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

Workshop on Towards a European  
Cancer Information System 

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

AGENDA 

12.30 - 12.35  
Welcome and opening by Co-chairs of the Health Working Group,  
Alojz PETERLE and Glenis WILLMOTT, MEPs 

Part 1 

Overview of Cancer Information System in Europe 

12.35 – 12.45 
History, purposes and use of cancer registration 
Dr Stefano ROSSO, Chairman, ENCR (European Network of Cancer Registries); 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, Public Health, Cancer 
Policy Support, JRC-EC 

12.55 – 13.05 
The current situation of bio-banks 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 
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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 PELOUCHOVÁ, Secretary, European Cancer Patient Coalition (ECPC); Founder and 
Chairperson, 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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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 
member of the GRELL, AIE, and ESPCR (European Society for Pigment Cell Research).  

Ms Manola Bettio 

Manola's education is in Demography and Social Statistics and in 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 first, and in 2001 she 
entered the Commission in Eurostat first and then at the JRC in the environmental and 
agricultural statistics fields. She finally moved to her interest research domain in Public 
Health in 2013.     

Dr Hans Storm 

Hans Henrik Storm, MD (1976 University of Copenhagen), is from April 1st 2014 Medical 
Vice CEO and Director of Cancer Prevention and Documentation, at the Danish Cancer 
Society 1997-2014. He has previously been Director of the Danish Cancer Registry 1985-
1997 and first affiliated with the Danish Cancer Registry 1977. From 1991 to 1996, he was 
Acting Director for the Division for Cancer Epidemiology, and in 1990 he is 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 (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 evaluation of cancer control. 
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Dr Milena Sant 

Milena Sant, MD, is currently an epidemiologist at Istituto Nazionale dei Tumori (INT), 
Milano, in Italy, where she first worked at the Varese cancer registry developing experience 
with population-based data collection and analyses. Since 2005 is 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, INT www.istitutotumori.mi.it and ISS www.iss.it, with the 
participation of a large number of population-based Cancer Registries throughout Europe. 
The project has the aim to provide an updated description of cancer survival time trends 
and differences across European countries, to measure cancer prevalence, and to study 
patterns of care of cancer patients.  

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 
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 be a contributor in the future CANCER JOINT ACTION CANCON 
as associated partner. 

Dr David Forman  

Dr 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)”, 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 program 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 in peer reviewed journals. 
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Ms Jana Pelouchová 

Jana Pelouchova is a chronic myeloid leukaemia patient since 2002. Her patient story she is 
about seeking ways to get access to expert care, novel therapies and clinical trials. The 
unmet need of CML patient education in Czech language has led her to establish and run a 
patient society Diagnoza CML www.diagnoza-cml.cz at national level and to become a co-
founder of a global platform CML ADVOCATES NETWORK www.cmladvocates.net in 2007. 
Jana is also a board member – president - of the Swiss based Leukemia Patient Advocates 
Foundation and member of the Steering Committee for organising international patient 
summits CML Horizons. In 2013 she was elected board member – secretary - of the 
European Cancer Patient Coalition www.ecpc-online.org as well as ECPC representative in 
the ECCO Patient Advisory Committee. 
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PRESENTATIONS 
Presentation by Dr Stefano Rosso 
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Presentation by Dr Hans Storm 
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Presentation by Dr Milena Sant 
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Presentation by Dr David Forman 
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