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

Using information to improve quality & choice



Site-Specific Clinical NCIN
Reference Groups national cancer
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« 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 Gl (including Hepato-biliary)
« Urology (all 4 sub-types)

Using information to improve quality & choice
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In place for almost 18 months
All have met at least thrice

Membership becoming stable (open recruitment over the
next 9 -18 months)

Strong links emerging with professional bodies
Chairs’ Forum meets 3 times a year
11 groups have held workshops with NSSG chairs to date

Main work to date:

— National Cancer Dataset

— Review of merged HES/CR data

— Work programmes

— Some ‘data briefings’

— Supporting Peer Review (Clinical Lines of Enquiry)
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 Radiotherapy (RES sub-group — RT Clinical
Information Group — sub-group of NRIG)

« Chemotherapy (Chemotherapy Dataset Group
— sub-group of NCIG)

« Pathology (RCPath datasets)

« Radiology: Joint RCR/NCIN working party
— Proforma-based (codable) reporting (diagnosis/stage)
— Extraction of data from RIS systems

 Co-morbidity advisory group being formed
— Call for bids to go out shortly

Using information to improve quality & choice



National Cancer Dataset NCIN
ReV| ew innqtteilcl)igaelnccaenrﬁeetrvvork -

 Managed by The Information Centre
* Chaired by NCIN

« Draft dataset in collaboration with SSCRGs by
end September 2009

« ‘Sign off’ by Project Board, end December 2009
« Work with Information Standards Board 2010

« ‘Data Set Change Notice’ November 20117
 Fully operational April 20127
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National Cancer Data NCIN
Repository (NCDR) natond cancer N

* Currently contains:
— ONS 1971 - 2006 (9.2m tumours)

— Registries 1990 - 2006, includes stage and
treatments (5.3m tumours)

— IP HES 1997 - 2007 (33m episodes, 4.9m patients)
— GP Research Database linkage complete

* Being updated for
— Registrations up to 2007
— NCASP data (lung, colorectal, H&N)
— HES outpatients
— Radiotherapy data to follow 2010

Using information to improve quality & choice




Expert analyses NQIN
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« Cancer eAtlas: - launched July 2008
www.Nncin.org.uk/eatlas
— Large and varied interest
— International recognition

* Reports on:
— UK incidence & mortality
— One year survival
— Deprivation
— Prevalence
— Ethnicity
— Male cancers
— Cancer in the Elderly

 Microsites

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

e-Products NCIN
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« U
« U
« U

K Cancer Information Service (UKCIS)
K, 2006 Incidence, mortality and survival

pdated Cancer e-Atlas (incl.prevalence)

* England, 2006 Incidence and mortality
« Cancer Commissioning Toolkit (updated)
 Various portals:

— Cancer mortality by PCT

Using information to improve quality & choice

Inequalities portal (with National Cancer Equality
linitiative): www.ncin.org.uk/inequalities



http://www.ncin.org.uk/inequalities
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« Cancer eAtlas: - launched July 2008
www.Nncin.org.uk/eatlas
— Large and varied interest
— International recognition

* Reports on:
— UK incidence & mortality
— One year survival
— Deprivation
— Prevalence
— Ethnicity
— Male cancers
— Cancer in the Elderly

 Microsites

www.ncin.org.uk
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Trends in 1 year survival.
England 1985-2004
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CY7 excl. C44: All malignant neoplasms (excl. non-melanoma skin cancer)

Males Females Persons
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diagnesis Cohort Survival Survival Confidence Interval Cohort Deaths Survival Survival Confidence Interval Cohort Deaths Survival Survival Confidence interval
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C15: Oesophagus
2005 by Cancer Network

NCIN

national cancer
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Lung Cancer Incidence by
deprivation NQIN
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Cancer incidence by deprivation quintile, England, 1995 - 2004 ational cancer
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Expert analyses NQIN
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« Cancer eAtlas: - launched July 2008
www.Nncin.org.uk/eatlas
— Large and varied interest
— International recognition

* Reports on:
— UK incidence & mortality
— One year survival
— Deprivation
— Prevalence
— Ethnicity
— Male cancers
— Cancer in the Elderly

 Microsites

www.ncin.org.uk
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Detailed “Microsites’ NCIN
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Back

4 4 | of 1 [ ¢l 100% - Find | Mext Select a format ~ Export  [§] =]

Major LGIT Surgical Procedures: Any Diagnosis

Procedures by Network of Trust and Consultant (Provider Based Analysis)

HES Cancer Data Extract 9 (1997/08 - 2006/07)

1897- 19%8-  199%-  2000-  2001-  2002-  2003-  2004-  2005-  2006- | Grand
1558 1999 2000 2001 2002 2003 2004 2005 2006 2007 Total

East Kent Hospitals WHS Trust Colectomy 162 178 163 174 138 144 145 148 142 138 1,333
Excizsion of Rectum G5 137 106 117 34 136 121 142 123 146 1210

260 315 269 291 242 280 266 280 265 285 2763

Maidstone and Tunbridze Wells NHS, a3 m 100 G5 i GG o6 Ei 107 11 963
Truat Excizion of Rectum 59 o5 71 7 63 12 72 72 72 36 743
Trust Total 142 200 17 175 152 171 168 151 17a 197 1706

Medway NHS Foundation Trust Colectomy 45 63 30 71 63 66 4 67 59 43 610
Excizsion of Rectum 45 43 45 i 45 32 45 60 63 63 521

Trust Total G5 111 28 110 112 118 123 127 122 111, 1131

Dartford and Gravesham NHS Trust Colectomy 33 42 42 45 47 43 32 46 47 43 445
[ Excision of Rectum 37 16 24 37 36 27 33 38 41 45 340

Trust Total fi 38 &6 36 a3 n 87 34 33 a7 T8%

Grand Total 570 634 605 662 589 639 G444 6352 634 690, 6389
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..with detailed “drill through”

Back

Select a format

4 4 |1 of 1 [ [l 100% - Find | Mext w | Export @ =

Major LGIT Surgical Procedures: Any Diagnosis
Procedures by Network of Trust and Consultant (Provider Based Analysis)

HES Cancer Data Extract 9 (1997/08 - 2006/07)

1897 1898-  1900.  2000-  2001-  2002-  2003-  2004- 2005~ 2006- | Grand
1548 1999 2000 2001 2002 2003 2004 2005 2006 2007 Total
East Kent Hospitals NHS Trust Colectomy 162 178 163 174 158 144 145 148 142 13% 1,353
[ Excision of Ractum 98 137 106 117 34 136 121 142 123 146 1210
Trust Total 260 315 269 01 242 280 266 2580 265 285 2,763
Maidstone and Tunbridee Wells NHS B Colectomy 37 28 37 30 34 32 40 33 57 50 378
Lot 10 23 13 23 22 19 14 11 20 22 178
10 3 10 17 10 13 21 3 13 g 126
12 13 13 7 4 7 5 3 2 66
8 13 3 5 7 g 3 8 2 63
4 11 & 3 6 4 3 4 3 3 32
3 10 2 2 2 2 28
3 7 4 8 3 25
21 21
2 2 1 3 1 1 2 4 1 17
3 2 5
1 1
1 1
1 1
Excision of Rectum 8 g 71 7 63 72 72 72 72 36 743
Trust Total 142 200 171 175 152 171 168 151 179 197 1706
Medway NHS Foundation Trust Colectomy 45 63 30 71 63 66 T4 67 59 45 610
Excision of Rectum 48 43 44 ki 45 52 45 60 63 63 521
Trust Total 93 111 it 110 112 118 123 127 122 111 1,131



June 2010 NCIN
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* Progress on Cancer Mortality Targets

* England by SHA, cancer network and PCT
Mortality rates and trends

— Analysis carried out by South West Public
Health Observatory

— Trends and rates by cancer network, PCT's
and SHA's across England and whether they
are on course to reduce mortality from cance gy
to the required levels.

National

Using information to improve quality & choice




Mid 2010 NCIN

national cancer
intelligence network

* Routes to Diagnosis

 Complex analysis led by Lucy Elliss-
Brookes with SWPHO and NatCanSat
utilising combined data from multiple
sources, to track routes to diagnosis for
cancer patients

Using information to improve quality & choice



c
S
)
S 4]
[ - ) [
Routes to s 2 £ - 2 g
E S 5§ £ 8 3 3 Hord
) ) = s ® 9 9 national cancer
() > Y= : !
Diagnosis s 3 & £ & 2 c o intelligence network
b T} o ° © ch 3 (]
& 3 »® £ § 5 2| = <
R EREEEEIHE
(U) - w (@) n - o D [t
Acute leukaemia 17% 3% 61% 12% 0% 4% 0% 4%|100%| 380
Bladder 22% 36% 18% 13% 0% 6% 1% 5%| 100%| 1,167 A” Cancer
Brain & CNS 18% 2% 49% 20% 0% 5% 0% 5%| 100% 740
Breast 8% 40% 5% 5% 28% 2% 0% 13%| 100%| 5,646 R t t
Cervix 21% 17% 12% 8% 23% 3% 1% 15%| 100% 308 OU eS O
Chronicleukaemia 26% 6% 45% 13% 0% 4% 1% 4%| 100% 629 . .
Colorectal 19% 29% 24% 12% 0% 8% 0% 7%| 100%| 4,515 DlagnOS| S
Kidney 22% 26% 23% 16% 0% 5% 0% 8%| 100% 928 -
Larynx 35% 34% 8% 14% 0% 5% 0% 3%| 100% 216 b
Lung 15% 26% 38% 10% 0% 4% 1% 7%| 100%| 3,893 y Can Cer
Melanoma 23% 39% 4% 8% 0% 5% 0% 22%| 100%| 1,686
Multiple myeloma 20% 14% 44% 13% 0% 4% 1% 5%| 100% 606 type
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 All malignant registrations
Oral 32% 27% 5% 14% 0% 4% 1% 17%| 100% 458 South West 2007
Ovary 20% 29% 28% 11% 0% 3% 1% 8%| 100% 853 excluding C44 and multiples
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
tbe (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 Natioral
Total 19% 28% 22% 11% 5% 5% 1% 10%| 100%| 36,369 et




Relative one year survival: NCIN
by Cancer type national cancer

intelligence network

Malignant registrations, South West 2007, excluding multiples and DCOs

GP/OP referral (+TWW) Emergency Other route EUROCARE

Cancer type zilzit\': 95% Cls 'gi'::\',\; 95% Cls ';i'::\': 95% Cls Z?::\';
Acute leukaemia 39.7 (28.1-51) 394 (32.9 - 45.8) 404 (29 -51.5)
Bladder 783 |(746-815) 340 |(273-408)| 792 (73.2 - 84) 85.3
Brain & CNS 684 |(60.1-754) 340 |(29.1-389)| 60.6 |(536-668)] 391
Breast 97.7 1(968-984) B0.8 |(444-569) 982 |(97.5-98.8) 95
Colorectal 84.5 (82.7 - 86.2) 48.4 (45.2 - 51.5) 79.5 (76.9 - 81.9) 4.7
Kidney 81.1 |(768-847) 24.0 (18.4 - 30) 724 (661-77.7)| T74.7
Lung 39.8 |((37.4-423)| 7.6-10.3) 324 ((291-357)] 36.1
Multiple myeloma 836 |(768-885) B53.1 (465-592)| 73.0 |(63.7-803)] 705
Non-Hodgkin's lymphoma 86.6 (83.2-89.3) 437 (38.1-49.1) 80.9 (76 - 84.9) 73.1
Oesophagus 43.8 (38.9 - 48.6) 22 .4 (16.7 - 28.7) 455 (39.5-51.4) 36.3
Other 81.1 |(798-824) 27.2 |(252-292)| 77.8 |(76.1-795)
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) (4.1-8.6) 223 (16.8 - 28.4) 19.2
Prostate 93.0 (97 - 98.7) 482 (436-527)] 0983 [(969-99.1)| 922

Stomach 49.1 (43.1-54.8) 17.7 (13.3-22.8) 47 .6 (41-54) | 44 1
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Mid - late 2010 NCIN

national cancer
intelligence network

» Joint Cancer Research UK and NCIN
CancerStats report on cancer by ethnic

group
e Joint Cancer Research UK, NWCIS, NCIN

CancerStats Report on cancer in
teenagers and young adults

* Major surgery rates

Using information to improve quality & choice



Major surgery - by age* I}{S'ka

Breast (f) 83% 87% 90% 86% 51%
Colorectal 66% 73% 70% 70% 54%
Lung 9% 22% 12% 10% 2%
Prostate 13% 35% 38% 13% 0%
Bladder 83% 82% 87% 86% 76%
Kidney 58% 83% 75 60% 27%

*Provisional data
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By age NCIN

national cancer
intelligence network

100% = (50: Breast

90% C18-C20: Colorectal

m—(33-C34: Lung

80% 1 "\\

— - (61: Prostate

70% =
\ \\A\. ——(C67: Bladder

60%

\ \\ \ —— C64-66 & C68:
50% Kidney

\ \\ (53 Cervix Uteri
40% S \ \\ e C5,6: Ovary
30% \ C54-C55: Uterus
20% '*}:—S\ = (15: Oesophagus
(including NOS)

= (16: Stomach

(including NOS)
=25 Pancreas

10% ~

0% T T T = 1
Under 40 40-59 60-79 80+

C22: Liver

S

CRI

National
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Deprivation quintile NCIN

national cancer
intelligence network

100%
90%
80% Breast (f)
Colorectal
70% e ung
e Prostate
60% —_ —
= Bladder
e Kidne
50% — Y
\ —CerViX
40% e Ovary
e Jterus
30% Oesophagus*
e Stomach**
20% — === Pancreas***
Liver***
10% ———
0% T T T T 1
Least 2 3 4 Most
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Scientific Advisory Group NCIN

national cancer
intelligence network

« Agree analytical methodologies — including the
Identification of outliers

« To review the ‘scientific’ content of NCIN reports

* To advise on the commissioning of methodological
research

« To advise on Peer Review of analytical and research
proposals put to the NCIN

* To liaise with the UKACR and other analytical bodies to,
common approaches to the analysis and reporting of
results
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Clinical Outcomes Group: NCIN
M a|n purposes antglcl)igaelnccaenrﬁgtrvvork

— To provide a strategic link between the NCIN & the
National Cancer Action Team

— To oversee & support the development of Peer Review

— To link between those producing data and those
responsible for improving the quality of care

— To identify what data is required to support the strategic
development of cancer services

— To support’ intelligent commissioning’

— To promote the use of outcome data in service
Improvement

— To support the implementation of NICE guidance

— To support the development of care pathways
Using information to improve quality & choice




Clinical Outcomes Group: NCIN
M em b ers an[glcl)igaelnccaenrﬁgtrvvork -

— NCIN

— National Cancer Action Team
— Peer Review Team

— DH Cancer Policy Team
— DH Quality Team

— SHA rep

— Specialist commissioner
— Network Director

— NHS Improvement

— NHS Information Centre
— NICE

— CQC

Using information to improve quality & choice



Research potential NCIN

national cancer
intelligence network

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............ccoiiiiiiinnennne,
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NCIN( <2

national cancer
intelligence network
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Drivers for change NCIN

national cancer
intelligence network

« Cancer Peer Review (‘Clinical Lines of Enquiry’)
« CQC ‘Annual Health Check’

* Peer pressure

« Voluntary sector pressure

« Cancer Reform Strategy

« DH ‘Quality agenda’ (Quality Accounts)
« Commissioning

« National Guidelines

« Patient choice

Using information to improve quality & choice



Drivers for change NCIN

national cancer
intelligence network

« Cancer Peer Review A
« CQC ‘Annual Health Check’
* Peer pressure
« Voluntary sector pressure + Data
« Cancer Reform Strategy > .

_ Clinical
* DH 'Quality agenda’ Outcomes Group
« Commissioning
« National Guidelines
« Patient choice y
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Main issues for SSCRGs NCIN

national cancer
intelligence network

* Development of a work programme (linked to national
priorities)

« Support for data set development

 Identification of main clinical indicators

« Supporting the development of Peer Review measures

« Advising on co-morbidity/radiology etc.

* Improving staging (engaging pathologists)

« Promoting clinical (and public) engagement

« Advising on reporting

« Making the most of links with the research community

« Supporting the use of data to change clinical practice

« Advising on care pathways (Map of Medicine)
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Links with treatment data NClN

national cancer
intelligence network

Trends in breast cancer radical radiotherapy
(courses divided into fraction groups)
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Links with treatment data NCIN

national cancer
intelligence network

Colorectal cancer chemotherapy by regimen by centre 2006-07
600
500
o 400 OOther
g OMitomycin + 5FU
% O Bevacizumab/Cetuximab
§> @ Capecitabine
S 300 O Oxaliplatin
§ B Irinotecan
g BW5FU continuous
5 B5FU DG inc_mod DG
< 200 @5FU bolus inc_RT
100 -
0 a
Centre 1 Centre 2 Centre 3 Centre 4 Centre 5

Source: Monica Roche: Oxford Cancer Intelligence Unit



Links with treatment data NCIN

national cancer
intelligence network

Breast cancer chemotherapy trends
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Coordinated National Data NC|IN( -
Management ieligence network

« Linked National Cancer Data Repository (NCDR)
— ONS Registration record
— Extended registry records (staging, treatments)
— Hospital Episodes (IP)
— Covers England only
 GPRD (controlled linkage)

« To Follow:
— HES OP
— National audit data
— Cancer Waiting Times (referral data, recurrence)
— Radiotherapy (mandated from April 2009)
— HES A&E
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C33-C34: Lung cancer NC| N
2000 - 2004 by deprivation national cancer

intelligence network

1995-1999
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c
S
e NCIN
= g £ - S o :
Breast = ® 9 ©© @ E = |ational cancer
E 2 o £ S o 2 telligence network
cancer g X > 8 £ 3 5
- o (7] c "5 ) - c o
- 9 g o v | g 2 2
o S o0 - c 2 () 0
QL e g 2 ¢ 8 o £ |3 | E
=] = c S
c 2§ 8 3 £EB 5|e| 2 |Breast
15-19 0% 0% 0% 100% 0% 0% 0% 0%| 100% 1
20-24 0% 0% 0% 0% 0% 0% 0% 100%| 100% 1l Routes to
25-29 27% 47% 0% 0% 0% 0% 0% 27%|100%| 15
30-34 20% 43% 0% 4% 0% 4% 0% 30%|100%| 56 DiagnOSi S’
35-39 14% 50% 3% 7% 0% 1% 0% 25%| 100%| 169 -
40-44 11% 53% 3% 8% 1% 1% 0% 23%|100%| 318 by age
45-49 12% 55% 2% 7% 6% 1% 0% 18%| 100%| 432
50-54 7% 27% 1% 4% 47% 1% 0% 13%|100%| 545 band
55-59 6% 25% 1% 4% 50% 1% 0% 11%|100%| 628
60-64 5% 25% 2% 5% 51% 2% 0% 10%| 100% 772 | ai malignant registrations
65-69 4% 23% 3% 4% 57% 1% 0%  7%| 100%| 715 | Solins casand muiples
70-74 9% 45% 5% 5% 25% 1% 0% 10%| 100%| 480
75-79 7% 56% 7% 4% 9% 4% 0% 13%|100%| 587
80-84 9% 56% 9% 6% 3% 3% 1% 13%| 100%| 433
85+ 8% 54% 20% 2% 0% 2% 2% 13%|100%| 494
Total 8% 40% 5% 5% 28% 2% 0% 13%| 100%| 5,646
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Lung Routes to Diagnosis: NCIN
by deprivation quintile national cancer

intelligence network
All malignant registrations, South West 2007, excluding C44 and multiples
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4 16% 26% 37% 10% 0% 4% 1% 7%
3 14% 26% 38% 11% 0% 3% 1% 7%
2 14% 27% 40% 9% 0% 3% 1% 6%
1 (mostdeprived) | 13% 25% 41% 10% 0% 4% 1% 6%
Total 15% 26% 38% 10% 0% 4% 1% 7%
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