"The European Commission’s science
and knowledge service

Q
O

European
Commission




Measuring the cancer burden:
the European Cancer Information System

European
ECIS Cl;rncer

Information

ENCR

European Network
of Cancer Registries

http://ecis.jrc.ec.europa.eu/

Manola Bettio

European Commission, Joint Research Centre (JRC)

11th European Public Health Conference, pre-conference Workshop, Ljubljana, 28 November 2018

Navigating the international health information databases: unravelling the processes behind the numbers :****; European
s Commission




ECIS: European Cancer Information System

EC Initiative requested by Council of the EU,
endorsed by EP and coordinated by EC's
Joint Research Centre

TO PROVIDE TIMELY COMPARABLE DATA ON CANCER BURDEN

A

European
Commission

« evidence for development and monitoring of
policies to prevent and treat cancer

« resource for epidemiological research

« promotion of citizens empowerment
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OUR QUESTION

 Cancer registries are the data
source

« EC contribution: harmonisation of
data and registration processes,
collection, analysis and
dissemination of cancer burden
indicators
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. .Towards a

pep Cancofly
w; State of the art of cancer registration in Europe

A
ENCR
\ 4 European Network

of Cancer Registries

- mapping of European CRs,
registration processes, needs

- set up of a European dataset for ]

- guidelines, recommendations, several studies/projects
'l EUROPEAN NETWORK trainings aimed at harmonisation o o
OF CANCER REGISTRIES - streamlining data submission
N ENCR Secretariat and data-usage processes
C International Agency for Research on Cancer - development of tool to
R i@yvo"&{é‘.’uﬁﬁﬁﬂ disseminate statistics on cancer
il burden
INCIDENCE
MORTALITY
SURVIVAL

3
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statistics over time
across Europe o
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https://ecis.jrc.ec.europa.eu/

Components of

the

v" 2015 data call

v" Ad-hoc portal for data submission

v' Databases to store and manage data

v' Common procedures for cancer data
quality

v" Harmonised data validation tools G T

v' ECIS web-application
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Where do the data come from?

2015 data call, ENCR-JRC project

149 CRs from 34 European
countries

more than 34,500,000 records In
the database

Covering about 60%
of the EU/EFTA
population

Data submitted

Data not submitted

Data with privacy issues
[0 Dpata not available
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The data call

ENCR-JRC Call for Data, 2015

p ro t O C O I Table 1.Variable number, name, description, format, core/additional, missing/unknown values

and coding schema

These variables should be separated by a semi-colon.

. . Missing
\Variable name ‘u’anlahl.e Format Maximum Core funknown Coding
description length
values
1_Flag Check flag F 1 ¥ Mot allowed | © — Not checked

1 -*Checked

1 INCIDENCE 2_Patient_ID Patient A 50 ¥ Motallowed | According to registry codi
> Cancer case file

3_Tumour_ID identification A 50 ¥ Mot allowed According to registry coding

ENCR-JRC project

Range of allowed values:

o _ o 5 4_Day_DobB Day of birth F 2 Y a5 E 11031
* 56 va rlab/es 2 1 core Cancer Incigence in 5_Month_DoB Menth of birth F 2 ¥ ag Range ;?::'D;Zd values:
Five Continents ; Year ;oa Year of birth F 4 ¥ 9993 Ra”gEF‘;?:q”c'l"t’Zjia'”“
(IARC) - - » 1842 and < the current year
H H 1->Male
> PO p u I a tl O n fl I e 7_Sex Sex F 1 b q : :))OFe:'uale
ther

Day: date of Range of allowed values:
M O R I ALI I Y & Day_Dol incidence F 2 Y a9 From 1to 31

> M O rta | It fl I e 9_Month_Dol Mc.:mh: date of r 5 ¥ 99 Range of allowed values:
incidence From 1 to 12

E N C R'J RC p rOJ eCt Year: date of

10_Year_Dol incidence F 4 Y Mot allowed Range of allowed values:

>1941 and = the current year

I Age at diagnosis -
> LI fe ta b I e 11 Age [incidence date) F 3 ¥ 999 Range of allowed values:

SURVIVAL ! 20and <121
in years
0—*Death certificate only (DCO)

H H 1-»Clinical
> Questionnaire EUROCARE 6 oo

12_BeD Basis of diagnosis F 1 ¥ 9

5-3Cytol
CONCORD 5—}HistDDIDi:l,' of a metastasis

7-»Histology of a primary
tumour
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https://portal-encrjrc.ec.europa.eu/submissions/details

2015 ENCR-JRC Call for Data Submission Form

The portal
fo r d a ta Dasta set=  Data Usage and Restrictions  Feedback
S u b m i SS i O n Data USEIQE and Restrictions

ncidence and Mortality in Ewn
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Towards harmonization The JRC-ENCR

of cancer registry quality checks
quality checks software

2013-2014 to validate cancer registry data and improve
quality and comparability

1692;39; 6c349 8idn-3:
149!

39 |
16:1083 .8
6;1é93 151

A proposal on cancer data quality checks:
one common pTOCEdUI’E
for EurOopean cancer registries

Carman Martos,
Emanuele Crocett (Coordinator,

& i Otts isser, Brian Rous and the

« CENCE DOL QUOITY CheCks WokiNg Group

204

: : : -136 3
m— i 37050 ¢ ? 5:0;1 is-izcgou 8400} g f'115 h
E Taab 7h 352348  Ronh-b- d-h-5-14-5 70031154 - i5- k- 100 Wi kb

agreement on common protocols to meet « 2016 first release
standards required by European and - revision and finalisation, including MPT checks 2018
international projects
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Data

dissemination

v" Public launch on 05 February 2018
(World Cancer Day)

v" incidence and mortality historical
data up to 2014

v survival for cases diagnosed 2000-
2007 and followed up to 2008

v national 2018 incidence and
mortality estimates
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The ECIS web-
application

https://ecis.jrc.ec.europa.eu

First step to a single quality-controlled information
system integrating all relevant data in a
systematic and continuous way

m European English @

European Commission > EU Science Hub >

ECIS - European Cancer Information System

Measuring cancer burden and its time trends across Europe

ECIS provides the latest information on indicators that quantify
cancer-burden acress Europe. It permits the exploration of
geographical patterns and temporal trends of incidence, mortality
and survival data across Europe for the major cancer entities.

The purpose of the web-application is to support i ch as well
as public-health decision-making in the field of cancer and to serve
as a point of reference and information for European citizens
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https://ecis.jrc.ec.europa.eu/
https://ecis.jrc.ec.europa.eu/
https://ecis.jrc.ec.europa.eu/

European Commission > EU Science Hub > ECIS

ECIS - European Cancer Information System

Measuring cancer burden and its time trends across Europe

100
Northern
Europe

75 UK and Ireland
el
f in 50 - & Europe
¥ 4 wa "t E—
25
s 2 —
0 uoreer .
@@ @qﬂ, @Qp @Q@ @Qq: '19@ f}?&w@h @Qb {]90“’ %Q,\Q q9@ g
0 25 50 75 100
2018 incidence and Historical incidence Survival estimates
mortality estimates and mortality up to
2014

» 40 European countries

» 34 cancer sites

= Collaboration
IARC/IACR/JRC/ENC
R

26 European countries
99 Cancer Registries
46 cancer sites
EUROCARE-5 study

34 European countries
149 Cancer Registries
58 cancer sites
ENCR-JRC project
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The ECIS database and the data providers

Rationale for the ECIS

The history and purpose of the European Cancer Information

System.

ECIS contributing initiatives and studies

The studies and projects reporting on European cancer registry
data.

Cancer sites definition

The lizt and description of cancer sites for each study and project in

the ECIS.
Acknowledgements
*; J European Network of Cancer Registries

Bt iy Rl

! Carcat Ragratties

Z . EUROCARE

s

PR e
EUROCARE

s .
International Agency for Research on Cancer

The population-based cancer registries

The data providers, enabling the computation of cancer burden

statistics.

ECIS database description

The contributing cancer registries, including the available periods

and statistics.

Glossary

The specific terminclogy and/or acronyms used across the ECIS
web-application.
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Three initiatives — same navigation structure

Incidence and mortality 2018 Incidence and mortality historical data Survival Help <
Incidence and mortality statistics, by reqgistry and cancer site Share this view <
Country/Registry Sex Cancer Age fear Indicator
IT Varese “ | |Both sexes w | |All sites ... “ | |All ages “ | (2004 to 2010 “ | | Incidence W

\Z v v
| Sex | Age INDICATOR
Geographic Cancer site M
area Time of
incidence/
11th European Public Health Conference, pre-conference Workshop, Ljubljana, 28 November 2018 morta I ity
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ESTIMATES 2018 - all countries

Estimates of cancer incidence and mortality in 2018, for all countries Share this view <
Counfry/Region Sex Cancer Age Year Indicator
By country “w | | Both sexes | | All sites but non-mela ™ hd W | |Incidence W

Estimated incidence by country v

Estimated incidence by country - comparison with Europe

- - - Both sexes, All sites but non-melanoma skin, All ages, 2018 ¢
Estimated incidence by country - sum s

Both sexes, All sites but non-melanoma skin

Country 4 Number of cases Crude rate ASR (European new) ASR (European old) ASR (world)
Albania 5020 273.3 3341 236.3 1691
Austria 42318 483.5 4569.6 3296 2351
Belarus 41045 434.3 476.7 35914 2549
Belgium 72085 6256.9 633.0 451.0 3225
Bosnia and Herzegovina 139867 399.2 416.8 300.3 215.3
Bulgaria 33778 480.0 447 6 3257 B 234.8

55555

Ukrsine 2881

United Kingdem 6263

‘Western Europe. 5838

225 20 75 45 425 40 J5 5 25 0 25 5 75 10 125 15 175 20 225 25 275 30
Relative chanae (%) of Age ised rate (European new)
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ESTIMATES 2018 - all cancers,

Survival Help

Incidence and mortality 2018 Incidence and mortality historical data

Estimates of cancer incidence and mortality in 2018, for all cancer sites Share this view <&

(¥ a]

Country/Region e Cancer Ane Year

| naic.anor
Italy “ | | Both sexes “ | | By cancer v 4 W

Incidence '

Estimated incidence by cancer

ltaly, Both sexes

Estimated incidence by cancer - comparison with Europe -
w @f= & o

Estimated incidence by cancer - percentage distribution

ltaly, Both sexes

. Italy, Both sexes Thyroid
Prostste ot
Lung
Colon Breast: 16.2%
Bisdder Estimated incidence by cancer - summary -
Corpus uter All other cancer sites: 24.4 % Murtple
Pancress
Italy, Both
o, ot secs T
HorHedakin 'F;‘::: Nen-Hodgkin lymphoms Cancer site . Number of Crude ASR (European new)  ASR (European old)  ASR
Liver . cases rate (world)
Anus
Thyreid Salivary glands All sites but non-melanoma skin 795528 640.2 5821 3870 2770
Kidne:
. Pancreas Anus 1223 21 18 12 08
’ Il sites but non-melsnoma skin
Leukaemia P Bladder 25003 437 6.9 236 159
e peseene Braincns 5024 10.1 a0 71 57
anis
Muttiple mysloma Liver: 3.5% e Breast 57039 187.8 150.9 1254 923
e Cervix uteri 3105 10.2 9.6 87 71
G = Kidney
Lip, oral cavity Mon-Hadgkin lymphoma: 3.6 % Larynz Calon 34372 588 491 3.0 2086
F“”“‘ Lung Corpus uter 8047 295 247 185 132
odgidin Vagina
Ossosragus Stomach: 3.6 5% Ovary Gallbladder 4408 74 6.1 36 23
Vv (Gorpusitia Hodgkin 2134 38 37 36 35
Oropharynz Rectum
Fane Rectum: 2.8 % Hypopharynx 716 12 1. 07 05

Anus
Salivary glands
Hypopharynx
Nasopharynx

Vagina

Pancreas: 3.9 %

Eladder: 7.4 %

Colon: 8.9 %

Oropharynx

Hypopharynx

Oesophsgus

o 20 40 80 = 1 Distribution percentage

Age standardised rate (European new) x 100.000 | Relative change (%)

70 60 50 40 30 20 10 0 10 20 an 40 50 80 70 =0




HISTORICAL DATA - all registries

Incidence and mortality 2018 Incidence and mortality historical data Survival Help
Incidence and mortality statistics, for all registries Share this view <e
Country/Registry Sex Cancer Age faar ndicator
By registry W Both sexes W All zites ... o All ages W 2004 to 2010 W Incidence And Mortality "

Incidence And Mortality by registry v
All sites {excl. other skin), Both sexes, All ages, 2004 to 2010 Fo it ﬂ % Iil o
T Ferrara

IT Lodi

T Romagnsa

IT Parma

Incidence by registry - summary -

All sites (excl. other skin), Both sexes, All ages, 2004 to 2010 il o
Registry * Years Number Crude rate ASR (W) ASR (E Qld) ASR (E New) Cumulative Risk
AT Austria 2004-2010 271414 468.1 256.29 361.22 51722 33.25
BA Republic of Srpska 2008-2010 122893 299.56 157.78 2187 299 24 36
BE Belgium 2004-2010 432445 53233 3193 445 51 635.01 45.07
BG Bulgaria 2004-2010 210561 39267 217.87 30072 408.42 31.48
(=it = N0 AN ANEN17 EC 14 AT AN TN A 427 OR Err
{**’; European

Commission




HISTORICAL DATA - selecting the registry/ies

Incidence and mortality 2018 Incidence and mortality historical data Survival Help

Incidence and mortality statistics, by registry and cancer site Share this view <

Country'Registry Sex Cancer Age == ndicator
45 registries W Both sexes W All sites ... W All ages W 2004 to 2010 W Incidence W
By registry m m
Austria Q | Aosta Valley
pelarus QY '+ Baneta-Andra-Tran : | ®) Incidence Population Pyramid
Belgium Q | Basilicata "
Bosnia and HerzegovilQ, | Bergamo x T'.'1EIFE|it',-'
Bulgaria Q | Biella x
Croatia Q | Brescia : ncidence And Mortality
Cyprus Q | Brindisi x
Czech Republic Q | Caserta ) o x
Denmark Q +| Catania-Messina-Siracusa- E-S'I:-Ia_a:rafusa-x
Estonia Q | Catanzaro x
France Q | Como :
Germany Q « Cremona ®
Iceland Q | VG x
Ireland Q | Ferrara :
Latvia Q | Lecce x
Lithuania Q | Liguria :
Malta Q | Lodi x
Netherlands Q +| Macerata x
Norway Q | Mantova :
Poland Q | Milan ®
Portugal Q [ Modena e x £ European
Romania Q +/| Monza and Brianza Pavia - i Commission
Serbia Q ~ |w| Naples ~ Piacenza ®x -




HISTORICAL DATA - by registry and cancer site

Incidence trends by age

Age specific i
L= =ulER Incidence trends by period

3 registries, Both sex

4000 - -
— C viRegisiry Bex
. NO National v | |Male
3500 —

s @2 & o

NO National, Male, Lung, All ages

Incidence and mortality statistics, by registry and cancer site

Cancer Age Year

W | |Lung W | |All ages W | [All years

Incidence trends by cohort - year of birth
& @

HO National, Male, Lung, All ages

s a0
-
2 o
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2 o
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- :
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o
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-ty engrie Indicator Registry Sex Cancer Age group.
e O Nerway e e o
Incidence NO Norway Maie Lung 50 \nckignce N Morasy. uete L oA
ncdanca H Nerw o 5 s
Incidence NO Norway Male Lung 10-14 X g
Incidence: NO Norway Male Lung 15-18 Imeaienoe 1O Nocey M L 101
Incidence NO Norway Male Lung 20-24 JneElancs HO Beremy M Lung Al
Incidence NO Norway Msle Lung 25-20 p— Ll e e Limp Frvicin
Incidence NO Norway Msie Lung 2034 fnoéncs NOHocwsy L bing PR
Incidence NO Norway Msie Lung 35.39 —_— Inckience O Horucay. Mak Lung 2034
et it e = e = T NG Norway . e -
Incidence NO Norway Msie Lung 4540 Inoslence N Norwsy, Mele, Lung gt
Incidence NO Norway Msie Lung 50-54 Lt e O Noguey; L= Lung s
Incidence NO Norway Msie Lung 5550 . Inexence NG Nockey ke Lurg ko4
Incidence NO Norway Male Lung 5064 ineionoa) NE Horuey Mk Lung By
Incidance NO Norway Maie Lung o500 . HO Hocur: b Lorg i’
Ineidence O Norway e Lung 074 = fnogenna HO Nosuey Mo Lung i
Ineidance. NO Norway Maie Lung 7578 — Incidence NO Norwsy Maie Lung 74
Incidence. NO Nerway Meie i 08 Incidence NO Norway Msie Lung 7578
Incidence. NO Norway Maie Lung e = Incidence NGO Norwsy Maie Lung an-84
= 1A T Incidence NO Norwsy Male Lung 85+
noioence Inaence
ncidence Incidence | Heggio Emila Botn sexes Hreast remaie
ncidence Incidence T Reggio Emilia Baoth sexes Breast famale
: i - e =T
ncidence IT Basifcata Female Al sites (excl. other skin) 2007-2010

[® ECIS - Explorer - Europe: X A

L&) [ [lel ] 3¢

&« C | & sicuro
Imported From IE () [ ECARSINTERNAL & ECARS - European C

HOW TO READ AND USE THIS CHART

The analysis of time trends of incidence or mortality
considers three major factors: age of the subject at time of
diagnosis or death (age), year the subject was born
(birth/cohort), and year in which the subject was diagnosed or
died (period).

By year of birth

The age-specific rates are plotted against the years of birth -
in intervals of five years - and stratified by age — in groups of &
years. Each line describes the incidence rates of each age
group by year of birth.

By vear of diagnosis

The age-specific rates are plotted against the years of
diagnosisideath - in intervals of five years - and stratified by
age —in groups of 5 years. Each line expresses the trend
(increase or decrease) of incidence/mortality rate in each 5
year age group by 5 year of time.

By age of diagnosis

The age-specific rates are plotted against the age group of
diagnosis - in intervals of five years - and stratified by year of
birth — in groups of 5 years. Each line expresses the trend
(increase or decrease) of incidence rate in each 5 year period
of birth (cohort) by 5 year age groups.

Switching from chart to table format is enabled by pressing the
corresponding button on the top right of the chartftable.

Both the chart and the table can be exported in pdf or excel
format, respectively.

https://ecis.jrc.eceuropa.eu/explorer.php?s1-1T$2-11754-1.... @ v | &

Sardegna »




SURVIVAL - all countries

Estimates of survival, for all countries

== LIS Sancar
Ey country Boih cexec b Al Altas

£

Ape-standardised 5-year relative survival by country

Eoth saxeg, All Eie, 16+ yeams, 2000-2007

Share thia view =5
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SURVIVAL - ITALY

Estimates of survival, by country and cancer site Share this view <a
C:ount Y Zay Cancar A2 Hag nalcatar
Italy L Both sexes o All Sites " o L o
Age specific and age standardised relative survival by follow-up interval -
Age specific 5-year relative survival taly, Both sexes, All Sites, 15+ years, 2000-2007 e il - I=1" [ i ]
taly, Both sexes, All Sites, 15+ years, 2000-2007 100 Age specific and age standardised observed {obs) and relative (rel) survival h
100 _
. -______‘_____- taly, All Sites, 15+ years, 2000-2007 it (i ]
Male
80
a0 o Age group Number of cases One year Three years Five years
- s obs 70.12 g3.18 45.68
z . CSE-Std 236340 i
. z rel 72.25 58.02 52.00
£ F . . S obs 8578 51.57 4375
2 E - \ i rel 71.40 87.27 52.18
g © _y - obs 25.58 TS T4.05
® a0 ' rel 38,67 72.08 75.41
2l s . obs 7791 81.51 55.15
40 - - rel 785.18 E2.52 57.33
.0 . S obs 75.94 50,02 5358
a0 ] - = rel 78.58 8175 557
i o ohs 71.85 54.82 47.02
20 - B5-74 132625
544 rel T3.42 50.41 54.20
Country Sex i (2631 obs £5.30 2641 2671
Country fialy Femalz ' - rel B1.14 4575 41.43
Itaty Femals
Itaty -
Haly Itahy Femsle Al Sites 55454
Itahy Female All Sites g85-74
by Femals Al Sites 75+ | JRC Intranet h —
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ECIS - COMING NEXT

» Focus on Paediatric Registry Data
- childhood specific + general registries

» From registry to country level: national estimates for countries without
national coverage
*  On-going methodological investigation

» Customised cancer and country factsheets

» Routine data collection to keep ECIS statistics constantly updated

European
Commission

11th European Public Health Conference, pre-conference Workshop, Ljubljana, 28 November 2018
Navigating the international health information databases: unravelling the processes behind the numbers




JRC TECHNICAL REPORTS

The European Cancer Information
System (ECIS) web application
Computing and disseminating

European statistics on
cancer burden

/? European Network
of Cancer Regisiries

ncy for Research on Cancer

Giorgia Randi, Fabrizio Zaro, Raquel N. Carvalho,
Carmen Martos, Nadya Dimitrova, Tadeusz Dyba,
Francesco Giusti, Luciana Neamtiu,

Emanuele Crocetti, Roisin Rooney, Davor Aslanovski,

Stefano Adriani, Antonino Brunatto, Silvio Grispo,
Massimiliano Gusmini, Nicholas Nicholson,
Enrico Ben, Manola Bettio

EUROCARE,

Septernber 2018

European Cancer Information System
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