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International Cancer Benchmarking Partnership: Comparative 5 yr relative survival 1995 - 2007 



www.ncin.org.uk 

Goal for NCIN:  “To develop the best 
cancer information service of any large 
country in the world – by 2012” 

Mike Richards 2007 
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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  
 



Site-Specific Clinical Reference 
Groups 

• Brain/CNS 

• Breast 

• Children, Teenage & Young Adults  

• Colo-rectal 

• Gynaecological cancers 

• Haematological cancers  

• Head & Neck  

• Lung  

• Bone & soft tissue Sarcoma 

• Skin (including non-melanoma) 

• Upper GI (including Hepato-biliary) 

• Urology (all 4 sub-types) 

 



Tumour site Lead Registry 

Breast cancer West Midlands Cancer Intelligence Unit 

CNS cancers Eastern Cancer Registry and Information Centre 

Colorectal cancer Northern and Yorkshire Cancer Registration and Information Service 

Gynaecological cancers Trent Cancer Registry 

Haematological cancers Northern and Yorkshire Cancer Registration and Information Service 

Head & neck cancers Oxford Cancer Intelligence Unit 

Lung cancer Thames Cancer Registry 

Sarcomas West Midlands Cancer Intelligence Unit 

Skin cancer South West Public Health Observatory 

Upper GI cancers Thames Cancer Registry 

Urological cancers South West Public Health Observatory 

Children & TYA 
North West Cancer Intelligence Service 

Childhood Cancer Research Group 

Lead Cancer Registries 
(Knowledge & Intelligence Teams) 

http://www.wmpho.org.uk/wmciu/RAI5.htm
http://www.ecric.org.uk/
http://www.nycris.nhs.uk/requests/
http://www.empho.org.uk/tcr/intelligence.aspx
http://www.nycris.nhs.uk/requests/
http://www.ociu.nhs.uk/cancer-intelligence-function
http://www.thames-cancer-reg.org.uk/
http://www.wmpho.org.uk/wmciu/RAI5.htm
http://www.swpho.nhs.uk/dataandstats/eirf.aspx
http://www.thames-cancer-reg.org.uk/
http://www.swpho.nhs.uk/dataandstats/eirf.aspx
http://www.nwcis.nhs.uk/
http://www.ccrg.ox.ac.uk/datasets/requestdata.htm


‘Cross-cutting’ Groups 

 
• Radiotherapy 

– collection and use of RT data 

• Chemotherapy 
– development and implementation of dataset  

• Pathology (with RCPath)  
– datasets 

• Radiology: Joint RCR/NCIN working party  
– proforma-based (codable) reporting (diagnosis/stage) 

– extraction of data from RIS systems 

• Co-morbidity 

• National Cancer Staging Panel  

• (Health Economics)  



Site-Specific Clinical  

Reference Groups  

• In place since late 2008 

• Very varied ‘starting points’ (e.g. Lung vs CNS tumours) 

• Opinion leaders chosen as chairs  

• Multi-disciplinary clinical membership (except primary care!!) 

• Lay (patient) and voluntary sector members 

• Strong links with professional bodies & National Cancer 
Research Institute Clinical Study Groups 

• Work closely with a lead Cancer Registry 

• Chairs’ Forum meets twice a year 

• Annual workshops with Cancer Network SSG chairs 
  

 



• Examples of work to date: 
– Annual work programmes 

– General site-specific clinical advice 

– National Cancer Datasets  

– Review of National Cancer Data Repository 

– Production of ‘data briefings’ 

– Supporting Peer Review (Clinical Lines of Enquiry) 

– Supporting Map of Medicine 

– Links with National Cancer Audits 

– Feeding into NICE guideline development & Quality 
Standards programme 

– Development of Service Profiles 

Site-Specific Clinical  

Reference Groups  



• National Cancer Data Repository 

• National level reports  

• E-Products: 

– eAtlas 

– Cancer Commissioning Toolkit 

– GP Practice & Service profiles 

• Data briefings 

• Dataset development & implementation 

• Clinically-led work programmes 

• Analytical programmes with CRUK and Macmillan 

 

 

NCIN – Main outputs 



Who do we produce 
intelligence for? 

• Clinicians 

• Department(s) of Health/NHS Commissioning 
Board/Public Health England 

• Health Care Providers 

• Health Care Commissioners 

• Research Community 

• National Statistics 

• International Cancer Benchmarking Partnership 

• Patients and the public   



Registry-HES linkage: 1985-2010 (England) 

• >8 million tumour records from Registries 

– c. 30 fields of data 

• >50 million hospital in patient episodes 

– c. 150 fields of data 

More recently added 

• National Cancer Audit data 

• Co-morbidity (Charslon Index)  

• Radiotherapy Dataset  

 

 

 

National Cancer Data 
Repository (v2010) 



Some national reports & 
analyses - www.ncin.org.uk  

 
• UK incidence & mortality 

• One year survival 

• Deprivation 

• Prevalence 

• Ethnicity 

• Male Cancers 

• Major Surgery 

• Routes to Diagnosis 

• Cervical, Breast and Head & neck cancers 

• 30-day mortality after colo-rectal surgery 
 

http://www.ncin.org.uk/


NCIN: 
Incidence and mortality 



Lung Cancer Incidence by 
deprivation  





Major resection rates by age 



30 day mortality data: 
Colo-rectal cancer surgery 
 



Routes to Diagnosis 
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2
0

0
6

 Male   22% 19% 4% 9% 39% 1% 5% 

  Confidence interval     21% 22% 19% 20% 4% 5% 9% 9% 38% 40% 1% 1% 5% 6% 

  Female   21% 19% 4% 8% 41% 1% 6% 

  Confidence interval     21% 22% 18% 19% 4% 4% 7% 8% 40% 42% 1% 2% 6% 7% 

  

                                    

  

2
0

0
7

 Male   24% 18% 5% 8% 38% 1% 5% 

  Confidence interval     23% 25% 17% 18% 5% 5% 8% 9% 38% 39% 1% 1% 5% 6% 

  Female   23% 17% 4% 9% 40% 1% 6% 

  Confidence interval     22% 24% 17% 18% 4% 5% 8% 9% 39% 41% 1% 1% 5% 6% 

  

                                    

  

2
0

0
8

 Male   24% 19% 4% 9% 38% 1% 5% 

  Confidence interval     24% 25% 18% 19% 4% 5% 9% 9% 37% 39% 1% 1% 4% 5% 

  Female   23% 17% 4% 9% 41% 1% 5% 

  Confidence interval     23% 24% 17% 18% 4% 4% 8% 9% 40% 41% 1% 1% 5% 5% 

Route to diagnosis: Lung Cancer by year and sex 

Source: Ellis-Brookes et al. Br J Cancer, Sept 2012  
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Male 27% 38% 38% 39% 33% 12% 23% 

Confidence interval 27% 28% 37% 39% 37% 39% 38% 41% 30% 36% 11% 12% 21% 24% 

Female 30% 42% 42% 45% 35% 13% 25% 

Confidence interval 29% 30% 41% 43% 41% 43% 44% 47% 31% 38% 13% 14% 23% 27% 

All Persons 28% 40% 40% 42% 33% 12% 24% 

Confidence interval 28% 29% 39% 41% 39% 41% 41% 43% 31% 36% 12% 13% 22% 25% 

Survival at 1 year by route to diagnosis: Lung Cancer by sex 

Source: Ellis-Brookes et al. Br J Cancer, Sept 2012  
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Female 30% 42% 42% 45% 35% 13% 25% 

Confidence interval 29% 30% 41% 43% 41% 43% 44% 47% 31% 38% 13% 14% 23% 27% 

All Persons 28% 40% 40% 42% 33% 12% 24% 
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Survival at 1 year by route to diagnosis: Lung Cancer by sex 

Source: Ellis-Brookes et al. Br J Cancer, Sept 2012  



e-Products  (www.ncin.org.uk)  

• Cancer e-Atlas 

• UK Cancer Information Service (UKCIS) 

• Cancer Commissioning Toolkit  

• GP Practice profiles 

• HES Microsites 

• Various portals & ‘hubs’: 

– Inequalities portal  

– Urological cancer hub 

– Skin cancer hub 
 

http://www.ncin.org.uk/


National Cancer e-Atlas 
www.ncin.org.uk/eatlas 



NHS atlas and data briefing 

Rate of urgent GP 

referrals for 

suspected cancer 



Cancer Commissioning Toolkit - 
dashboard 



GP Practice profiles 
 



 

Skin hub – PCT profiles 



Research potential 

• Analysis of Data Repository (∞) 
– Hospital ‘footprint’ 

– Primary care data 

• Follow up of longer term outcomes of patients in clinical 
trials: 
– OP visits/primary care data 

– Recurrence 

– Late effects 

– Survival 

• Planning of clinical trials 

• Biosample annotation 

• Development of Patient Reported Outcome Measures...... 

 



www.ncin.org.uk 



Holmberg et al. Thorax, 2010;65:436-441  



Holmberg et al. Thorax, 2010;65:436-441  


