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JRC - Institute for Health and Consumer Protection (IHCP)
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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.

European
Commission
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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
of Cancer Registries

European
Commission
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European Network of Cancer Registries (ENCR)

« Objectives:

- The ENCR was established (1990) within the framework of the Europe

Against Cancer Programme of the European Commission.

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

. 43
J‘l \
Ao
\
i L2851
ssssssss ENCR Scientific Meeting and General A
iic Me 12-14 November 2014, Ispra (Varese), Italy

Towards a harmonised cancer information m
system in Europe

http://www.encr.eu/

5 EGHI meeting November 2014

vThe ENCR is governed by the Steering
Committee.
vThe ENCR is hosted by the European

Commission's Joint Research Centre.
v The ENCR
Association of Cancer Registries (IACR).

is affiliated to the International

European
Commission




European Network of Cancer Registries (ENCR)

ENCR membership

Population-based cancer registries

1. They operate in Europe.

2. They completed the ENCR questionnaire 'Overview of the

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

1

159 members (37 countries and 66% of population)

European |

6  EGHI meeting November 2014 Commission
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55th EMNCER.
Steering
Commmittes
MMesting
Sdih ENCR
Steering
Commilites
Maetng
Preliminary
FeELits on
quallty checks
for analysing

cancer reglstry
data

The ENCR Newsflash

ENCR Upcoming and Current Activities

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

Folowing the end of tern of Stsfano Rosso, Ana Gavin, Sabine Skesing, and Alexander Katalniz, as
wel 35 the resignation of Arana Znaor, ENCR-aMMliated cancer regisinies wers Invited fo cast ther vates
from 1 Sepember 2014 to 15 Cotober 2014 for the renewal of the clected members of the ENCR
Stesring Commities. Among the nine candidates, the following nominess were slectsd Nadya
Dimitrova, Hamy Comber, Carlptia Suzzonl, Alexandar Katlink and Mara Dodores Chinagque. Mare
riormation about the newly elecied members of Me ENCR Steering Committes |5 avallable here.
i you want ko know more about the rules and composition of the ENCR Stesring Commities, piease vsit

this page.
The 55th ENCR Steering Committee Meeting

12 Movember 2014

The pravious ang nesty elected ENCR representatives will maet for the Irst fime on the moming of 12
Movember 2014, night biefare the opening seesion of the 2014 ENCR Sclemtiflc Meeting. The main toplcs
of discission wil Include current and fuiure ENGR activities, paricularty n view of the General Assembiy
on the 13 November 2014.

2014 ENCR Scientific Meeting and General Assembly
12-14 November 2014, lapra [IT)

The final programme of the 2014 ENCR Scieniiic Meeing Is avallable online. The event wil open wiih
one plenary sesslon on the resuls from the ENCR working group aciiviles on quallly data checks and
will continue with flve sclentfc sessions Including contrioutions Trom five nvited speakers, 26 oral and
73 pOSter presentations. The Scientfic Mesting will cover several 1opkes, from quality checks to cinical
data, Incudng a dscussion on  avallablity of Infomation and  stafisical  methods.
AN masting docLments, Nciuding SDETACts of POSLENs and oral prasentations, will b2 dsnbutad 3t the
conference and will be avallable on the ENCR website.

2014 ENCR Membership Survey: Preliminary Results
13 Movember 2014, lapra (IT]

In May 2012, the JRC and the ENCR Invited all Europsan cancar ragistnes to partieipate In the 2014
ENCR survey on cancer registration practices. To date, a fofal of 116 Ewopean cancer reglsines
responded to he Imdtation and compiated the SUNVEY. Some prelminany results of he survey wil b2
presentad At  the 2014 ENCR  General Assamby.  on 13 Mowember 2014
If for any reason you haven't yet recelved the invitation io participate In the memoership suney, pease
confiact the ENCR secretariat at JRC-EMCR @es. curnpa.eu.

EGHI meeting November 2014

July 2013
December 2013
May 2014

July 2014
October 2014

European
Commission



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.

& Leenienet - ENCR Factsheets

Colorectal (CRC)-Large Bowel Cancer Factsheet

{ {
e - ;

Esfimated incidence and mostiity
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& s ENCR Factsheets
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Prostate (PRC) Cancer Factsheet
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+ marway reported the hghes cximated sge.sandardioed
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=}~ European Network
*-i}f of Cancer Registries EN C R FaCtS h e BTS
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Lung Including Trachea and Bronchus (LUNGC) Cancer Factsheet

T T e

* Lang cancer [LUNGE) devebops Inthe ung, iher o e
w0 bargeepans of respiration locted In the chest vy
and responstblefor admg crypen o nd vemoving cr-
o ke o the blood.
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dtgnosed with LUNGE. 1 sors, which makes LUNGC
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June 2014

@ i NCR Factsheets

Septamuer 2014

Breast Cancer (BC) Factsheet

Regional aiferences In EUrope 1 2012
Esiimated incidenca and mortay’

+ The counsrie with the highes esimaned incidence rates

YR Macedoria with ASB-E.of 33 deaths per 10000
P, Serkia (ASLE: 315) and Defginm (ASLE: 135
campire o the estimated Earopen average ef 5.0

Temporal European countries™

+ Dt to differences in coumtry-spesifc screening aciv-
ties, BC care services and the disribation of setiologi-

T o e
Exrapean o ey Urid Nl s g
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Training courses

= Organisation and funding of a Cancer Registry 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

9 EGHI meeting November 2014



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

165 participants and

B e S e 99 abstracts
Towards a harmonised cancer 26 oral presentations
information system in Europe

/3 posters

gf European Network v

of Cancer Registries

European
Commission
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2014 ENCR survey: Cancer registration practices
Aim

¢
= Build the JRC database of European registries )

A
= Update information on registration practices ?9,&‘
(o)
= Disseminate info to the ENCR members and SC '%@
%
@“‘.
o
Contact inf
ontact INTo QO(

Registry description (geography, coverage, type, year established)

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

A
7
9

Data sources

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

59

EGHI meeting November 2014
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A proposal on Cancer Data Quality Checks

Objectives

O To establish a comprehensive, standardised, and

common list of quality checks for harmonising CR

4 propasal on Cancer Data Quality Checks: one data for international studies

common procedure for European Cancer Registries

O To stimulate collaborations between CRs and the

emercoen main stakeholders in cancer information in Europe

Brian ROUS

0 Case definition

s Focuses on — [ \Vvariables and their formats

O Internal consistency checks
4 )

Impossible codes or combinations 2> Error

Very unlikely codes or combinations > Warning

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

European

12 EGHI meeting November 2014 Commission




A proposal on Cancer Data Quality Checks

Working Group

3 Workshops
at JRC - Ispra (Italy)

ARECARE /

RARECARENet

Expert from the

cancer registry
community

-

CONCORD

EUROCARE

* \
-
©

¥

/
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2 July 2013

Overview of data quality
checks used by major EU
studies and open discussions
on quality control methods.

15 October 2013

Agreement was reached on the
mandatory and basic variables
list and their formats.

4 June 2014

Discussion and agreement for
"One common procedure for
European Cancer Registries”

European
Commission




14

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

EGHI meeting November 2014
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On-going and Future Priorities

= Organising training courses and workshops.

= Collaborating in projects like HIRESELD - European High Resolution
Study on ELDerly patients (co-morbidity), childhood cancer, etc

= Ensure alignment with other EU-wide initiatives (ex.INSPIRE) and
other EC DGs (SANCO, EUROSTAT, RTD,...).

For More Information:

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

http://www.encr.eu

European
Commission
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http://www.encr.eu/
http://ihcp.jrc.ec.europa.eu/our_activities/public-health/cancer_policy_support
http://ihcp.jrc.ec.europa.eu/our_activities/public-health/cancer_policy_support
http://ihcp.jrc.ec.europa.eu/our_activities/public-health/cancer_policy_support

* Kk
*
* *

*
g K
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Thank You
for Your Attention

T Gy,
B oIt Research Ganire

Supporting
‘egislation

FYE ‘ . g , <
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Disclaimer: The contenfs of this. presentation are the views of the author and do not necessarilysrepresént,an,official position of thel European €0 Po—— JRC xxxxx ~ © European Union; 2013
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