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Why JRC?

Independence of national, private and
commercial interests

Can ensure continuity and sustainability

Proven track record in harmonisation and
standardisation of EU data systems

Networking and consensus building of
stakeholders/experts

Close proximity to the EU decision makers
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(1) Cancer

To fulfil the EC's Commitment to successfully reduce the burden of

cancer in Europe
we need ACCURATE and COMPARABLE population-based

European cancer data
(incidence-prevalence-survival-mortality)

“EUROCOURSE

7N
A7) CONCORD
LEACY Global surveillance
O/ of cancer survival

International Agency for Research on Cancer

1 World Health
Organization

European Network
of Cancer Registries
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Population-based cancer registries in the EU

Measuring all cases of cancer in the population in a
well-defined geographic area

20 National CRs

82 Regional CRs
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o *' covering
| 819% of the EU population

- National CRs Regional CRs covering whole country

Regional CRs - No CR
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JRC involvement since 2012

= Coordinating the ENCR secretariat

= Developing the Knowledge Service

European
Commission

Coordination of ENCR activities and
priority-mapping

Organisation and steering of ENCR working
groups, workshops, general assemblies

Communication — newsflashes, factsheets,
website

Establishment of data submission portal

Open-source harmonised data cleaning
publication and software

Data-visualisation tools and atlases

A proposal on cancer data quality checks:

Organlsatlon Of 2015 data-Ca” - data - one common procedure

for European cancer registries |

collection and processing i

Joint e Concer et Quality Checks Weking Grom
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Country Factsheets
EUCAN

national estimates

Estimated incidence for both sexes in Slovakia,

2012

33.94%

10.99%

10.53% Fomm O\ 3.75%

Large bowsl

Breast

Lung ind trachea & bronchus
Prostate

Kidney incl renal pelvis & urether
Lip, oral cavity & pharynx
Bladder

Corpus uteri

Stomach

Cther
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New user-friendly E — coming soon!

Dalla A alla Z| Mappa del sito | Informazioni sul sito | FAQ | Novita | Note legali | Cookies | Contatti | Cerca
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Cancer registry data
Register | Finnish Cancer Registry (1953 - 2010) v Get the register data

Cancer | Bladder cancer v

Year | 2006 7|

Sex [Male |

Data on | Incidence ¥
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(2) Rare Diseases

d Low prevalence: less than 5 per 10,000
persons (EU)

[ 6,000-8,000 distinct rare diseases

d6%-8% of the EU population affected

>30 million people affected in the EU




A Scattered knowledge and
expertise (diagnosis, treatment)

d Fragmentation of data sources

(>600 registries) across all EU
Member States

Clear EU Added Value -~
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EU Platform on Rare Diseases Registration

Knowledge generation centre for Rare Diseases

= Registries European-level solutions
- national supporting interoperability
- regional of data sources:

- local

- hospital > tools (IT tools)

- patients' guidelines

> methods,
harmonisation,

= European standardisation

surveillance > training
networks

For information providers ...... For information users
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Data Sharing leads to Knowledge

patients: - healthcare, social planning
- good clinical practices, care protocols
- therapy development

healthcare - knowledge development
providers: - good clinical practices
- therapy development

policy makers: - healthcare, social planning
- evidence for therapy decision making
- reference for Member States

researchers: - source of quality data

industry: - source of quality data
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EUROCAT

FULL MEMBERS

+ 32 registries in 18 countries
+ population-based registries transmitting case

data on all congenital anomaly (CA) cases in
their region.

ASSOCIATE MEMBERS

Fingary e .
Vaud CH * 6 registries in 6 countries

Zagreb HR

Emilia Romagna IT

« transmit an aggregate file containing the total

Tuscal

, number of cases in each congenital anomaly

subgroup by type of birth.

#
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31 registries in 23 countries

A network of population-
based registries specialised
in epidemiologic surveillance
of cerebral palsies (CP)

+ Active since 1998

+ Active registries: 24

* Non-active registries: 7
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Thank you for your attention

\  JRC Science Hub:
*ec.europa.eu/jrc

Twitter:

\_‘ @EU_ScienceHub

You

-

YouTube:

/ JRC Audiovisuals. '

Facebook
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EU Sc:ence Hub ‘ Jomt Research Centre

LinkedIn:

Vimeo:

Y Science@EC
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https://www.linkedin.com/company/european-commission-joint-research-centre?trk=nav_account_sub_nav_company_admin
https://www.youtube.com/user/JRCaudiovisuals
https://ec.europa.eu/jrc/en
https://twitter.com/EU_ScienceHub

