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The Joint Research Centre within the European Commission

European > Directorates — Directorates — Units

Commission General Institutes Scientific Units

= Established 1957. IRMM

Institute
for Reference Materials
and Measurements . IET
. . . . : Institute
= 7 institutes in 5 countries. / for Eneray
: : ) and Transport
= 2822 permanent and e . Y & -
temporary staff in 2012. Hendguarters ... W S AR for Transuranium
..... o GEEL ... Elements
BRUSSELS gl
KARLSRUHE _ .=
= 1443 scientific publications e s S
JYNT g . IHCP
) for PrOfpe‘cti\l/e P X B . Institute
| n 20 1 2 . ;izg?&oglca F : i - ;%Hce:r:tstmer
* SEvILLE | K - Protection
= Budget: €380 million i .
Lo IPS; ISM IES.
a n n U a | Iy, pl U S € 69 m I I I IO n Ifgitt‘:\l;tgrotection ISsi‘tJ;a :’2?n5trlrj\:ieronment
and Security Management and Sustainability
earned income. S
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JRC - Institute for Health and Consumer Protection (IHCP)

Molecular Biology and Public Health

Genomics Policy Support
Ciaran Nicholl
(Head of Unit)

Unit Work Programme
Coordinator
Nicholas Nicholson

Competence Groups

Public Health Nutrition and Health
Policy Support Sandra Louro Caldeira

Cancer and Rare Diseases
) Ciaran Nicholl f.f
Systems Toxicology

Behavioural Research

Nanobiosciences

Benedikt Herrmann
Chemical Assessment
and Testing Health Information
on Cancer
European
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Background — 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 successfully 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"”. Eur
J Cancer (2013 Apr) 49(6):1374-403.

European
Commission
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European Cancer Information System

Main Achievements so far

= Hosting of ENCR Steering Committee Meetings at JRC-Ispra
(Italy) - starting from December 2012.

= 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) providing

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)

« 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 personnel.

To disseminate information (incidence, mortality and survival) from
cancer in the European Union and Europe.

6

f§ European Network of Cancer Registries

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

Towards a harmonised cancer information
system in Europe

network, pre
skl ives, the ENCR Steering Committee.
elin

http://www.encr.eu/

Visit of European Registration of Cancer Care, JRC-Ispra, 14 April 2014

The ENCR is governed by the Steering
Committee.

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

The ENCR is affiliated to the
International Association of Cancer
Registries (IACR).

European
Commission




Main Achievements so far

The ENCR Newsflash:
— August 2013
December 2013

Launch of the new ENCR website
www.encr.eu - August 2013.

@jﬁ European Network of Cancer Registries

U] vwveoe | e [ s [ vwcme [ vovios | e |

Last i
stnews In Brief
« ARG 300 G
Tap e The ENCR Moves towards the Harmonisation of Quality
Association of Cancer Checks
Registries 358 Annual
Conference
v The swem toves 15 October 2013, lapra, italy
towards e
- - - Hi isatk f A worksh tted Checks for analysing cancer registry dafa: development of COmm
Last news ENCR Scientific Meeting and General Assembly 2014 Gy Ghecks. s ol e i b i g oo il bk
i »  Pacdaic Oncolody 7 commities members pus selectad of EXpests With the 3im of further discuEssing warkl
> ENCR Scientific Meeting 12-14 N ber 2014, Ispra (Varese), Italy Sancer megaes towands nannnnlsngs.\e process umﬁw checks of cancer regisiry data as hecade Tor
agd General Assembly . : development of a web-based toof and 1 identfy the practcal steps that can be taken 1o achieve this
2014 : B . £ . .. [Read
s oot Costonts Towards a harmonised cancer information o Rl 3 - ez merE
valedictory lecture system in Europe European e nmemd  |ARC and JRC Participates in the International Association of
> The ENCR Moves towards T Cancer Registries 35th Annual Conference
The ENCR Scientific Meeting and General Assembly provide the opportunity for all European
cancer registries to have a face-to-face meeting. The purpose of the event is for the registries to ENCR is hosted by the 22-24 October 2013, Busnoa Alres, Argentina
meeting share research findings, discuss cancer registration issues, exchange ideas and best practices, European Commission's
network, present epidemiological work based on cancer registry data and finally meet their doint Research Centre The 35th Arnual Intemational Association of Cancer Regkines (IACT) meeting was heid In Suenos
> 54th ENCR Steering D the ENCR Steering Committee. e pifim Ares, Argenting, 22-24 October 2013 LARC staff, JRC and JRC-sponsored participants a5 well s
Committee Meeting o . peE ENCR representatives 100K part In the event, plus experts and cancer r2gisines staf from al over
% GRELL Ascension Meeting The scientific sessions will cover topics such as: he wond. ... [Fesd more]
=T and reliability of collected by registries
= ~Clinical data: Integration and use of clinical datasets in population-based registries i istri
- Privacy and data confidentiality issues: current national and EU regulations Highlights from Cancer Registries Traning Course
Search - Coding issues such as extent of disease, haematological malignancies coding rules
ae date of diagnosis and multiple cancers 30 Saptsmber - 4 Octabar 2013, lzmir, Turksy
= - Statistical methods and software for use of cancer registries
Search.. - Gollaboration with publlc health, patients and non-governmental organizations In the frame of the European Commisslon Enlargement and Integraticn Activiles (E&IA), the JRC
by Ll orfallfy survival and prevalence and ENCR organised a five-gay raining course spectically targeting cancar regisiry staff from E&L&
o and IoW-TESOUNCES COUNTIRS. .. [Read more]

Recent Events

Paediatric Oncology for Cancer Registries Training Course
25-23 November, Lyon, France

This course provided Insight Into clinical practice and developed an understanding of he linkage of
ciinical gata with population-based cancer registries. In the framework of the ENCRURC
colaboraton and given the csar valus In the courss's mandate to fachitate the namanisation of
cancer 4ata across Euroge, participant atendance In this raining CoUrse Was SHONSOTed In part by
the JRC:

For more information regarding this fraining, please vist waw.2ncreu or
it fwww.are. rien/egucation-raining ENCCACoUrse.

European
Commission
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Main Achievements so far

ENCR Cancer Factsheets
December 2013

& btk ENCR Factsheets

Decamber 2013

Colorectal (CRC)-Large Bowel Cancer Factsheet

* Colorectal cancer (CRC), also kmown as Bowel Cancer, i
«cancer of the colon and/or reclum. The colon, also called
the large intestine. 15 the part of the body's digestive sps-
tem material from

the rectam.

* Each year approximately 447000 Eurcpeans® are newly
chagmosed with CRC.

* In 002 CRC acoomted for nearky 5% of all new cases of
ancer in Eumpe.

* In 201z, 24675 peaph were stimated to dic from the
disease, making CRC the socond leading cause of @ncer
deaths in Furmope.

= Worldwide, the incidence of CRC varls

Regional differences in 2012
Estimated incidenca and mortalty

= The countries with the highest estimated incidence rates
Im Exarope were Slovakda, Husgary and Denmark.
+ Slovakis reported the high 4
[ASR] of £33 per L
scn-years, b be comparsd tn the Furopean ASR of 35
= The Faropean countries with the lowest estimated Ind-
4

Ib d

with ASH less than or equal to 24
« The Earop
to Eastern Europe: Hungary (ASR: 31.9), Croatia (ASH:
zg.0) and Shovakia (ASH: 23.0), compared with an Baro-
pean averape of 19,5 deaths per 106000 person-pears.
b CIp (AS:
121} reparied the lowest esimated marialiy rates from
R among the Barpean coustries for a0z

{Bander differences in 2012
Estimated incidenca and mortalty

L= mortality ¥ higherin men
than In women.

= The inchdence ASRs at Enropean bevel were 55.7 for men
ompared 1o 34.7 for women.

- Th

with the highest estimated rates coarring tn Austraba
Hew Zeahind and Western Enrope:

e — 154 s e
+09000 persan-pears for men and womes repedivdy.

crtri dekre by e Lretcd

[0 g,

E Eurapean
Commission | Jsint Research Centre

ENCR i hosted by the European Commission's Jaint Aessarch Centre
Vi EFermi 2740 | 21027 lopra (W) | Haly w2z
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ENCR Cancer Factsheets

March 2014

@ o heeke ENCR Factsheets

March 2014

Prostate (PRC) Cancer Factsheet

Do moxpees. 4 reeagy b prasts e 817

* Prostate cancer (PRC) develops m the prostate, 3 gland
in the male repeoducttve systam Iocuied directty bemeath
the bladder, which adds sscretions to the sperm during
the efsculation of semen.

» Approximately pi7o00 Earopeans were estimated bo be
dtagnosed with PILC im 201z, which makes PRC the most
frequent Gmcer amongst BIrOpIn men accouniing fr
12% of all mew cases of cancer In Purope for this year.

* In the same year g2 200 FuTopean men were estimaied to
e from the dizeass accoumting for 5% of all new cancer
dzaths In Furcpe.

+ Warldwide: tiree quarters of the registered cases of PRC
occurred 1= high income countries in 2008, Incklence
rates of PRC vary tremendomsly (35-fold): the highast
Tales are in Australia/ New Zesland (1042 per roeoog),

* AL g adjusicd i 1o e s Turpn popstin (T,

L

Western and Morthers Europe and Northern America
whareas the lowsst age stamdardicad incidence rate 15 a-
timated in Soath-Central Asia {41 per secooo)e

+ Workdwide: Half of the registered desths occur n high
imcome countries; howewer, mortality rates differ less (10-
fidd) than 15 observed for incidance (25-fodd) Highest
death rates an: tn Afro- Caribibean countries.

Regional diferences in Europe in 2012
Estimated incidence and mortality!

* The countries with the highest sstimated incidence rates
I Emmope wers Norway, France and Sweden.

* Norway reperted the highest estimated age. standardtzed
incidence rate® (ASH-E) of 193.2 new Qises per 100000
persom.yers, 10 be compared to the EU-3p* ASE-E of

. mcmmmes with the lowest estimatad incidance weee
Ukraine, Mobdova and Albania, with ASH-E less than 32

+ The comnirtes with the highest estimated mortality were
Lithuania (ASR-E: 36.0], Denmark (ASF-E: 337} and Es-
tomla [ASR-E- 32 B}, compared with the estimated ELL35
average of w33 deaths per 100500 persan-years.

= Albamia [ASH-E: 13.4), Mahta (ASR-E: 13:€) and 1ty
(ASH-E: 144) meporied the lowest estimated mortality
raies from PRC in Barope for 20z

» The variabtitty in estimated morality rabes i deariy ms-
= 1o the varizbility In estimated Incidence
rates.

R re— o

P definc by e Livéie Nafioes ples Cypren”

m Europesn
Commission | Jeint Research Centre

ENCR = hosled by he Furapoon Commission's Jani Resasch Canire
Vi E_Formii 2140 | 21027 bspea (0N | by WN ST
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Main Achievements so far

= QOrganisation and funding of a Cancer Registry Training Course, in
collaboration with ENCR, IARC, MECC and the US National Cancer
Institute, E&I countries, Izmir, Turkey, 30 Sep - 4 Oct 2013:

« to provide CR staff with understanding of good practices and procedures
to establish/improve their registries and harmonise their processes for
data collection;

« to facilitate inter-comparative studies on specific cancer types;

 to provide participants basic principles of cancer epidemiology and use
of statistical tools;

« to develop closer links with the ENCR, JRC, TARC.

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.

European
Commission
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Main Achievements so far

3 Workshops on "Quality checks for analysing cancer registry data:

development for one common procedure”

« 2 July 2013
Overview of data quality checks in the EU and open discussions on a range of

quality control.

« 15 October 2013
Agreements were reached for the mandatory and
basic variable list and their format.
A working group for revision and proposal of .
internal consistency checks was created.

Summary of Cancer Data Quality Checks

.

A proposal on Cancer Data Quality Checks: one
common procedure for European Cancer Registries

* 4 June 2014
Final revision, discussion and agreements

European
Commission
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On-going and Future Priorities

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

Towards a harmonised cancer information

system in Europe

The ENCR Scientific Meeting and General Assembly provide the opportunity for all European
cancer registries to have a face-to-face meeting. The purpose of the event is for the registries to
share research findings, discuss cancer registration issues, exchange ideas and best practices,
network, present epidemiological work based on cancer registry data and finally meet their
representatives, the EMCR Steering Committee.

The scientific sessions will cover topics such as:
- Availability, completeness and reliability of information collected by registries
- Clinical data: Integration and use of clinical datasets in population-based registries
- Privacy and data confidentiality issues: current national and EU regulations
- Coding issues such as extent of disease, haematological malignancies coding rules
date of diagnosis and multiple cancers
- Statistical methods and software for use of cancer registries
- Collaboration with public health, patients and non-governmental organizalions
- Cancer burden in Europe: incidence, mortality, survival and prevalence
- Electronic data collection: new tools or old threats.

Meeting wvenue: the JRC-lspra site, the third biggest
Commission site after Brussels and Luxembourg, covers an
area of 167 hectares and is located in Ispra (VA), a small
town on the shore of Lake Maggiore in the province of
Varese of the Lombardy region, Italy. After more than 50
~ years of development, lspra is firmly established as one of
Europe's leading research campuses. Nested in the beautiful
setting of the lalian lakes, |spra provides a fascinating,
multicultural working environment for people from all over
Europe and beyond. For more information on the Ispra site,
please visit the JRC web page.

European
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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.
Becoming a reliable and sustainable data hub for epidemiological
research in the cancer data domain.

Start gradually the transfer of ENCR data and tools to the JRC, to
stabilise the management of cancer data by the European
Commission on a permanent basis in the future.

Bring all stakeholders and expert groups together to tackle
priority issues through training programmes, conferences,
workshops.

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

European
Commission
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For More Information

Websites

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

http://www.encr.eu

European
Commission
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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
http://www.encr.eu/
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