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Abstract 
This document summarises the presentations and discussions at the Workshop 
on “Towards a European Cancer Information System”, held at the European 
Parliament on 12 February 2014 for the Committee on Environment, Public 
Health and Food Safety (ENVI).  
The aim of the workshop was to exchange views on the progress made so far in 
the area of cancer registries in Europe and the future challenges for the 
development of a European Cancer Information System, including issues related 
to the harmonisation and centralisation of cancer data, and data protection. 
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EXECUTIVE SUMMARY 
On 12 February 2014, the Committee on Environment, Public Health and Food Safety 
(ENVI) of the European Parliament held a workshop on “Towards a European Cancer 
Information System”. The workshop was hosted by Mr Andrey KOVATCHEV (MEP), Member 
of the Committee on Regional Development, who acted as a substitute for Ms Glenis 
WILLMOTT (MEP) and Mr Alojz PETERLE (MEP), Co-Chairs of the Health Working Group 
within the European Parliament’s Committee on Environment, Public Health and Food 
Safety (ENVI), who were unable to attend.   

In his opening statement, Mr KOVATCHEV pointed out that the aim of the workshop was to 
exchange views on the progress made so far, and the future challenges for the 
development of a European Cancer Information System. He stressed the importance of the 
topic, as cancer is the second most common cause of death in Europe. Mr KOVATCHEV 
explained that the focus of the discussion would be on the harmonisation and centralisation 
of cancer data, as well as on issues related to data protection. Finally, he welcomed all 
participants and gave the floor to the speakers.  

The workshop was structured in two parts. The first part provided an overview of the 
Cancer Information System in Europe, whereas the second one focused on the strategies 
for its future development.  

Dr Stefano ROSSO, Chairman of the European Network of Cancer Registries (ENCR) gave a 
broad historic overview of cancer registration practice, its purposes and uses. Since the 
1950s, the worldwide coverage of cancer data collection has increased considerably. He 
then explained that the registries are specifically used for epidemiological surveillance, for 
testing scientific hypotheses, as well as for economic evaluation and planning of cancer 
care policies. Dr ROSSO gave examples of scientific publications that demonstrate the great 
value of cancer registries and pointed out that research provided by the cancer registries 
comes at a very low cost compared to the costs of cancer care and therefore the use of 
these registries should be promoted.  

Ms Manola BETTIO, from the Institute for Health and Consumer Protection of the Joint 
Research Centre of the European Commission (JRC), described the role that her 
organisation plays in the cancer domain. She specifically referred to the 2012 
Administrative Arrangement between the JRC and DG SANCO, which gives JRC the 
mandate to ensure the maintenance of accurate and comparable data on incidence, 
mortality and survival; and entrusts the institute to support the establishment of the 
European Cancer Information System. Ms BETTIO identified the JRC’s ongoing and future 
commitments - the most important of which is that the JRC becomes a data hub for 
epidemiological research, simplifying the management of cancer data by the European 
Commission in the future.  

Dr Hans STORM, Director of the Cancer Prevention and Documentation Department, Danish 
Cancer Society, presented the current situation of biobanks and their links with cancer 
registries. Biobanks contain samples and data from individuals − who gave their informed 
consents to the storage, which allow researchers to study various diseases and, thereby, 
contribute to the improvement of human health. Dr STORM focused on legislation 
applicable to biobanks, highlighting that national level legislations vary with data privacy 
standards, although there are safeguards to protect the data of individuals. The proposed 
General Data Protection Regulation is problematic as it limits the use of personal data for 
research purposes. Dr STORM argued that the failure to carry out public health research is 
unethical and devastating for public health. Furthermore, making it difficult to access data 
should be avoided at all costs as it could enhance unethical access to data of low and 
uncertain quality.   
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Dr Milena SANT from the Istituto Nazionale dei Tumori (INT) presented an overview of the 
EC project ‘European Partnership for Action Against Cancer’ (EPAAC); for which she acts as 
a Leader of the Data and Information Work Package 9 (WP9). The main tasks of WP9 are to 
analyse the status of cancer information in Europe and to propose a strategic 
reorganisation of the data and information flow. She explained that the rational behind the 
proposal for a European Cancer Information System (ECIS) − which is the outcome of the 
WP9 − is  to make more effective use of cancer information data. The EPAAC identified 
several options for the ECIS’s basic functions, i.e. data management, data quality control, 
data analysis and data diffusion features. Dr SANT concluded that, as these options are 
already feasible, the realisation of the ECIS remains a matter of political will to pursue an 
increasing integration of the EU in the areas of research and public health. 

Dr David FORMAN, Head of Cancer Information Section at the International Agency for 
Research on Cancer (IARC) − the specialised cancer agency of the World Health 
Organization (WHO), presented a global perspective of the work of cancer registries and 
the role of the IARC. The IARC’s activities support the work of national and regional cancer 
registries all over the world. The institute is committed to providing reference material on 
cancer incidence, mortality, prevalence and survival. Dr FORMAN listed important resources 
− including the GLOBOCAN2012 online resource with estimates of incidence, mortality and 
prevalence of major types of cancers for 184 countries of the world, and the World Cancer 
Report with details of current state-of-the-art of cancer research. He concluded with a 
review of the IARC commitments to support low- and middle-income countries to improve 
the status of national cancer registries and enhance the quality of global cancer statistics 
for the benefit of cancer control.  

Ms Jana PELOUCHOVA, Founder and Chairperson of Diagnoza CML (Chronic Myeloid 
Leukemia) Patient Society in Czech Republic outlined the European Cancer Patient Coalition 
(ECPC). Patients’ organisations have major roles to play in raising awareness about the 
existing options to tackle cancer and the existing needs of cancer patients. The scientific 
evidence from cancer registries provides a useful advocacy tool for the patients’ 
organisations to approach authorities and for medical insurance companies to strengthen 
prevention practices. Ms PELOUCHOVA shared Dr STORM’s concerns on the potential 
negative impact that the General Data Protection Regulation might have, in its current 
form, on cancer research − the newly-proposed regulation would impede public health 
research conducted on the basis of population-based disease registries. 

In his closing speech, Mr KOVATCHEV expressed his gratitude to all speakers for the 
interesting debate and fruitful discussion, stressing that ensuring accessibility and 
comparability of cancer data at European level should be on the political agenda of the next 
legislature − on which all Committees should act together. 
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1. LEGAL AND POLICY BACKGROUND 

Cancer is the second most common cause of death in Europe and about 3.2 million 
European citizens are diagnosed with cancer each year. The existence of comparable cancer 
information is essential to improve the effectiveness of current research activities, cancer 
control mechanisms, and to support policy interventions.  

In 2009, the European Commission adopted the Communication on Action Against Cancer: 
European Partnership1 which defines several objectives to successfully reduce the burden of 
cancer in Europe. Evaluation of measures to implement this goal is critically dependent on 
accurate and comparable European cancer data allowing derivation of incidence, 
prevalence, survival and mortality statistics.  

Several European and national cancer registries2 already exist in Europe. These tools are 
essential to evaluate the effects of health policies and to compare practices across regional 
and national borders. The International Association of Cancer Registries (IACR) was formed 
in 1966 to develop and standardise data collection methods across regions to make their 
data as comparable as possible. A large number of Europe-wide databases of cancer 
indicators are maintained by the IARC, especially data regarding incidence and mortality3. 
In 1989, the European Network of Cancer Registries (ENCR) was established. The network 
consists of a database containing data from over 200 European cancer registries – making 
it the favoured repository for European cancer data.  

A wide range of research activities on cancer is also on-going in Europe. EUROCARE4 is the 
widest collaborative research project on cancer survival prevalence and patterns of care in 
Europe. The project aims to centralise and analyse cancer registry data across Europe. 
Along the same lines, the EUROCOURSE5 research project has developed a gateway for 
automated cancer registry data centralisation and has improved the European Cancer 
Observatory (ECO) website6 for the diffusion of cancer registry-based indicators. 

However, not all of these databases and research projects have been coordinated in the EU, 
and this has often resulted in the duplication of efforts and the fragmentation of cancer 
data. To overcome these challenges and to promote the best use of all of the available 
resources, the Joint Research Centre (JRC), in its role of science service to the European 
Commission, and in close collaboration with DG SANCO, is supporting the creation of a 
cancer information system for Europe that would build upon existing experiences, 
competences and cooperation, whilst recognising the invaluable role of the national and 
regional cancer registries in the development and implementation of the cancer information 
system7.  

  

                                                 
1  European Commission, COM (2009) 291 Final, on Action Against Cancer: European Partnership, available at: 

http://eur-lex.europa.eu/LexUriServ/LexUriServ.do?uri=COM:2009:0291:FIN:EN:PDF.  
2  Cancer registration is defined as the process of continuing and systematic collection, storage, analysis and the 

interpretation of data of persons with cancer. The population-based cancer registries collect data on every 
person with cancer in a defined population, usually comprising people resident in a well-defined geographical 
region. 

3  More information on IARC maintained databases is available at:  
http://www.iarc.fr/en/websites/researchprg.php.  

4  Eurocare website: http://www.eurocare.it/.  
5  Eurocourse website: http://www.eurocourse.org/.  
6  The European Cancer Observatory website is hosted by IARC and is available at: http://eco.iarc.fr/ .  
7  Joint Research Centre (2012), Towards a comprehensive and harmonised cancer information system: the role 

of the European Commission’s Joint Research Centre (JRC), Institute for Health and Consumer Protection, 
Public Health Policy Support, available at: http://ihcp.jrc.ec.europa.eu/our_activities/public-
health/cancer_policy_support/docs/Cancer%20Registries%20flyer.pdf.  

http://eur-lex.europa.eu/LexUriServ/LexUriServ.do?uri=COM:2009:0291:FIN:EN:PDF
http://www.iarc.fr/en/websites/researchprg.php
http://www.eurocare.it/
http://www.eurocourse.org/
http://eco.iarc.fr/
http://ihcp.jrc.ec.europa.eu/our_activities/public-health/cancer_policy_support/docs/Cancer%20Registries%20flyer.pdf
http://ihcp.jrc.ec.europa.eu/our_activities/public-health/cancer_policy_support/docs/Cancer%20Registries%20flyer.pdf
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A European Cancer Information System (ECIS) will ensure the collection of comprehensive 
and standardised cancer information and data from all of the Member States. The collected 
data will ultimately provide a framework to assess and control the impact of cancer in the 
community, and will monitor the direct effects and benefits of cancer prevention and 
control activities in Europe.  

Together with the JRC, DG SANCO and other stakeholders, i.e. the IARC and the ENCR, the 
European Partnership for Action Against Cancer (EPAAC) also plays an important role in the 
development of the ECIS. EPAAC is a Joint Action co-financed by the European Commission 
(2010-2013) in the framework of the second Health Programme aimed at improving 
coordination at the European level of the national health policies on cancer control. EPAAC 
addresses all aspects of cancer control activities − including health promotion, prevention, 
and health care. Its Work Package 9 (WP9) on ‘Cancer Information and Data’ provided an 
analysis of the status of cancer information in Europe and proposed strategic coordination 
of the data and information flow to better support cancer control and cancer research 
activities. The expected outcome of EPAAC’s WP9 was to develop a technical proposal for 
the development of the ECIS8.  

The development of a cancer information system for the EU will facilitate the establishment 
of an information resource which will allow the calculation of prevalence, survival rates, 
incidence and mortality rates. The data will generate a dynamic European cancer atlas, 
which will monitor the direct effects and benefits of cancer policy interventions. It will also 
provide an invaluable resource for cancer epidemiological research − allowing greater 
understanding of the differences and related causes in population-based studies. As such, it 
will be a key instrument in directing European and national cancer strategies. 

Several technical options for the operation of ECIS’s basic functions are presented in the 
proposal prepared by EPAAC’s WP9, covering: data management, data quality control, data 
analysis and data diffusion. The document also states that most of these technical options 
rely on using existing resources at very low cost and are therefore already implementable. 
However, many outstanding issues remain to be discussed, including the available 
resources, the time lines and the provisions related to data protection. For instance, 
assuring a permanent source of funds is necessary to evolve from the current variety of 
independent and fragmented initiatives to a sustained and integrated information system.  

Regarding the legal basis on which the ECIS will be developed, some barriers exist due to 
privacy regulations related to data collection and diffusion across different countries. More 
specifically, the current proposal for the General Data Protection Regulation9 might have a 
negative impact on cancer research. If adopted in its current form, the newly-proposed 
regulation might impede public health research conducted on the basis of population-based 
disease registries and, therefore, is the centre of attention at the moment within research 
institutes and patient organisations.  

 

                                                 
8  The deliverable of EPAAC WP9, including a summary of the ECIS proposal, is available at:  

http://www.epaac.eu/news/149-the-proposal-for-european-cancer-information-system-ecis.  
9  Proposal for a Regulation on the protection of individuals with regard to the processing of personal data and on 

free movement of such data (General Data Protection Regulation), COM(2012) 11 final, available at:   
http://eur-lex.europa.eu/LexUriServ/LexUriServ.do?uri=COM:2012:0011:FIN:EN:PDF.  

 

http://www.epaac.eu/news/149-the-proposal-for-european-cancer-information-system-ecis
http://eur-lex.europa.eu/LexUriServ/LexUriServ.do?uri=COM:2012:0011:FIN:EN:PDF
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2. PROCEEDINGS OF THE WORKSHOP  

2.1. Introduction 

2.1.1. Welcome and opening – Andrey KOVATCHEV (MEP)  

The workshop was hosted by MEP Andrey Kovatchev, Member of the Committee on 
Regional Development, welcomed the attendees and the speakers of the workshop. He 
acted as substitute for MEP Glenis WILLMOTT (S&D, UK) and MEP Alojz PETERLE (EPP, SL), 
Co-chairs of the Health Working Group within the European Parliament’s Committee on 
Environment, Public Health and Food Safety (ENVI), who were unable to attend. 

In his introduction, Mr Kovachev stressed the great importance of the topic under 
discussion, as cancer is the second most common cause of death in Europe. He highlighted 
that cancer-related issues need to be put high on the European decision makers’ policy 
agenda.   

Mr Kovatchev reminded the audience of the specific aims of the workshop, pointing out that 
the focus of the discussion would be on the strategies and future developments in the area 
of national cancer registries as well as on steps towards the creation of a Cancer 
Information System in Europe.  

He recalled the European Commission’s ‘Communication on Action Against Cancer: 
European Partnership’ (2009) which proposed the creation of the European Cancer 
Information System (ECIS). Mr Kovatchev explained that the ECIS will be established - 
allowing the collection and sharing of comparable and comprehensive cancer data across 
the EU. He referred to the work necessary to overcome the challenge of lack of 
coordination at EU level and the work needed to promote the best use of all available 
resources.  

The chair then introduced the panel and extended apologies from the announced hosts 
Mr Alojz Peterle (MEP) and Ms Glenis Willmott (MEP), Members of the Environment, Public 
Health and Food Safety (ENVI) Committee and Co-Chairs of the Health working group who 
were unable to attend. 

2.2. Overview of Cancer Information System in Europe 

2.2.1. History, purposes and use of cancer registration 

Dr Stefano ROSSO, Chairman, European Network of Cancer Registries (ENCR); Piedmont 
Cancer Registry, ‘Centro di Prevenzione Oncologica (CPO)’, Torino, Italy 

Dr Stefano Rosso started his presentation by giving an historic overview of cancer 
registration practice, its purposes and uses. He reminded that one of the first cancer 
experts meetings was organised by the Union for the International Cancer Control (UICC)10 
in the 1950s. The UICC meeting resulted in the development of specific recommendations 
highlighting that cancer registrations are important for setting the framework and the 
design of experimental studies11. The recommendations also indicated that population-
based cancer data should be as comprehensive as possible, i.e. covering as many different 
countries as possible. Such principles of completeness, accuracy and population-based data 

                                                 
10  Union for the International Cancer Control website: http://www.uicc.org/.  
11  IARC (1991), Cancer registration: Principles and Methods, Scientific Publication No. 95, Lyon, France, available 

at: http://www.iarc.fr/en/publications/pdfs-online/epi/sp95/SP95.pdf.  

http://www.uicc.org/
http://www.iarc.fr/en/publications/pdfs-online/epi/sp95/SP95.pdf
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are still applied today in the work of cancer registry institutes and are essential to influence 
the quality of cancer control policy and legislation.  

He observed that, since 1950, the worldwide coverage of cancer data collection has 
increased exponentially. Different strategies are used across Europe. Whilst some countries 
are fully covered by registrations, there are others, e.g. France, Italy and Spain, where full 
coverage is derived by estimations from small and medium-sized high-quality points of 
registration. Notwithstanding such remarkable progress, some countries within Europe are 
still not covered at all and therefore there is still room for improvement.  

Dr Rosso then explained how cancer registration can contribute to improving cancer care 
and control. He listed some activities for which cancer registration data are often used − 
starting with the development of epidemiological surveillance activities through to the 
testing of scientific hypotheses and the evaluation of the impact of preventive interventions 
at a population level. More recently, the registries are also used for economic evaluation 
and planning of cancer care policies, e.g. to make estimations of the costs of cancer burden 
and the resource allocations needed to tackle it.  

Numerous scientific publications have demonstrated the value of cancer registries over the 
decades. Dr Rosso remembered that evidence of the scientific use of cancer registry data 
first appeared in the 1950s in the work of Prof. Clemmesens, the founder of the Danish 
Cancer Registry. In his discoveries, Prof. Clemmesens used information found in cancer 
registries to conduct experimental studies on breast cancer and hormones.  

Dr Rosso provided further examples of scientific publications that demonstrate the 
usefulness of cancer registries. He spoke on the importance of the first generation of cohort 
studies which collected information on occupational exposure and environmental risk 
factors. Such studies were the first to acknowledge the existence of major carcinogens. 
Furthermore, the useful information provided by cancer registries on incidence data, in 
addition to mortality data, helped to improve the quality and, consequently, the number of 
these types of epidemiological studies. Dr Rosso observed that the value of cancer 
registries is in providing the best scientific evidence for conducting preventive clinical 
randomised trials where access to information on healthy persons is also needed.   

In his concluding remarks, he pointed out that the scientific base for research provided by 
cancer registries comes at a very low cost - depending on the population coverage. This 
cost is very low compared to the costs of cancer care and, therefore, he recommended that 
the use of cancer registires should be more widely promoted. Dr Rosso stated that there 
are very different institutional and governance settings for the management of cancer 
registries across different countries. Despite such differences, the same challenges and 
targets are shared for the future development of cancer registries, which include striving 
towards high scientific excellence, population coverage and accuracy. 

2.2.2. Developing capacities for best tackling cancer in Europe: cancer databases 
and systems  

Ms Manola BETTIO, Institute for Health and Consumer Protection (IHCP), Public Health 
Policy Support Unit, Cancer Information Group (JRC-EC) 

Ms Bettio outlined the work of the Joint Research Centre (JRC) − the European 
Commission’s in-house science service, its organisation and areas of activity. The JRC’s 
Public Health Policy Support Unit was established at the end of 2012 within the Institute for 
Health and Consumer Protection (IHCP) and works in close collaboration with DG SANCO. It 
plays a key role in supporting the process towards the establishment of a Cancer 
Information System for Europe.    
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After presenting the JRC’s role in the cancer data domain, Ms Bettio gave an overview of 
the background policy documents and legislation supporting the European Commission’s 
commitment to fighting cancer. She first referred to Article 168 of the Treaty of Lisbon 
(2009) which states that the European Commission should support the establishment of 
indicators necessary for periodic monitoring and evaluation of cancer trends. Ms Bettio also 
mentioned the Commission’s White Paper on ‘Together for Health: A Strategic Approach for 
the EU 2008-2013’ (2007)12 which stressed the need for health policies to be based on the 
best scientific evidence derived from sound data and information. The paper also 
acknowledged that the Commission is in a unique position to assemble comparable data 
from the Member States and regions.  

In 2008, the European Parliament Resolution on ‘Combating cancer in the enlarged 
European Union’13 was issued. The Resolution identified the role of national cancer 
registries as essential in collecting sound and comparable data on cancer, and urged 
Member States to implement statutory cancer registration that follows a European 
standardised methodology and classification. The European Commission was equally called 
on to support networks of national cancer registries − with a view to carrying out EU-wide 
studies of inequalities in cancer incidence and survival among countries. 

Another valuable document is the ‘Commission Communication on Action Against Cancer: 
European Partnership’ (2009)14, which defined several objectives to be reached in order to 
successfully reduce the burden of cancer in Europe. The Communication specifically 
recognised that evaluation of measures to implement this goal is critically dependent on 
accurate and comparable European cancer data allowing derivation of incidence, 
prevalence, mortality and survival statistics.  

To this purpose, the Commission Implementing Decision (2011)15 assigned the JRC the 
task to maintain accurate and comparable EU cancer data. Following this Decision, an 
Administrative Agreement was signed between DG SANCO and the JRC. The Agreement, 
which is effective since December 2012 for a 3-year period, sets out the main tasks to 
contribute towards a EU Cancer Information System. These consist in hosting the 
Secretariat of the European Network of Cancer Registries (ENCR) and providing enhanced 
and sustainable support to its activites; establishing and steering working groups for 
specific issues of interest to the cancer registries community; stimulating collaboration 
between different stakeholders and research entities involved in cancer registries 
information in Europe; developing and enhancing statistical and reporting tools and 
promoting their use so as to provide an evidence base for understanding the effectiveness 
of cancer diagnosis, treatment and follow-up.   

Ms Bettio then gave a brief overview of the main objectives and core activities of the 
European Network of Cancer Registries (ENCR). The ENCR has been in operation since 
1990, aimed at improving quality, comparability and availability of data to create a basis 
for monitoring cancer incidence/mortality. It also provides regular information on the 
burden of cancer in Europe, thus promoting the use of cancer registries data in cancer 
control, health-care planning and research.   

                                                 
12  European Commission, White Paper ‘Together for Health: A Strategic Approach for the EU 2008-2013’, COM 

(2007) 630 final, available at: http://ec.europa.eu/health/ph_overview/Documents/strategy_wp_en.pdf. 
13  European Parliament Resolution of 10 April 2008 on ‘Combating cancer in the enlarged European Union’, 

available at:   
http://www.europarl.europa.eu/sides/getDoc.do?type=TA&reference=P6-TA-2008-0121&language=EN. 

14  European Commission, COM (2009) 291 Final, on Action Against Cancer: European Partnership, available at: 
http://eur-lex.europa.eu/LexUriServ/LexUriServ.do?uri=COM:2009:0291:FIN:EN:PDF. 

15  European Commission Implementing Decision on ‘The adoption of the 2012 work plan, serving as a financing 
decision, in the framework of the second programme of Community action in the field of health (2008-2013)’, 
2011/C 358/06, available at:  
http://ec.europa.eu/eahc/documents/health/calls/2012/WP_2012_en_for_projects.pdf. 

http://ec.europa.eu/health/ph_overview/Documents/strategy_wp_en.pdf
http://www.europarl.europa.eu/sides/getDoc.do?type=TA&reference=P6-TA-2008-0121&language=EN
http://eur-lex.europa.eu/LexUriServ/LexUriServ.do?uri=COM:2009:0291:FIN:EN:PDF
http://ec.europa.eu/eahc/documents/health/calls/2012/WP_2012_en_for_projects.pdf
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The main activities carried out by the network include the definition of data collection 
standards and their dissemination through recommendations; the provision of educational 
and training programmes for cancer registry personnel to help build up competence and 
expertise; and the regular dissemination of information on incidence and mortality from 
cancer in Europe. At its core, the centrepiece of the ENCR is a database containing the data 
from over 200 European cancer registries, maintained and disseminated in a comparable 
and standardised way through the European Cancer Observatory (ECO)16. As established by 
the Administrative Agreement, the JRC is now hosting the Secretariat of ENCR and support 
to its activities; with the aim to stabilise the management of cancer data on a permanent 
basis in the future, all ENCR data and tools are being migrated to the JRC.  

In addition, a number of immediate changes followed the transfer of the ENCR Secretariat 
to the JRC, including the adoption of a new corporate image and the launch of several 
dissemination activities such as the new ENCR website, newsflashes and cancer factsheets. 
Moreover, the JRC co-organised and co-funded a training course for registries, in 
collaboration with the ENCR, the IARC and the Middle East Cancer Consortium (MECC)17, 
targeting countries that are lagging behind in developing systems for cancer registration.  

One major recent achievement of the JRC was the initiative on harmonisation of the 
European cancer registry quality checks. The JRC supported the ENCR in establishing and 
taking the scientific coordination of a Working Group that will finalise an ENCR-endorsed 
recommendations document addressing the quality standards required by major European 
and international projects. The leading stakeholders' platforms and research groups in the 
cancer data domain - among which EUROCARE18, CONCORD19, RARECARE20 and IARC - 
discussed and reached a consensus on a common set of quality criteria for the Cancer 
Registry data. The final outcome of the Working Group will consist in the report ‘A proposal 
of Cancer Data Quality Checks: one common procedure for European Cancer Registries’21 
that will be issued in mid-2014.   

In her concluding remarks, Ms Bettio identified JRC’s future priorities, aimed at developing 
an integrated cancer information system to provide a comprehensive trans-European 
reference in all aspects related to cancer control and care, including collection and 
treatment of, and access to, harmonised cancer-related data. This will enable the 
comparison of data via epidemiological studies across the EU, and will be vital in 
stimulating, steering and supporting effective policies on cancer. 
  

                                                 
16  European Cancer Observatory website: http://eco.iarc.fr/.  
17  More information on the training courses is available at:  

http://www.encr.eu/index.php/news/73-highlights-from-cancer-registries-training-course.  
18  EUROCARE website: http://www.eurocare.it/.  
19  CONCORD website:   

http://www.cancerresearchuk.org/science/research/who-and-what-we-fund/browse-by-location/london/london- 
school-of-hygiene-and-tropical-medicine/grants/michel-coleman-16148-global-surveillance-of-cancer-survival.  

20  RARECARE website: http://www.rarecare.eu/.  
21  The workshop brochure is available at:   

http://ihcp.jrc.ec.europa.eu/our_activities/public-health/cancer_policy_support/events/docs-seminar-13-
1/encr-second-quality-checks-15-october-2013/ENCR%20Workshop%20Agenda%202013.10.15.pdf.  

http://eco.iarc.fr/
http://www.encr.eu/index.php/news/73-highlights-from-cancer-registries-training-course
http://www.eurocare.it/
http://www.cancerresearchuk.org/science/research/who-and-what-we-fund/browse-by-location/london/london-%20school-of-hygiene-and-tropical-medicine/grants/michel-coleman-16148-global-surveillance-of-cancer-survival
http://www.cancerresearchuk.org/science/research/who-and-what-we-fund/browse-by-location/london/london-%20school-of-hygiene-and-tropical-medicine/grants/michel-coleman-16148-global-surveillance-of-cancer-survival
http://www.rarecare.eu/
http://ihcp.jrc.ec.europa.eu/our_activities/public-health/cancer_policy_support/events/docs-seminar-13-1/encr-second-quality-checks-15-october-2013/ENCR%20Workshop%20Agenda%202013.10.15.pdf
http://ihcp.jrc.ec.europa.eu/our_activities/public-health/cancer_policy_support/events/docs-seminar-13-1/encr-second-quality-checks-15-october-2013/ENCR%20Workshop%20Agenda%202013.10.15.pdf
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2.2.3. The current situation of biobanks and data protection: Interface with 
cancer registries  

Dr Hans STORM, Association of Nordic Cancer Registries (ANCR); Director of Cancer 
Prevention and Documentation Department, Danish Cancer Society, Denmark 

Dr Storm explained that a ‘biobank’ is a bio-repository, storing biological samples, such as 
tissues, blood, serum cells, faeces, urine, hair, frozen or dried storage from individuals. 
Samples are collected as part of defined research projects, population screenings, e.g. 
Phenylketonuria tests (PKU) in babies22, or for the diagnosis and treatment of diseases.  

As an example of a biobank, he presented the work and functioning of the National Biobank 
in Denmark23. The biobank, which contains samples taken from all Danish individuals 
taking part in the research projects and who gave their informed consents to the storage, is 
linked with all of the other existing biobanks (e.g. Danish Cancer Society’s biobank) with 
samples taken in line with the diagnoses and treatment of diseases. The Danish National 
Biobank includes a National Biobank Registry containing information on samples available 
in all large biobanks built within universities and hospitals nation-wide. Dr Storm 
emphasised that researchers can easily access the registry to see how many samples are 
available for a specific disease − however access to individual samples is linked to a strict 
procedure.  

Speaking about the advantages of biobanks and biobank registries, Dr Storm explained that 
the Danish Cancer Society’s biobank provides data from about 50,000 Danes to the 
National Biobank Registry, and now collects and adds data from the patients’ offspring to 
the original cohort. Such data allows researchers to develop genetic studies that span 
across generations and to study various diseases − since the genes contain a lot of 
information on activated cells. These collected samples allow researchers to see the pattern 
of changes in genes and link these changes to the development of diseases. Dr Storm 
concluded that this research contributes to the improvement of human health and stressed 
that researchers are not interested in the identity of individuals, but in the story held in 
their biological samples combined with similar data nationwide.  

Dr Storm then explained that in order to measure a particular medical condition, including 
a disease, there needs to be a measurable pattern − a ‘biomarker’. With these biomarkers, 
researchers can identify genes that activate certain diseases. In order to define biomarkers, 
a large number of samples should be collected and individual data should be grouped. As a 
successfully identified biomarker, Dr Storm referred to recently discovered human genes 
which are responsible for the development of breast cancer (BRCA1 and 224). The 
prerequisite of conducting successful research is to link the individuals’ biological data to 
his/her other health data, such as data from the cancer registry, the deceased registry, and 
any other information on his/her life style.  

Dr Storm continued by describing the main advantages of using biobanks, which are the 
reliability of data, the efficiency of the system and the fact that it allows for the use of past 
data. Regarding reliability, Dr Storm noted that data stored in biobanks are complete within 
cohort attendance rates and that there is minimised selection bias.   

                                                 
22  Population screening is an activity whereby a population, or part thereof, which is not aware of a disease, is 

tested to identify a disease. E.g. population screening can be used for identifying infants with PKU 
(Phenylketonuria). 

23  More information on the Danish National Biobank is available at:  
http://www.biobankdenmark.dk/About%20the%20Biobank.aspx.   

24  BRCA1 and BRCA2 are human genes that produce tumour suppressor proteins. BRCA1 and BRCA2 genes 
increase the risk of cancer by 16 times. More information is available at:  
http://www.cancer.gov/cancertopics/factsheet/Risk/BRCA.   

http://www.biobankdenmark.dk/About%20the%20Biobank.aspx
http://www.cancer.gov/cancertopics/factsheet/Risk/BRCA
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Whilst preparing a study, there may be some bias; however researchers using data from 
biobanks are fully aware of these risks since the population concerned by the study is 
already known. Biobanks are efficient − researchers can study samples and data for 
various purposes, i.e. data and samples can be used to analyse past exposures. This is 
especially important in the case of cancer research, because the causal exposure which 
leads to the disease may have occurred long before the diagnosis. By assessing samples 
and data, researchers can find the cause of certain diseases. This was the case, e.g. with 
the human papilloma virus (HPV), which was discovered as being a cause of cervical cancer 
from 20 year-old samples. Due to successful research, there is now an efficient vaccine 
against cervical cancer, thus eliminating 70% of HPV infections. He stressed that more pan-
European biobanks are needed in order to study rare diseases. 

The second half of Dr Storm’s presentation focused on the description of the legislation 
applicable to biobanks. He highlighted that national level legislation varies − however, most 
of the laws in place follow the OECD 1980s recommendations on privacy standards25. 
Differences in existing legislation give rise to various ethical, legal and social issues and to 
concerns related to vulnerable populations, intellectual property rights, privacy and 
security. To illustrate the currently applicable rules, Dr Storm referred to the Belgian legal 
framework, where the legislation presumes the patients’ consents for biobanking. In 
Denmark, the issue is regulated in accordance with the Data Protection Directive26, with an 
opt-out option. Dr Storm explained that, regardless of the data collection methods used, 
there are safeguards in place to protect the data of individuals. The use of collected clinical 
data is either subject to the patients’ consent and/or the authorisation of the ethical 
committee, and of data protection and health authorities. The use of epidemiological data − 
concerning a vast majority of the total population, is subject to authorisation by the 
competent authorities and the ethical committee. The use of biological data is subject to 
the combination of these two systems.  

Regarding data protection, Dr Storm also referred to the current proposal for the General 
Data Protection Regulation27, which he found problematic. He argued that its provisions 
and, in particular, Articles 81(2) and 81(3), allow the processing of personal health data 
only for specific purposes − including for reasons of high public interest. Dr Storm 
highlighted that terms similar to this are not clearly defined and thus limit the use of 
personal data. In his view, data should be disclosed whenever it is necessary for achieving 
the best possible medical results. Dr Storm, whilst referring to possible solutions to protect 
personal data, emphasised that making use of samples dependent on the individual 
patient’s consent would not be an optimal solution, because we would lose completeness 
and research could lead to significantly biased results. The collection of data from the whole 
population would not lead to results either, since such a collection would require 
disproportionate efforts to obtain consent. Dr Storm then emphasised the importance of 
harmonising the data collected, i.e. ensuring compatibility − otherwise research could lead 
to wrong conclusions.  

  

                                                 
25  OECD Guidelines on the protection of privacy and trans-border flows of personal data, are available at: 

http://www.oecd.org/internet/ieconomy/oecdguidelinesontheprotectionofprivacyandtransborderflowsofpersonal
data.htm.  

26  Directive 95/46/EC of the European Parliament and of the Council of 24 October 1995 on the protection of 
individuals with regard to the processing of personal data and on the free movement of such data, OJ L 281, 
23.11.1995, p. 31–50, available at:   
http://eur-lex.europa.eu/LexUriServ/LexUriServ.do?uri=OJ:L:1995:281:0031:0050:EN:PDF.   

27  Regulation on the protection of individuals with regard to the processing of personal data and on free 
movement of such data (General Data Protection Regulation), of 25 January 2012, COM(2012) 11 final, 
available at: http://eur-lex.europa.eu/LexUriServ/LexUriServ.do?uri=COM:2012:0011:FIN:EN:PDF.  

http://www.oecd.org/internet/ieconomy/oecdguidelinesontheprotectionofprivacyandtransborderflowsofpersonaldata.htm
http://www.oecd.org/internet/ieconomy/oecdguidelinesontheprotectionofprivacyandtransborderflowsofpersonaldata.htm
http://eur-lex.europa.eu/LexUriServ/LexUriServ.do?uri=OJ:L:1995:281:0031:0050:EN:PDF
http://eur-lex.europa.eu/LexUriServ/LexUriServ.do?uri=COM:2012:0011:FIN:EN:PDF
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In closing, Dr Storm presented the Eurocourse recommendations for biobanking and called 
upon the European Parliament to withdraw the LIBE Committee’s recommendations on the 
proposal for the new Data Protection Regulation. According to Dr Storm, the LIBE 
Committee’s amendments are unclear with respect to health and epidemiology research 
and some derogations even suggest the adoption of a separate legislation for research. He 
added that research on health data could be carried out in an unethical way and thus may 
also be of low and uncertain quality, and that this should be avoided at all costs. In 
addition, failure to carry out public health research is also unethical and devastating for 
public health.  

2.2.4. First round of questions and answers 

This section started with the observations of Mr Zoltan MASSAY-KOSUBEK, member of the 
European Public Health Alliance, also representing the European Chronic Obstructive 
Pulmonary Disease (COPD) Coalition. He observed that the debate was timely and was 
impressed by the existence of scientific evidence that demonstrates the efficiency and 
usefulness of cancer registries. Mr MASSAY-KOSUBEK asked all the speakers if it was 
possible to integrate the quantitative and qualitative data of cancer registries with other 
diseases registry, instead of creating separate registries for different diseases. In this way, 
cancer registries could be used for research on other diseases which have factors in 
common with cancer, such as chronic obstructive pulmonary disease (COPD). Both cancer 
and COPD are chronic diseases and require similar treatment. Moreover, both have ‘time 
bomb effects’ – meaning that the symptoms appear at a later stage and similarities can 
also be observed in co-morbidities and risk factors, e.g. tobacco.  

Dr STORM explained that such integration is possible depending on the situation in a given 
country. In Denmark, for instance, the cancer registry is based on the information 
extracted from the patient registry and the pathology and mortality registry. Different 
registries are, in fact, linked with each other and thus, specific disease databases can be 
created from this pool of data. To the contrary, in other countries where cancer registries 
often originate in the oncology departments – called clinical or quality registries, integration 
is only possible if the same software and the same analytical methods are used.  

Dr ROSSO also replied to this question explaining that, from an historical development 
point of view, most of the standards developed for reaching and measuring completeness 
and accuracy of the registration have been put in place and can be used for other 
pathologies. Cancer registration is derived from different sources, i.e. cancer societies and 
universities. Despite the institutions all being different, they use similar methods in 
complying with the standards, which, in turn, make the data comparable. 

2.3. Strategies for future developments 

2.3.1. The roadmap towards a European Cancer Information System   

Dr Milena SANT, Leader of Data and Information WP in European Partnership for Action 
Against Cancer (EPAAC), EC project; and co-leader of the EUROCARE cancer survival study; 
Fondazione IRCCS ‘Istituto Nazionale dei Tumori (INT)’, Milan, Italy   

Dr Milena Sant opened her presentation describing the European Partnership for Action 
Against Cancer (EPAAC). EPAAC is a Joint Action co-financed by the European Commission 
(2010-2013) in the framework of the second Health Programme aimed at improving 
coordination at European level of the national health policies on cancer control. EPAAC 
addresses all aspects of cancer control activities − including health promotion, prevention, 
and health care.   
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Dr Sant led Work Package 9 (WP9) on cancer information and data, with a research group 
involving all major cancer information and public health stakeholders in Europe − including 
IARC, ENCR, OECD and ECPC, in close collaboration with DG SANCO and the JRC. This 
Work Package aimed to provide an analysis of the status of cancer information in Europe 
and to propose strategic coordination of the data and information flow to better support 
cancer control and cancer research activities. Specifically, the expected outcome of EPAAC 
WP9 was to develop a proposal for a European Cancer Information System (ECIS), on 
which Dr Sant worked together with Dr Riccardo Capocaccia, the ECIS task leader for 
WP928.  

With EPAAC, pivotal steps towards realisation of an ECIS have been laid. First, the ECIS 
roadmap − including a detailed revision of the information available at the time of this 
presentation, has been agreed amongst all partners and published in Chapter 6 of the 
widely distributed ‘EPAAC Book’29. Second, the latest EUROCARE 5 cancer survival results30 
published on The Lancet Oncology31 were presented at the MAC roundtable ‘Key 
Determinants of Inequalities in Cancer Survival across Europe’32.  Finally, it was agreed 
that the most appropriate web-based tool to make these indicators available is the ECO, 
presently managed by the IARC, with a specific section devoted to present fully comparable 
epidemiological indicators, i.e. mortality, incidence, survival and prevalence, on areas 
covered by cancer registration in Europe. A very important preliminary activity to the 
development of an ECIS is the harmonisation of cancer registry data requested by several 
projects and institutions. Currently, incidence data is collected and published by the IARC 
and survival data is regularly collected by EUROCARE – also used to provide prevalence 
estimates. 

Dr Sant described the ECIS proposal by touching the rationale, the advantages, caveats 
and the way forward. The rationale is the effective use of cancer information data, and the 
ECIS design foresees a public health infrastructure functionally connecting all institutions, 
people and resources. ECIS will work within a common framework of concepts, methods 
and standards, funded on a sustainable basis and accessible by the scientific community 
and other stakeholders under appropriate regulations − with the only limitations being 
those necessary to avoid disclosure of sensitive individual information. The advantages of 
the ECIS is the inclusion of health systems at national and local levels, incentive delivery of 
care, and easier creation of networks between cancer control stakeholders and experts at 
global, national and regional levels.  

Several options for the operation of ECIS’s basic functions were presented covering: data 
management, data quality control, data analysis and data diffusion. Dr Sant briefly 
described each of the main functions and identified options. For instance, she clarified that 
data flowing into ECIS needed to conform to a unique and coherent structure based on a 
single centralised data repository, or on web-based remote connection to distributed data 
repositories.  

  

                                                 
28  The deliverable of EPAAC WP9, including a summary of the ECIS proposal, is available at:  

http://www.epaac.eu/news/149-the-proposal-for-european-cancer-information-system-ecis. 
29  EPAAC (2013), Boosting Innovation and Cooperation in European Cancer Control, Key Findings from the 

European Partnership for Action Against Cancer, available at:  
http://www.epaac.eu/images/OF_Ljubljana/Cancer_book_web_version.pdf.  

30  Eurocare 5 results available at: http://ftps.iss.it/EU5Results/Default.aspx.  
31  De Angelis R. et al. (2013), Cancer survival in Europe 1999—2007 by country and age: results of EUROCARE-

5—a population-based study, The Lancet Oncology, Volume 15, Issue 1, available at:  
http://www.thelancet.com/journals/lanonc/article/PIIS1470-2045(13)70546-1/abstract.  

32  A summary of the roundtable conclusions is provided on the Eurocare website at:  
http://www.eurocare.it/Eurocare5/tabid/64/Default.aspx.  

http://www.epaac.eu/news/149-the-proposal-for-european-cancer-information-system-ecis
http://www.epaac.eu/images/OF_Ljubljana/Cancer_book_web_version.pdf
http://ftps.iss.it/EU5Results/Default.aspx
http://www.thelancet.com/journals/lanonc/article/PIIS1470-2045(13)70546-1/abstract
http://www.eurocare.it/Eurocare5/tabid/64/Default.aspx
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Regarding options for data quality control, Dr Sant mentioned that data quality control can 
be managed in two different ways according to whether the data checks are carried out by 
the data provider at local level, or at central level by the coordination centre. EPAAC 
identified the main advantages and disadvantages of the options and concluded that the 
most efficient approach would be a combination of the two levels.  

With the same approach, systematic data analysis within the ECIS can be achieved through 
several modalities that are not mutually exclusive, i.e. through centralised, network-based 
or ad hoc analysis. EPAAC, however, recommended that a combination of the three 
modalities should be applied, only when necessary, to optimise the use of knowledge and 
time in cancer research.  

Finally, Dr Sant explained that the ECIS will be a key epidemiological research 
infrastructure for the European Research Area and therefore the system will have to make 
data available with the highest level of detail possible. Patients’ data, collected by cancer 
registries, is useful for research only when access to the individual patient’s record is 
possible − taking into account limitations arising from privacy regulation in the EU.  

Three different mechanisms for data release can be envisaged, i.e. the release under 
consent, release after approval by a central committee, or free public use. All three 
mechanisms provide rather different practical solutions that involve increasing levels of 
openess and the distribution of data without hindering the provider’s control on the use of 
their own data.  

Since 2012, the JRC was tasked to support the creation of the ECIS and coordinate its 
further development. The JRC will work in close collaboration with all the major 
stakeholders, i.e. ENCR, IARC, and other networks of European scientific institutions, to 
assess and select the most effective of those identified options. 

In her conclusion, Dr Sant remarked that the main technical and operational solutions for 
the development of the ECIS have been outlined by the ECIS proposal − most of which rely 
on existing resources at very low cost and are therefore already feasible. The realisation of 
the ECIS remains a matter of political will to pursue increasing integration of the EU in the 
areas of research and public health.  

2.3.2. Harmonising the work of cancer registries – a global perspective   

Dr David FORMAN, Executive Secretary, International Association of Cancer Registries 
(IACR); Head of Cancer Information Section, International Agency for Research on Cancer 
(IARC), France   

Dr David Forman started his presentation by giving an overview of the role of the 
International Agency for Research on Cancer (IARC); the specialised cancer agency of the 
World Health Organization (WHO). He then presented the work of cancer registries from a 
global perspective.   

In 2015, IARC will celebrate 50 years of activity. For the past five decades, a key 
component of the agency’s activities has been to support the work performed by national 
and regional cancer registries all over the world. Dr Forman stressed that population-based 
cancer registries play a central role in cancer control programmes, because they provide 
the means to plan, monitor and evaluate the impact of specific interventions in targeted 
populations33. He then demonstrated this concept by illustrating some key statistics derived 
from the European Cancer Observatory.  
  
                                                 
33  WHO (2010), Global status report on non-communicable diseases 2010, available at:  

http://www.who.int/nmh/publications/ncd_report_full_en.pdf.  

http://www.who.int/nmh/publications/ncd_report_full_en.pdf
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Dr Forman observed a correlation between those countries where there is no 
implementation of population-based screening strategies and countries where the risk of 
disease remained high over time. He then provided an example showing the distribution of 
cervical cancer incidence throughout all European countries, where some countries, i.e. the 
Baltic states and some Southern European countries, have a higher rate of cervical cancer 
incidence compared to Northern and Western countries. He presented evidence showing 
that data is eight-fold higher for women detected to have developed cervical cancer in 
those countries where national cancer cervical screening programmes are not established.  

To describe and analyse the global burden of cancer, the Cancer Information Section within 
IARC is committed to continously provide reference material on the cancer burden reflected 
in incidence, mortality, prevalence and survival. Part of its mission is to expand the 
coverage, continuity and quality of such data; particularly in regions where they are 
currently lacking, i.e. notably the low-income and middle-income countries. To achieve its 
priorities, the Cancer Information Section interacts closely with the International 
Association of Cancer Registries (IACR) and hosts its secretariat similarly to the JRC, which 
provides the secretariat for European Network of Cancer Registries. 

Dr Forman then moved on to describing some of the main activities carried out by the IARC 
to support cancer registries. These range from the organisation of training courses, the 
production of software particularly appropriate for cancer registration in low-income and 
middle-income countries and the setting up of a web portal. The web portal consists of a 
one-stop-shop where cancer registries can provide data to a centralised resource − thus 
having the opportunity to contribute to different international collaborative studies. In 
addition, a new version of the IARC website will also soon be released.  

A number of well-recognised sources are also published by the IARC. For instance, the 
GLOBOCAN201234 is an online resource indicating contemporary estimates of the incidence, 
mortality and prevalence from major type of cancers, at national level, for 184 countries of 
the world. Moreover, the World Cancer Report35 has been recently released in early 2014. 
It covers extensive details of the current state-of-the-art cancer research from many 
perspectives. The international press has largely reported on the report’s findings, putting 
particular emphasis on the statistics produced by the cancer registries, because of the great 
interest they stimulate in the cancer patient community around the world.  

Another remarkable initiative mentioned by Dr Forman is the flagship project on Cancer 
Incidence in 5 Continents (CI5)36, which has become the reference source of data on the 
international incidence of cancer. The CI5 databases provide access to detailed information 
on the incidence of cancer recorded by cancer registries, regional or national, worldwide. It 
has been produced in 10 volumes covering a 50 year period, with contributions from an 
increasing number of cancer registries over this time. Whilst only approximately 2.5% of 
the world population was covered by the data published in Volume 1, more than 14% of 
world population is covered in Volume 10. Such an improvement has been experienced in 
North America, Oceania and Europe, whereas Africa, Central Asia, Central and South 
America are still lagging behind. The IARC is now working together with a large number of 
international partners to support these three regions to improve the status of the cancer 
registries37.  
  

                                                 
34  Resource available on the IARC website at: http://globocan.iarc.fr/Default.aspx.  
35  Report available on the IARC website at: http://www.iarc.fr/en/publications/books/wcr/index.php.  
36  Resource available on the IARC website at: http://ci5.iarc.fr/.  
37  The Global Initiative for Cancer Registry Development37 develops several capacity building activities to produce 

reliable, high-quality information on the burden of cancer so that effective policies for cancer control may be 
developed, implemented and evaluated in those countries. Available at: http://gicr.iarc.fr/.  

 

http://globocan.iarc.fr/Default.aspx
http://www.iarc.fr/en/publications/books/wcr/index.php
http://ci5.iarc.fr/
http://gicr.iarc.fr/
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In his concluding remarks, Dr Forman highlighted how the IARC, together with its global 
partners, are endeavouring to place cancer and its surveillance firmly on the emerging 
global non-communicable diseases agenda; aiming to bring significant improvements in 
cancer registration in low-income and middle-income countries and, ultimately, to enhance 
the quality of global cancer statistics for the benefit of cancer control.  

2.3.3. The indispensable contribution of patients: their perspectives 

Ms Jana PELOUCHOVA, Secretary, European Cancer Patient Coalition (ECPC); Founder and 
Chair, Diagnoza CML (Chronic Myeloid Leukemia) Patient Society, Czech Republic   

Ms Jana Pelouchova introduced the European Cancer Patient Coalition (ECPC), which is a 
patient-governed umbrella organisation that covers 341 different cancer patient groups in 
45 countries across Europe. She explained that its main goal is to increase cancer patients' 
influence in health and research policies all over Europe.  

Whilst describing the main ECPC activities, Ms Pelouchova observed that patients’ 
organisations have a major and unique role in raising awareness amongst patients and the 
general public on the existing options to tackle cancer, e.g. with the help of reference 
centres of excellence and specialised centres, and on the unmet needs of cancer patients. 
ECPC acknowledges that the collection of data from cancer registries is essential for 
effective decision-making on cancer care in healthcare systems.  

She further pointed out that the scientific evidence delivered from cancer registries 
provides an advocacy tool for approaching authorities and medical insurance companies for 
further strenthening prevention practices − not only in the healthy population, but also in 
patients who are already affected by cancer. Ms Pelouchova also highlighted that better 
data derived from cancer registries can prove very useful in supporting early and accurate 
diagnosis and the provision of optimal supportive care during, and after, treatment. In 
addition to all the issues related to the fight against cancer, ECPC is also trying to bring 
political and general public attention to the problems of patients recovering from this 
disease. To meet cancer survivorship-related needs, the ECPC at EU level, and ECPC 
member organisations at national level, have promoted initiatives and research projects 
aimed to develop an EU Survivorship Care Plan38, which should provide a benchmark after 
the completion of primary treatment. 

Ms Pelouchova underlined that health disparities across countries are often linked to the 
socio-economic status of the patient, the patient’s age, the different levels of access to 
novel technologies, and the lack of a comprehensive National Cancer Plan across countries. 
In order to overcome such disparities, the ECPC strongly believes in the need to implement 
at least the minimum standards of health and social services across Europe.  

The second part of Ms Pelouchova presentation was dedicated to describing the significant 
collaboration and cooperation activities that the ECPC has supported and developed 
between professional and patient organisations, and the policy makers at both national and 
EU levels. In her view, the increasing number of EU populations covered by cancer 
registries, i.e. 23 countries, is a sign of a positive and fruitful collaboration. She suggested 
that such successful collaboration should be replicated in the development of the European 
Cancer Information System.  

On this occasion, Ms Pelouchova also shared Dr Storm’s concerns on the potential negative 
impact that the General Data Protection Regulation might have on cancer research. If 
adopted in its current form, the newly-proposed regulation would impede public health 
research conducted on the basis of population-based disease registries.   
                                                 
38  More information on the EU Survivorship Care Plan is available at: http://www.ecpc.org/?p=1668.  

http://www.ecpc.org/?p=1668
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For this reason, the ECPC supports the European Society for Medical Oncology’s (ESMO) 
plea in favour of a broader consent for retrospective and epidemiological research which 
would allow patients to give their consent to a range of research uses of their data to 
address questions that may arise in the future, and which could not have been foreseen at 
the time of data collection. The plea also called for the derogation of informed consent for 
population-based disease registries, i.e. for cancer and communicable diseases.   

Ms Pelouchova ended her presentation by mentioning the adoption of principles of the 
European Patient Cancer Bill of Rights39 which was launched in partnership with the 
European cancer project CONCORD in the European Parliament in Strasbourg on World 
Cancer Day, 4 February 2014. She recommended to strengthen the cross-party MEPs 
against Cancer Alliance, so that it will qualify to become an influential EU Parliament 
interest group to actively represent cancer-related issues. 

2.3.4. Second round of questions and answers 

Mr Andrey KOVATCHEV introduced the question and answer session by reminding the 
audience that, on 4 March 2014, a workshop on the topic ‘Prevention and Healthy Life’ 
would be organised by the Health Working Group. The workshop would be an occasion to 
examine in depth the priorities for the prevention of many types of diseases.  

A DG Research representative working for the Medical and Public Health Research Unit took 
the floor. He asked how many cancer registries in the EU are linked to screening registries. 
His second question enquired about the funding of the registries - which seems to be of 
great concern for the Member States. Although all Member States are willing to create a 
cancer registry, the financial resource constraints remains a problem.  

With regard to the first question, Dr ROSSO replied that it is impossible to have a precise 
figure. However, he could recall that at least half of the cancer registries in Italy, Finland, 
the Netherlands, the United Kingdom, Denmark and Sweden are linked to screening 
registries. These countries cover a large part of the EU population and, therefore, it could 
be stated that there is a good connection between the cancer registries and screening 
programmes in the EU. However, although there is some progress, in Romania and in other 
Southern-East European countries, the state of progress of the screening programmes is 
still relatively unknown – together with the state of existence of a link with the cancer 
registries.  

Dr STORM added that, in many countries, there are still some limitations in this regard. For 
example, to allow a screening programme to be linked with a cancer registry, the 
individuals concerned must be identified.  

With regard to the second question on funding, Dr STORM illustrated that the costs of the 
cancer registries are very low compared to the benefits that they could bring to society. He 
stressed that this message should be delivered to the national authorities and governments 
to convince them to invest in cancer registries.  

  

                                                 
39  More information on the European Patient Cancer Bill of Rights is available at:  

http://www.ecpc.org/?tribe_events=launching-the-european-cancer-patients-bill-of-rights. 

http://www.ecpc.org/?tribe_events=launching-the-european-cancer-patients-bill-of-rights
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Dr SANT continued by explaining that, in many countries, the activity of a cancer registry is 
underfunded, especially for aspects concerning the collection and analysis of data in 
addition to the basic data necessary for estimating incidence survival, etc. In her opinion, it 
would be extremely important that cancer registries publicise more extensively their 
activities on the collection of additional data, i.e. on patterns of care, treatment and 
survivorship, because these are ‘added value’ activities of the cancer registries and, 
therefore, they should be appropriately funded by the governments for the benefit of the 
patients.   

In addition to Dr SANT’s statement, Dr ROSSO further observed that, as the institutional 
set-up of cancer registries varies greatly across Europe, the source of funding can also be 
very different i.e. coming from a university or a cancer society rather than only from public 
health authorities. He finally suggested that it would be good to set some benchmarks to 
know what the fundamental resource needs are for running a cancer registry. In this way, 
it could be ensured that cancer registries receive appropriate amounts of funding. This is 
the approach followed in the United States and could be explored in Europe as well.   

Another participant took the floor and expressed her gratitude to the speakers. She 
highlighted the need to go further in the collection of biological and genetic data on cancer 
for the improvement of cancer registries. She asked Dr STORM how the link between 
different databases, including biobanks and cancer registries, could be made stronger. She 
also wondered if better epidemiological analyses are needed to increase the number of 
genetic analyses and biological analyses on the samples, and, therefore, making better 
correlation between databases and registries.   

Dr STORM responded by recalling the Danish example he had presented earlier. In 
Denmark, a unique ID is the key, linking the different information we need to connect 
biological information received from the biobank to the cancer registry. It is really 
important to have secure identification for each individual that would be the same ID in 
both the cancer registry and the biobank. Northern European countries have created, using 
EU funding, a network of biobanks so that, one-by-one, the biobanks can be linked to each 
other. The Danish example, called a mega data repository, is safeguarded by different 
bodies, so that there is no risk of violation of personal data. Thanks to this safeguard, 
individual data can be used and linked to other databases without affecting the patient’s 
safety.  

Dr Forman then asked Ms BETTIO if the JRC activity, including the ECIS, will also cover 
European countries which are not EU Member States.   

Ms BETTIO replied that, although the main priority for the European Commission is to focus 
on Member States, the JRC is committed to the continuing support of the ENCR, whose 
activities cover countries outside the EU. She mentioned the example of the training course 
organised in collaboration with IARC which was directed to enlargement and integration 
countries.  

Since Ms PELOUCHOVA had identified cancer registries as a tool for supporting evidence 
that could be used for cancer patient’s advocacy, Dr ROSSO proposed her to establish a 
partnership between the ENCR and the ECPC. A better relationship would strengthen the 
cancer researchers’ understanding of the patients’ needs in order to improve cancer care.  

Ms PELOUCHOVA welcomed the proposal with great enthusiasm, stating that it would be to 
the benefit of cancer patients.   
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2.3.5. Conclusions 

In conclusion, Mr Kovatchev expressed his gratitude to all speakers for the very interesting 
debate and fruitful discussion. He informed the participants that the material distributed for 
the workshop will be used by the MEPs in their activities - especially to propose 
amendments, legislations and opinions on the relevant topic. He stressed that cancer data 
is a very important issue that should be on the political agenda of the next legislature, on 
which all committees should act together.  

Mr Kovatchev also mentioned the revision of the Tobacco Product Directive that will be 
voted at the plenary in Strasbourg on 26 February 2014 - where cancer is recognised as a 
main risk factor. He also referred to the current debate on the Review of the EU Alcohol 
Strategy Action Plan, which is also linked to the promotion of healthy lifestyles and cancer 
prevention. 
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ANNEX 1: PROGRAMME 

WORKSHOP 

Towards a European Cancer Information 
System  

Wednesday, 12 February 2014 from 12.30 to 14.45  
European Parliament, A1E-2, Brussels 

Organised by the Policy Department A-Economy & Science 
for the Committee on the Environment, Public Health and Food Safety (ENVI) 

AGENDA 

12.30 - 12.35 
Welcome and opening by Andrey KOVATCHEV (MEP), Member of the Committee on 
Regional Development 

Part 1 
Overview of Cancer Information System in Europe 

12.35 – 12.45 
History, purposes and use of cancer registration 
Dr Stefano ROSSO, Chairman, European Network of Cancer Registries (ENCR); Piedmont 
Cancer Registry, Centro di Prevenzione Oncologica (CPO), Torino, Italy 

12.45 – 12.55 
Developing capacities for best tackling cancer in Europe: cancer databases and 
systems 
Ms Manola BETTIO, Institute for Health and Consumer Protection (IHCP), Public Health 
Policy Support Unit, Cancer Information Group, JRC-EC 

12.55 – 13.05 
The current situation of biobanks and data protection: Interface with cancer 
registries  
Dr Hans STORM, Association of Nordic Cancer Registries (ANCR); Director of Cancer 
Prevention and Documentation Department, Danish Cancer Society, Denmark 

13.05 – 13.30 
Q&A 



Policy Department A: Economic and Scientific Policy 
____________________________________________________________________________________________ 

PE 518.756 24 

Part 2 
Strategies for future developments 

13.30 – 13.40  
The roadmap towards a European Cancer Information System 
Dr Milena SANT, Leader of Data and Information WP in European Partnership for Action 
Against Cancer (EPAAC), EC project; and co-leader of the EUROCARE cancer survival study; 
Fondazione IRCCS ‘Istituto Nazionale dei Tumori (INT)’,  Milan, Italy  

13.40 – 13.50 
Harmonising the work of cancer registries – a global perspective  
Dr David FORMAN, Executive Secretary, International Association of Cancer Registries 
(IACR); Head of Cancer Information Section, International Agency for Research on Cancer 
(IARC), France 

13.50 – 14.00 
The indispensable contribution of patients: their perspectives 
Ms Jana PELOUCHOVA, Secretary, European Cancer Patient Coalition (ECPC); Founder and 
Chair, Diagnoza CML (Chronic Myeloid Leukemia) Patient Society, Czech Republic 

14.00 – 14.40 
General discussion 

14.40 - 14.45 
Conclusions 

14.45  
Closing 
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 ANNEX 2: SHORT BIOGRAPHIES OF EXPERTS 

Dr Stefano Rosso 
Dr Stefano Rosso is a senior epidemiologist at the Piedmont Cancer Registry of the Center 
for Epidemiology and Cancer Prevention (CPO). Graduated in Medicine in 1981, his 
background includes a post-graduate specialisation in Public Health and Community 
Medicine and an MSc degree in Epidemiology. He is currently appointed Professor of 
Biostatistics and Statistical Models in Pharmacoeconomics at the Course of Specialization in 
Hospital Pharmacology of the University of Turin. Elected member of the Steering 
Committee of the European Network of Cancer Registries, he is presently its Chairman.  

He was one of the founders of the Italian Association of Cancer Registries, where he 
coordinated nationwide publications on survival, incidence and mortality. Author of several 
scientific works, he conducted research on screening evaluation, skin tumours also in 
cooperation with international consortia such as GEM, and cancer occurrence. He is a 
member of the GRELL, AIE, and ESPCR (European Society for Pigment Cell Research). 

Ms Manola Bettio 
Manola Bettio’s education is in Demography, Social Statistics and Medical Statistics. As a 
member of the Public Health Unit at the Institute for Health and Consumer Protection of the 
European Commission’s Joint Research Centre (JRC) she coordinates the Cancer 
Information Group, supporting the activities of the European Network of Cancer Registries 
(ENCR) and stimulating the collaboration between the main stakeholders and research 
groups in cancer registry information in view of the development of an integrated cancer 
information system for Europe.  

Her background is in the public area of veterinary epidemiology. In 2001, she entered the 
Commission in Eurostat and afterwards moved to the JRC into the environmental and 
agricultural statistics fields. In 2013, she moved to her preferred research domain in Public 
Health.  

Dr Hans Storm 
Dr Hans Henrik Storm, MD (1976 University of Copenhagen), became Medical Vice CEO of 
the Danish Cancer Society; where he was previously Director of Cancer Prevention and 
Documentation from 1997 to 2014. Before that, he was Director of the Danish Cancer 
Registry (1985-1997) and was first affiliated with the Danish Cancer Registry in 1977. From 
1991 to 1996, he was Acting Director for the Division for Cancer Epidemiology, and in 1990 
he became a board member of the European Network of Cancer Registries and the 
International Association (IACR), General Secretary 1996 and President 2000-2004.  

Furthermore, Dr Storm has been board member of the Association of Nordic Cancer 
Registries since 1985 and Director of the Nordic Summer School in Cancer Epidemiology 
since 1993. He initiated the NORDCAN collaboration and software. He is a co-author of the 
European Cancer Code, appointed as WHO cancer expert and to the Danish Data Protection 
Council. He has over 325 publications to his name (102, 1st author) in descriptive and 
analytical cancer epidemiology. Areas for analytical studies he worked on are: radiation, 
cytotoxic agents, immunosuppression, multiple primary cancers and the evaluation of 
cancer control. 
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Dr Milena Sant 
Dr Milena Sant, MD, is currently an epidemiologist at the Istituto Nazionale dei Tumori 
(INT), Milano, in Italy, where she first worked at the Varese cancer registry gaining 
experience with population-based data collection and analyses. Since 2005, she has been 
Medical Director of the INT Analytical Epidemiology and Health Impact Unit. Between 1981 
and 1987, she conducted clinical and research activity as a neurologist and GP.  

She is the 'ideator' of the EUROCARE project, the widest collaborative research project on 
registry-based cancer survival in Europe. The project started in 1989 under the initiative of 
two research institutes; namely INT40 and ISS41, with the participation of a large number of 
population-based cancer registries throughout Europe. The project aims to provide an 
updated description of cancer survival time trends and differences across European 
countries, measure cancer prevalence and study patterns of cancer patient care.  

As a member of the EUROCARE Directive and Steering Committee, she co-authored over 
100 scientific publications in leading medical journals. Since 2000, she has led many 
population-based European research projects such as the Europe Against Cancer 
programme (DGSANCO) on the survival and cure for breast cancer and the HAEMACARE 
project on the incidence, survival and prevalence of hematologic malignancies. 
Furthermore, she is the principal investigator of the EUROCARE High Resolution studies on 
interregional patterns of cancer care and overtime cancer survival differences highlighted 
by EUROCARE. Leader of the cancer data activities in the EU Joint Action Against Cancer 
Partnership (EPAAC 2010-2013), Milena Sant will also contribute to the future Cancer 
Control Joint Action (CANCON) as an associated partner. 

Dr David Forman  
Dr David Forman is Head of the Cancer Information Section at the International Agency for 
Research on Cancer (IARC) based in Lyon, France. This Section of IARC is responsible for 
the provision of information concerning worldwide cancer vital statistics and produces the 
definitive reference source “Cancer Incidence in Five Continents (CI5)”, which has been 
published in ten successive volumes over the last 45 years. Part of this responsibility 
includes the provision of support to cancer registries worldwide - especially in low and 
medium resource countries. The Section also maintains an active research programme in 
the descriptive epidemiology of cancer.  

Prior to taking up his appointment at IARC in April 2010, Dr Forman was, from 1994, 
Professor of Cancer Epidemiology at the University of Leeds, UK and Director of the 
Northern and Yorkshire Cancer Registry. He was also Head of Analysis and Information for 
the UK National Cancer Intelligence Network. From 1982 to 1994, he was a Staff Scientist 
with the Imperial Cancer Research Fund Epidemiology Unit in Oxford, UK working initially 
with Sir Richard Doll. Dr Forman’s PhD and postdoctoral research was in cancer biology. 

Dr Forman’s research profile includes studies in the epidemiology of cancer and he has also 
been involved in health services research in cancer and, in association with the Cochrane 
Collaboration, systematic reviews and meta-analyses in upper gastrointestinal disease. 
Much of his research has been focused on cancers of the gastrointestinal tract and he has 
been particularly identified with studies examining the association between stomach cancer 
and Helicobacter pylori infection. He has over 200 publications to his name in peer 
reviewed journals. 

                                                 
40  www.istitutotumori.mi.it  
41  www.iss.it  

http://www.istitutotumori.mi.it/
http://www.iss.it/
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Ms Jana Pelouchova 
Jana Pelouchova has been a chronic myeloid leukaemia (CML) patient since 2002. Due to 
this, she is seeking ways to gain access to expert care, novel therapies and clinical trials. 
The unmet need for CML patient education in the Czech language led her to establish and 
run the Diagnoza CML Patient Society42 at national level and to co-found the global 
platform CML Advocates Network43 in 2007, of which she is the Chair. Jana is also the 
President and a board member of the Swiss-based Leukemia Patient Advocates Foundation 
and a member of the Steering Committee for organising international patient summits 
known as CML Horizons. In 2013, she was a elected board member (Secretary) of the 
European Cancer Patient Coalition (ECPC)44 as well as ECPC representative in the ECCO 
Patient Advisory Committee. 

                                                 
42  www.diagnoza-cml.cz 
43  www.cmladvocates.net  
44  www.ecpc-online.org  

http://www.cmladvocates.net/
http://www.ecpc-online.org/
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