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The EUROCOURSE project and beyond  

EUROCOURSE origins 
 Europe against Cancer: Optimisation of the Use of 

Registries for Scientific Excellence in research 

 Main aim: An ENCR project, to support ENCR activities 

 Funded under FP7 

 Supported by IARC 

 Three years—ends in September 2012 
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Work plan: 10 work packages 
 WP1  Exchange of knowledge about national programmes  

 WP2  Ethical conduct of research  

 WP3  Tools for improving the quality, coverage and use of cancer 

 registration data in Europe  

 WP4  The development, harmonization, analysis and exchange of  

 European cancer registry data  

 WP5  Interface of cancer registries with cancer screening programmes  

 WP6  Interface of cancer registries with clinical care  

 WP7  Interface of cancer registries with biobanks  

 WP8  Dissemination of findings and training  

 WP9  European cancer control summit  

 WP10  Coordination of EUROCOURSE activities  

Work package 4: tasks and deliverables 
Tasks 

4.1:  Harmonization of data submission and standardised European 

 Cancer Database  

4.2:  Development of the analytical capacity for quality statistics in 

 Europe 

4.3:  Exchange of data between registries 
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Work package 4 
 Call for data 

 Data collection 

 Data processing 

 Website—European Cancer Observatory 

 Descriptive analysis 

 Research and publication of results 

 Further development of data and analysis 

 

Data collection: Registries portal 

Portal: 

data receipt, 

checking,  

logging, 

cleaning etc 
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EUCAN 
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EUREG 

EUROCIM 
 Proposed data access (to be agreed by registries) 

 public access data: aggregated by registry, sex, 5-year age 

group, year of incidence and cancer entity.   

 research data set: de-identified, individual records, either 

full or with selected variables only.  Each cancer registry will 

be required to give explicit permission to allow download 

of their individual records for each individual project. 
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Advantages of portal 
 Population-based data 

 Common data submission for all projects 

 Clear diagnostic criteria 

 International coding and classification standards 

 European structure 

 Data inventory 

 Rapid dissemination and reporting 

The future of the Observatory 
 European cancer database 

 Updated annually 

 Routine statistics and analysis available on-line 

 Dataset downloads 

 Expanded dataset 
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What next? 

 The “routine” dataset cannot 

identify many of the reasons for 

differences in survival 

 Increasing focus by stakeholders 

and others on  

 patient outcomes other than 

death 

 information on health service 

processes and outcomes 
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Quality measures  
 Structure: quality of cancer services 

 Service utilisation 

 Screening 

 Access and delays 

 Costs and effectiveness 

 Process: quality of care 
 Adherence to guidelines 

 Complications and side-effects of treatment 

 Equity 

 Outcomes: quality of life 
 Patient-reported outcomes 

 Disease-free interval 

 Survival 

What else could registries provide? 
Abstract submissions to IACR 2012 from European registries 
include data on: 

 Detailed clinical procedures (type of surgery etc)  14 

 Length of stay and clinical costs 7 

 Screening status 6 

 Comorbidity 5  

 Long term follow-up and quality of life 5 

 Adherence to guidelines 4 

 Biomarkers and hormone receptors 4 

 Oncology drugs 2 

 Patient costs 2 

 Socio-economic status 2 
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Expanding the dataset: some issues 
 Less control of quality by registries 

 Varying levels of completeness 

 National or local, rather than international, coding and 
classification standards 

 Additional work for registries in matching, de-duplicating 
outside data sources  

 Additional work in data management and quality assurance for 
central repository 

 Data protection and other local issues 

 Self-protection 

 Collecting routine data is already difficult enough—resources! 

One-speed or 

multi-speed 

Europe? 
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Possible next steps 
 Agreement on data sharing and release 

 Bring together collaborators 

 Agree data sharing and publication plan for additional data 

 Essential to have “payback” to registries for the additional 

work 

 Develop standards for additional items 

 Define domains in which standards could be developed 

 ENCR to coordinate work on these 

 Develop standards for a wide range of data items 
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Co-
morbidity 

Domains for standard development 
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European cancer information system  
(EPAAC proposals) 

 Individual data from population based cancer registries  

 Individual data from clinical registers  

 WHO-IARC-Eurostat mortality data (for all causes and 
cancer)  

 Population counts  

 Socio-economic data aggregated at national and cancer 
registry level  

 Risk factors aggregated at national and cancer registry level 
(tobacco, alcohol, diet)  

 Area specific data on health care system resources (hospitals, 
RT machines, doctors)  

 

Proposal from EU Joint 

Research Centre, Ispra, Italy 

 Host and develop portal for all European cancer registry 
data 

 Host and develop European Cancer Observatory 

 Data checking, cleaning, storage 

 Administrative support of ENCR 

 Work with registries on  

 Development of standards 

 Training 

 Publication 
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Thank you—if you would like to hear more… 

Cork September 2012 
 IACR Conference  17-19th 

 ENCR Conference  19-20th 

 CONCORD meeting  20-21st 

 

www.iacr2012.org 
 

Registration methods 

Data quality  

Burden of disease  

Cancer risk factors and geography  

Evaluation of clinical care   

Survivorship and survival 

Linkages to other data 

Cancer control 

Workshops:  
•Geographical methods  
•ICDO3 and TNM coding;  
•time trends and projections 
 


