65.1 64.9 - 65.2 915,820 384,732 58.0 60.7 60.6 - 60.8
1993-1997 459,766 210,495 54.2 57.2 57.1 - 57.4 463,514 170,063 63.3 65.6 65.5 - 65.8 923,280 380,558 58.8 61.5 61.4 - 61.6
1994-1998 462,827 207,429 55.2 58.1 58.0 - 58.3 468,084 168,075 64.1 66.4 66.3 - 66.6 930,911 375,504 59.7 62.3 62.2 - 62.4
1995-1999 468,127 206,001 56.0 58.9 58.7 - 59.0 475,530 168,215 64.6 67.0 66.8 - 67.1 943,657 374,216 60.3 63.0 62.9 - 63.1
1996-2000 476,233 205,050 56.9 59.8 59.6 - 59.9 482,934 167,972 65.2 67.6 67.4 - 67.7 959,167 373,022 61.1 63.7 63.6 - 63.8
1997-2001 484,441 203,909 57.9 60.8 60.7 - 61.0 488,524 167,549 65.7 68.1 67.9 - 68.2 972,965 371,458 61.8 64.5 64.4 - 64.6
1998-2002 491,175 201,665 58.9 61.9 61.8 - 62.1 491,433 166,705 66.1 68.5 68.3 - 68.6 982,608 368,370 62.5 65.2 65.1 - 65.3
1999-2003 497,070 198,747 60.0 63.0 62.9 - 63.2 496,293 166,052 66.5 69.0 68.8 - 69.1 993,363 364,799 63.3 66.0 65.9 - 66.1
2000-2004 504,166 196,766 61.0 64.1 63.9 - 64.2 498,802 164,881 66.9 69.4 69.3 - 69.5 1,002,968 361,647 63.9 66.7 66.6 - 66.8

Version 1 (Draft) 06/06/2008
Data Sources: UK Association of Cancer Registries  - CIS accessed 2008 - (data extraction July 2007)
Death registrations from ONS. Deaths up to and including 31/12/2005

Trends in one year cancer survival, England, 1985-2004
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Year one outputs-examples

• A national Cancer E-Atlas providing the most recent incidence, 
mortality and survival figures by locality (in collaboration with 
UKACR and APHO)

• An electronic toolkit, bringing together information on cancer to 
enable the benchmarking of services and to inform commissioning 
(in collaboration with the Cancer Action Team)

• A national analysis of cancer incidence and mortality by deprivation
• An estimation of the number of cancer survivors (in collaboration 

with Macmillan Cancer Support and Thames CR)
• Reports on cancer incidence in relation to ethnicity and among 

teenagers and young adults (in collaboration with Cancer Research 
UK and NWCIS)

• An evaluation of the potential for following up patients who have 
been in clinical trials over long periods (in collaboration with the 
NCRN)



Publication policy

• Analyses of topics not previously available    
(e.g. ethnicity, prevalence, trial demographics)

• Avoid duplication of existing outputs              
(e.g. CRUK Statistics)

• User friendly and readily accessible
• Professional and public dissemination
• Collaborative basis
• Encourage employment of state of art 

methodologies for analysis
• Ambition for full UK coverage
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Colorectal cancer intelligence 
work programme

• Post-operative mortality
• Variation in consultant workload
• Survival in relation to ethnicity
• Impact of PELICAN surgical training
• Hepatic resection for metastases
• Follow-up of RCTs
• Impact of screening programme
• Outpatient attendance patterns
• Linkage with genetic datasets
• Linkage with GPRD
• International care comparisons – Netherlands and France

Supported by NYCRIS & Cancer Research UK
– Bobby Moore Fund Career Development Award



Intelligence in cancer care

• Lung – Thames
• Breast – WMCIU
• Colorectal – NYCRIS
• Urology – SWCIS
• CNS – ECRIC
• Gynae – Trent
• Head &Neck – Oxford
• TYAC – NWCIS

• Skin – SWCIS
• Upper GI – Thames
• Sarcoma – WMCIU
• Haematol – NYCRIS
• Children – CCRG

To be supported by 
National Clinical 
Reference Groups

Lead areas for cancer registries:



Intelligence in cancer care

Site-specific analyses, at population level, to:
• monitor service delivery and clinical interventions which 

impact on patient outcomes and/or quality of life
• monitor uptake and demographics of new interventions
• supplement and extend information from clinical trials
• analyse demographics of relatively rare procedures

Dependency on:
• detailed flow of information on stage of disease, 

comorbidity, RT and CT
• receipt of information in timely manner (close to real 

time)



Intelligence in cancer care

• Data will be more extensive and more complete 
than ever previously available

• But based on routine NHS sources not 
specifically collected for audit/outcomes 
research

• There will be inaccuracies and data errors
• Case-mix adjustment will be inadequate
• How do we present results professionally and in 

public domain?



Intelligence in cancer care

• Work with PIAG, Information Centre, NHS 
Choices, Cancer Networks to maximise open 
publication of results

• Identification of Trusts and clinicians should 
become the ‘norm’

• Maintain clinician ‘buy-in’ – advance warning 
and no surprises

• Importance of robust methodologies and mix of 
peer review publication and routine reports



Intelligence in cancer care

Future perspectives:
• Massive potential of data linkages:

– Service: clinical, primary care, end of life 
– Research: genetic, trials, informatics

• Scope to transform information landscape
– New linked datasets as research tools
– Clinical care and outcomes properly 

monitored for service improvement and 
patient benefit
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