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European Cancer Information System

1. Cancer is the second most common cause of death in the EU

3.45 million new cases of cancer and 1.75 million deaths from

cancer in Europe estimated in 2012*
2. European Institutions active in this area since 1987
3. EC Commitment - to reduce the burden of cancer in Europe

Measures to implement this goal depend on accurate and
comparable European cancer data (incidence-prevalence-survival-
mortality).

*Ferlay et al. Cancer incidence and mortality patterns in Europe: estimates for 40 countries in 2012. E]C.
2013; 49: 1374-1403.
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Main Achievements so far

= Hosting of ENCR Steering Committee Meetings at JRC-Ispra (Italy) -
starting from December 2012 (2 in 2013 and 3 in 2014).

= Official transfer of the ENCR Secretariat to JRC - August 2013.

= Development and adoption for the ENCR of a new corporate image
(including logo, updated website and newsflash)and provision of a

common “look and feel” for all ENCR products — August 2013.

'ENCR
© @& European Network
A\l 4 of Cancer Registries

L
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European Network of Cancer Registries (ENCR)

- The ENCR was established (1990) within the framework of the Europe
Against Cancer Programme of the European Commission.
« Objectives:
To promote collaboration between cancer registries.
To define data collection standards.
To provide training for cancer registry staff.

To disseminate information (incidence, mortality and survival) from cancer in

the European Union and Europe.

@ European Network of Cancer Registries

.= 1"!1
4
J l \ p
et A
i1 L2851
ssssssss ENCR Scientific Meeting and General A
g 12-14 2014, Ispra (Varese), Italy

Towards a harmonised cancer information n
system in Europe
™

vThe ENCR is governed by the Steering

Committee.

vThe ENCR is hosted by the European
Commission's Joint Research Centre.

vThe ENCR is affiliated to the International

2014

Association of Cancer Registries (IACR).

http://www.encr.eu/

European
Commission




European Network of Cancer Registries (ENCR)

ENCR membership

Population-based cancer registries

. They operate in Europe.

2. They completed the ENCR questionnaire 'Overview of the

registration practices' launched on May 2010 and on May 2014.

1 B

159 members (37 countries and 66% of population)

European |
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' ENCR

» 55th ENCER
SteeTing
Committes
Iesting

s 34ih ENCR
Steering
Committes
Meaeting

» Preliminary
resuits on
quality checks

. Eis |-l‘||-<r.|’

The ENCR Newsflash

ENCR Upcoming and Current Activities

Congratulations to the Newly Elected Members of the ENCR
Steering Committee!

Foliowing the eng of tem of Siefano ROSS0, ANNA Gavin, Sabine Siesing, ang Alexangar Kaainic, 3s
wel a5 the resignation of Ariana Znaor, ENCR-aMilated cancer regisiries wens Invited to cast teir vates
from 1 Seplember 2014 to 15 OCtoDer 2014 for the fenawal Of the eiscteq MEMBDES of the ENCR
Stesring Commitiee. Among the nine candigates, the folowing nominees were electad: Nadya
DimiTova, Hamy Comiber, Cariobia BUZZONI, Ale¥ander Katlinic and Mana Doiores Chinaque. More
nformaticn about the newly slecied members of he ENCR Stearing Committee ls avallable hers.
If you want to know mare about the rules and composition of the ENCR Steening Commities, please vislt

this page.
The 55th ENCR Steering Committee Meeting
12 Hovember 2014

The pravious and newly elected ENCR representatives will maet for the first Hme on the meaming of 12
Movember 2014, right before tha apaning session of the 2014 ENCR Sclentfic Meeting. The main toplcs
of discussion wil InGlude current and future ENCR activitles, paricularty In view of the Seneral Assemibly
an the 13 Navember 2014.

2014 ENCR Scientific Meeting and General Assembly
12-14 Novemiber 2014, k2pra IT)

The final programme of the 2014 ENCR Scientific Meetng I avallable online. The event wil open with
ona paenary $265ion oA the results from the ENCR woMing group activiies on qually oata checks and
will continue with flve sclentifc sessions Including contriowrlans from five invited speakers, 25 oral and
73 poster presentations. The Scientfic Mesting will cover several Wpics, from quality checks 1o clinical
data, Incding 2 discussion on avallaslity of  Infemation and  statisical  methods.
Al meeting documents, Including abstracts of posters and oral presentations, will be diswbuted at the
conference and wil be avalabic on the ENCA webshs,

2014 ENCR Membership Survey: Preliminary Results

13 November 2014, lapra (IT)

In May 2014, the JRC and the ENCR Invited all Europsan cancer registies i participate i the 2014
EMCR SUNVEy On cancer registration practices. To oate, a tolal of 118 Ewopean cancer ragkines
responded to the Imvitation and complated the survey. Some prelminary results of the survey will be
presented at e 2014 ENCR  General  Assambiy, on 13 Movember 2014
If for any reasan you haven't yet recsived the invitation to particlpats In the memership suney, please
contact the ENCR secretanat 3t JRC-ENCRIZEC SUrDpa.ey.

July 2013
December 2013
May 2014

July 2014
October 2014
January 2015

preparation
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The ENCR Factsheets

The factsheets provide an overview of the cancer burden in Europe.
They inform about regional differences in incidence within Europe, on
gender patterns and on trends over the last decades. Complete with a
summary of screening and prevention methods and an overview of

causes and risk factors. New Factsheet in preparation (Melanoma)

=k European Network =h European Network
'?-’ of Cancer Registries ENCR FaCtSheetS 3-" E?@;ﬁ:;g:;\::?rrés ENCR FaCtSheetS .?;’ S ENCR FaCtSheetS © of Cancer Registries ENCR FaCtS hTS
of Cancer Registries Zh

Colorectal (CRC)-Large Bowel Cancer Factsheet =y
(CRC)-Larg Prostate (PRC) Cancer Factsheet Breast Cancer (BC) Factsheet

7 7 Lung Including Trachea and Bronchus (LUNGC) Cancer Factsheet
d ¥ e e — e 1 - totr s o =
ey A ‘. CE— s her ( . e =

Regional differences in 2012
Estimated incidence and mortaity

enmrnrimnee ] e Asia 296 per 100555 PY in Wesern Esrope
+ Werkheide: BC & the e frepaent camseof cxncer death

Westerm and Northern Europe and Nerthemm America

i oty s 5 s 7
* The courites with the hghest et inchleecs Taes i Eacer Aci o per 10000 PY i Weern Africa
= Earope were Scvaki, Husgary and Denrk.

* skt poredhe ghe stimaied e | mdm
mcidence rae* (A58

Pegorl aTerecs 1 g 12012
Esiimated icioence and mortay*

Regional differences in Eurvpe in 2012
Estimated incidence and monaity"

D i = The couriries with the hghest st matod kncidemce rates

+ Coonecsal cancer (CRC], alo kmown 13 Bowel Cancer, 15 person.years. ey 1= Earope wers Norway, France and Swedin, -
‘cancer of the elon andjor recmm, The colom abncalled  + Albama nslsg),qpm: (asi: 10.5) amd sceland (S - Norway reporied the highest stimated age. dandardized
the large ttestee, s the par of the Body's dgestoe o1 eparie thelowest estmaied marialay ats fiom - Prostate cancer (FIC] deveiops tn the prosta,  gland  imckdence rate® (ASILE) of 1733 mew caves per 0ncen * Lang camse (LUNGE) develops nhe g, v of e
ﬁnmkwmmmmﬁmm:m”mmw El:mmmgmmyemmii o mthe male repuczve system locaed drecty hesexth persam yeam. to be compared 1 the £ 39° AR E of e g cogans of reqpiration located in the chest cavey
e, i e bt i e et e e g oo snd responsible o sdmg xygen o amd removing ar.
e the eaculation of semen. i i vt il e e o
dspuoed with G matec incidence and mortaity . Spain
+ Approcimately i7o0a exemated o be
D St vt g i e ———— iy o . mcting ot %0 of a e S cancs . anc Froegovin (ASLE. 5] o e oot -
pr— vwm ancer amongs Baropean mes accouniing, for s (AW E: 360 lnmumasu 337} and Bs- e e s
dbesse, making CAC thesocond lxding came of ances . Pl e ) ompd e e ey e e
[P — [r—— e anorms s thesecond, mos cormmam cances i the ok
« Worldwide, the tncidence of CRC varies tremendously,  + The moraltty ASis were 35 2 cmpared 0 15.4 cases per dﬂ'wwduuxmwuﬁ smofadlnewancer - Albami B w Maka (ASR-E: 136) and maly

[ e T e s i, v e ot et ey oyl ekl and e s+ Dt b i oy e i i
o e o i  Worldhide: tee-quisers o the regitemed cases of PEC. rses from PIC i Paroge for 21z
cccurred 1 lgh fncome countres In ook, Ieckience  + The vttty s estimated mortlty rates s ceary . :
b e of FRG vary memesdonsy (354l the highest sor compared o the vartsbiny 1m cstimated Inadence
rates are in Australta/New Zeshand (1042 per suaoec), s, . - H
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Training courses

= Organisation and funding of a Cancer Registries (Training

Course) (45 participants): Izmir, Turkey, 30 Sep - 4 Oct 2013

Participants from: Albania, Algeria, Armenia, Azerbaijan, Bahrain, Belarus, Bosnia and Herzegovina, Bulgaria, Croatia, Cyprus,
Egypt, Faroe Island, the Former Yugoslav Republic of Macedonia, Georgia, Iceland, Israel, Iraq, Jordan, Kosovo, Lebanon,
Libya, Liechtenstein, Kuwait, Moldova, Montenegro, Morocco, Norway, Occupied Palestinian Territory, Oman, Qatar, Romania,

Russia, Saudi Arabia, Serbia, South Sudan, Sudan, Switzerland, Syria, Tunisia, Turkey, Ukraine, United Arab Emirates, Yemen,

Western Sahara.

= Paediatric Oncology for Cancer Registries Training course:

IARC, Lyon (France), 25 to 29 November 2013

European
Commission




ENCR Scientific Meeting and General Assembly
12-14 November 2014 - Ispra (Varese) - ltaly

ENCR Scientific Meeting and General Assembly

Towards a harmomsed cancer i
information system |n Europe

European
Commission




2014 ENCR survey: Cancer registration practices
Aim

¢
= Build the JRC database of European registries )

P
= Update information on registration practices ?9,&‘
. . . (g
= Disseminate info to the ENCR members and SC %
$
]
@6\‘
. %)
Contact info (,’)
Registry description (geography, coverage, type, year established) 6’6

Conditions of cancer registration (legislation, personal identifiers, restrictions)
Funding sources

Data sources

Registration criteria and procedures (sites, data collected and coding, etc.)

59
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A proposal on Cancer Data Quality Checks

Objectives

O To establish a comprehensive, standardised, and

JURC. T EC HINT-C AL CREIPOIRT S

common list of quality checks for harmonising CR

b data for international studies
;. 0 To stimulate collaborations between CRs and the

main stakeholders in cancer information in Europe

A proposal on cancer data quality checks:
one common procedure o
7r European cancer registries Q Case definition

Carmen Martos,
Emanuele Crocetti (Coordinator),

- E N k i - Bri - .
Fope smsmmewve  FOCUS@S ON — 1 Variables and their formats
Version 1.0 - November 2014

e o O Internal consistency checks

—

Impossible codes or combinations 2 Error )

Very unlikely codes or combinations 2> Warning

\ Possible, but very rare code or combinations > Warning )

European
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A proposal on Cancer Data Quality Checks

: 3 Workshops
Working Group at JRC - Ispra (Italy)

\ 4

2 July 2013

\ Overview of data quality
checks used by major EU
studies and open discussions

ARECARE /

RARECARENet

on quality control methods.
15 October 2013
Expert from the

cancer registry Agreement was reac_hed on the
community mandatory and basic variables

EUROCARE list and their formats.
CONCORD 4 June 2014
/ Discussion and agreement for

"One common procedure for
European Cancer Registries”
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On-going and Future Priorities

Providing an up-to-date mapping of the European cancer
registries, their individual registration processes and needs.
Analysis of the 2014 ENCR survey

Becoming a reliable and sustainable data hub for epidemiological
research in cancer.
4 Development of a free software for quality checks
Call for data in 2015

Bring all stakeholders and expert groups together to tackle

priority issues

4 ENCR-JRC working groups

European
Commission




On-going and Future Priorities

= Organising training courses and workshops.
= Ensure alignment with other EU-wide initiatives (ex.INSPIRE) and
other EC DGs (SANTE, EUROSTAT, RTD,...).

For More Information:

http://ihcp.jrc.ec.europa.eu/our_activities/public-health/cancer policy support

http://www.encr.eu
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