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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 Organisation

NCIN Co-ordinating Senior Team 
Chris Carrigan; Di Riley; Mick Peake; Henrik Möller; Anna Gavin; Michael Chapman

NCIN Central 
Team (~ 20)

8 English Cancer Registries

UK Association of 

Cancer Registries

Other partners
(e.g. LSHTM)



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 (including lymphoma)

• Head & Neck (including thyroid)

• Lung (including mesothelioma)

• Bone & soft tissue Sarcoma

• Skin (including non-melanoma)

• Upper GI (including Hepato-biliary)

• Urology (all 4 sub-types)



Site-Specific Clinical 

Reference Groups

• In place since late 2008

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

• Multi-disciplinary membership

• Strong links with professional bodies

• Work closely with a lead Cancer Registry

• Chairs’ Forum meets twice a year

• Each holds annual workshops with Network SSG chairs

• Examples of work to date:
– National Cancer Dataset 

– Review of National Cancer Data Repository

– Work programmes

– Production of ‘data briefings’

– Supporting Peer Review (Clinical Lines of Enquiry) 



‘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 (workshop 10th June)

• Health Economics workstream being established 
(workshop October 28th) 



• National Cancer Data Repository

• National level reports

• E-Products:

– eAtlas

– Cancer Commissioning Toolkit

– GP Practice profiles

• Data briefings

• Dataset development & implementation:

• Clinically-led work programmes

• HES-based ‘microsites’ (with NatCanStat)

NCIN – Main outputs



Who do we produce 
intelligence for?

• Clinicians

• Department(s) of Health

• Health Care Providers

• Health Care Commissioners

• Research Community

• National Statistics

• International Cancer Benchmarking Partnership

• Patients and the public  



Registry-HES linkage: 1985-2008 (England)

• >7.3 million tumour records from Registries

– c. 30 fields of data

• >49 million hospital in patient episodes

– c. 150 fields of data

Recently added

• National Cancer Audit data

• Co-morbidity (Charslon Index) recently added

• Radiotherapy Dataset now ready for analyses

National Cancer Data 
Repository (v2008)



National Cancer Data Repository: 
Potential linkages

• National cancer screening databases

• Outpatient HES

• IMS/ electronic chemotherapy prescribing (sample)

• National Cancer Dataset from Multi-disciplinary teams (stage, co-
morbidity, performance status, etc.)

• Radiology reports & PET scans (2011?)

• Clinical trials

• Genetic/biobank and other research datasets

• PCT cancer budgeting data

• Scotland, Wales, Northern Ireland



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 coo-rectal surgery

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


NCIN:
Incidence and mortality



Trends in 1 year survival:
England 1985-2004



Oesophagus: 
Trends in 1yr survival
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Lung Cancer Incidence by 
deprivation 





Major resection rates by age



Cancer Networks – Lung
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All cancer 
Routes to 
Diagnosis:
by cancer 
type
All malignant registrations

South West 2007

excluding C44 and multiples

Routes to 

Diagnosis

G
P/

O
P 

re
fe

rr
al

Tw
o 

W
ee

k 
W

ai
t

Em
er

ge
nc

y 
pr

es
en

ta
ti

on

O
th

er
 o

ut
pa

ti
en

t

Sc
re

en
 d

et
ec

te
d

In
pa

ti
en

t e
le

ct
iv

e

D
CO

U
nk

no
w

n

To
ta

l

 N
um

be
r o

f p
at

ie
nt

s 

Acute leukaemia 17% 3% 61% 12% 0% 4% 0% 4% 100% 380        

Bladder 22% 36% 18% 13% 0% 6% 1% 5% 100% 1,167     

Brain & CNS 18% 2% 49% 20% 0% 5% 0% 5% 100% 740        

Breast 8% 40% 5% 5% 28% 2% 0% 13% 100% 5,646     

Cervix 21% 17% 12% 8% 23% 3% 1% 15% 100% 308        

Chronic leukaemia 26% 6% 45% 13% 0% 4% 1% 4% 100% 629        

Colorectal 19% 29% 24% 12% 0% 8% 0% 7% 100% 4,515     

Kidney 22% 26% 23% 16% 0% 5% 0% 8% 100% 928        

Larynx 35% 34% 8% 14% 0% 5% 0% 3% 100% 216        

Lung 15% 26% 38% 10% 0% 4% 1% 7% 100% 3,893     

Melanoma 23% 39% 4% 8% 0% 5% 0% 22% 100% 1,686     

Multiple myeloma 20% 14% 44% 13% 0% 4% 1% 5% 100% 606        

Non-Hodgkin's lymphoma 25% 22% 25% 13% 0% 6% 1% 9% 100% 1,349     

Oesophagus 15% 32% 21% 14% 0% 13% 0% 4% 100% 912        

Oral 32% 27% 5% 14% 0% 4% 1% 17% 100% 458        

Ovary 20% 29% 28% 11% 0% 3% 1% 8% 100% 853        

Pancreas 13% 20% 45% 10% 0% 5% 1% 7% 100% 917        

Prostate 26% 28% 11% 11% 0% 7% 0% 16% 100% 4,865     

Stomach 14% 24% 31% 13% 0% 11% 1% 6% 100% 801        

tbc (other) 21% 18% 34% 12% 0% 4% 1% 9% 100% 4,323     

Testis 14% 47% 9% 15% 0% 4% 0% 11% 100% 259        

Uterus 28% 36% 8% 12% 0% 5% 0% 12% 100% 918        

Total 19% 28% 22% 11% 5% 5% 1% 10% 100% 36,369  



Relative one year survival:
by cancer type
Malignant registrations, South West 2007, excluding multiples and DCOs

EUROCARE

Relative 

Survival
95% CIs

Relative 

Survival
95% CIs

Relative 

Survival
95% CIs

Relative 

Survival

Acute leukaemia 39.7 (28.1 - 51) 39.4 (32.9 - 45.8) 40.4 (29 - 51.5)

Bladder 78.3 (74.6 - 81.5) 34.0 (27.3 - 40.8) 79.2 (73.2 - 84) 85.3
Brain & CNS 68.4 (60.1 - 75.4) 34.0 (29.1 - 38.9) 60.6 (53.6 - 66.8) 39.1
Breast 97.7 (96.8 - 98.4) 50.8 (44.4 - 56.9) 98.2 (97.5 - 98.8) 95

Colorectal 84.5 (82.7 - 86.2) 48.4 (45.2 - 51.5) 79.5 (76.9 - 81.9) 74.7

Kidney 81.1 (76.8 - 84.7) 24.0 (18.4 - 30) 72.4 (66.1 - 77.7) 74.7

Lung 39.8 (37.4 - 42.3) 8.9 7.6 - 10.3) 32.4 (29.1 - 35.7) 36.1

Multiple myeloma 83.6 (76.8 - 88.5) 53.1 (46.5 - 59.2) 73.0 (63.7 - 80.3) 70.5
Non-Hodgkin's lymphoma 86.6 (83.2 - 89.3) 43.7 (38.1 - 49.1) 80.9 (76 - 84.9) 73.1
Oesophagus 43.8 (38.9 - 48.6) 22.4 (16.7 - 28.7) 45.5 (39.5 - 51.4) 36.3
Other 81.1 (79.8 - 82.4) 27.2 (25.2 - 29.2) 77.8 (76.1 - 79.5)

Ovary 83.4 (79.1 - 86.9) 38.8 (32.4 - 45.1) 72.1 (64.7 - 78.3) 70.7

Pancreas 21.0 (16.6 - 25.9) 6.0 (4.1 - 8.6) 22.3 (16.8 - 28.4) 19.2
Prostate 98.0 (97 - 98.7) 48.2 (43.6 - 52.7) 98.3 (96.9 - 99.1) 92.2

Stomach 49.1 (43.1 - 54.8) 17.7 (13.3 - 22.8) 47.6 (41 - 54) 44.1

Other routeEmergencyGP/OP referral (+TWW)

Cancer type



30 day mortality data:
Colo-rectal cancer surgery



NCIN data briefings 2010-11 

• CNS Tumour – developing a tumour registry
• Soft tissue sarcomas – Incidence & Survival
• Cervical cancer incidence and screening coverage
• Pancreatic carcinoma in the young
• Geographic variation in primary liver & gall bladder cancers
• Oral cavity cancers
• Major surgical resections in England
• Routes to diagnosis
• Malignant pleural mesothelioma
• Bone sarcomas – incidence and survival
• Breast cancer (x3): Deprivation; elderly; ethnicity
• Prostate cancer survival 
• Skin cancer registration
• 30-day colo-rectal surgery mortality
• The effect of rurality on cancer incidence and mortality
• Where do patients with blood cancers die?
• Survival of Children, Teenagers and Young Adults with Cancer in England



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

• Cancer e-Atlas

• UK Cancer Information Service (UKCIS)

• Cancer Commissioning Toolkit 

• GP Practice profiles

• HES Microsites

• Various portals:

– Inequalities portal (with National Cancer Equality 
Initiative)

– Cancer mortality by PCT 

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


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



Cancer Commissioning Toolkit -
dashboard



GP Practice profiles



Detailed “Microsites”



..with detailed “drill through”



Dataset development

• Cancer Services & Outcomes Dataset (COSD)

• Radiotherapy Dataset (RTDS)

• Systemic Anti-Cancer Therapy dataset (SACT)

• RCPath datasets

• Others (e.g. Radiology) 



Establish 

Requirements 

and Initiate

High Level

Design

Detailed 

Design and

Consultation

“Internal”

Testing

“Live”

Testing

ISB

Requirement

Standard

ISB

Draft

Standard

ISB

Full

Standard

Reference Group

Systems

Changed

DSCN

Raised

Fully 

Implemented 

Information 

Standard

Cancer Outcomes and Services 
Dataset –
Process overview

Trusts & systems suppliers

Spring 2011 Spring 2012 Sept 2012January 2010

Feb - Mar 11  

Open 

Consultation



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 PROMS...................................



"Liberating Information, Improving Outcomes“

NCIN and UKACR Conference

15-17 June 2011, Hilton London Metropole

Register at: www.ncin.org.uk



www.ncin.org.uk


