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Measuring the cancer burden: 
the European Cancer Information System 



ECIS: European Cancer Information System 
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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 

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

• resource for epidemiological research 

• promotion of citizens empowerment 



• Cancer registries are the data 
source 

• EC contribution: harmonisation of 
data and registration processes, 
collection, analysis and 
dissemination of cancer burden 
indicators 

OUR QUESTION 
What is the burden of cancer in Europe? 
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- mapping of European CRs, 
registration processes, needs 

- guidelines, recommendations, 
trainings aimed at harmonisation 

- set up of a European dataset for 
several studies/projects 

- streamlining data submission 
and data-usage processes 

- development of tool to 
disseminate statistics on cancer 
burden 

INCIDENCE 

MORTALITY 

SURVIVAL 

State of the art of cancer registration in Europe 

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

2012 1990 

statistics over time 
across Europe  

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


 2015 data call  

 Ad-hoc portal for data submission 

 Databases to store and manage data 

 Common procedures for cancer data 
quality 

 Harmonised data validation tools  

 ECIS web-application 

Components of 
the ECIS 
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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  

Data submitted 
Data not submitted 

 *  Data with privacy issues 
Data not available 

* 
* 

Data with privacy issues 

Data submitted 
Data not submitted 

Data not available * 

Covering about 60% 
of the EU/EFTA 

population 
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The data call 
protocol 

 Cancer case file  
• 56 variables - 21 core 

 Population file 

 Mortality file 

 Life table 

 Questionnaire 

INCIDENCE 

MORTALITY 

SURVIVAL 

 ENCR-JRC project  

 EUROCARE 6 
 CONCORD 

 ENCR-JRC project  
 Cancer Incidence in 

Five Continents 
(IARC) 
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The portal 
for data 
submission 
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agreement on common protocols to meet 
standards required by European and 

international projects 

 
 

Towards harmonization 
of cancer registry 
quality checks 
 
 
 

The JRC-ENCR 
quality checks 

software 
2013-2014 

• 2016 first release 
• revision and finalisation, including MPT checks 2018 
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to validate cancer registry data and improve 
quality and comparability 

 



 Public launch on 05 February 2018 
(World Cancer Day) 

 incidence and mortality historical 
data up to 2014 

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

 national 2018 incidence and 
mortality estimates 

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 
 

 

Data 
dissemination 
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https://ecis.jrc.ec.europa.eu/
https://ecis.jrc.ec.europa.eu/
https://ecis.jrc.ec.europa.eu/
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2018 incidence and 
mortality estimates 

 
 40 European countries 
 34 cancer sites 
 Collaboration                 

IARC/IACR/JRC/ENC
R 

Historical incidence 
and mortality up to 

2014 
 

 34 European countries  
 149 Cancer Registries 
 58 cancer sites 
 ENCR-JRC project 

Survival estimates 
 
 
 26 European countries  
 99 Cancer Registries 
 46 cancer sites 
 EUROCARE-5 study 
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Three initiatives – same navigation structure 

INDICATOR 

Geographic  
area 

Sex 

Cancer site 

Age 

Time of 
incidence/
mortality 11th European Public Health Conference, pre-conference Workshop, Ljubljana, 28 November 2018 
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ESTIMATES 2018 – all countries 

Questions people ask about cancer 
 



ESTIMATES 2018 – all cancers, ITALY 

Questions people ask about cancer 
 



HISTORICAL DATA – all registries 

Questions people ask about cancer 
 



HISTORICAL DATA – selecting the registry/ies  

Questions people ask about cancer 
 



HISTORICAL DATA – by registry and cancer site 

Questions people ask about cancer 
 



SURVIVAL – all countries 

Questions people ask about cancer 
 



SURVIVAL – ITALY 
 



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 
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Thank you 
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