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AimsAims
 To provide a definition of “rare cancers” and a list of cancers
 To estimate the burden of rare cancers in Europe
 To improve the quality of data in cancer registration
 To develop strategies for the diffusion of information among all the key 

players

ActionsActions
 To provide figures on incidence, survival, prevalence and mortality for all 

rare cancers
 To analyse data quality for a subset of cancers 
 To design a web-site on rare cancers to disseminate results

Duration: 3 years (starting date 1st April 2007)

Surveillance of rare cancers Surveillance of rare cancers 
in Europein Europe



  

 88 European cancer 
registries (in 22 EU 
Countries)

 Population covered 146 
millions

 Selected diagnosis period: 
1995-2002

 3,180,511 incident cases

European coverageEuropean coverage



  

 RationaleRationale
 Frequency

 Rare cancers are those cancers that present specific 
problem in clinical decision making, health care 
organization and clinical research because of their low 
frequency

 

 Incidence
 Incidence better indicator for rare cancer
 Prevalence better indicator for non neoplastic rare diseases
 Therapy may hopefully impact of the choice of best indicator
 Awareness of regulatory issues on orphan drugs

 Threshold for rarity = 6/100.000/year
(any threshold is artificial: flexibility in using it)

Operational definition of Operational definition of 
““rare cancer”rare cancer”



  

List of rare cancersList of rare cancers

 Rarity determined by frequency
 Incidence
 Not a new classification



  

The Way to the listThe Way to the list

 Proposal from RARECARE WP4
 Pathologists (few), Oncologists and Epidemiologists

 Consensus workshops
 Brussels and Treviso

 WEB based discussion

 Consensus with scientific bodies



  

Oncologic societiesOncologic societies

Invited

o Societies under the umbrella 
ot the European CanCer 
Organisation (ECCO)

o Patient associations

Association of European Cancer Leagues

Breast International Group

European Association for Cancer Research 

European Association of Neuro-Oncology 

European Association of Nuclear Medicine 

European Association of Urology

European Breast Cancer Coalition, EUROPA DONNA

European Group for Blood and Marrow Transplantation

European Oncology Nursing Society

European Organisation for Research and Treatment of Cancer 

European Prostate Cancer Coalition, Europa Uomo

European School of Oncology

European Society for Medical Oncology 

European Society for Paediatric Oncology

European Society for Therapeutic Radiology and Oncology 

European Society of Breast Cancer Specialists

European Society of Gynaecological Oncology

European Society of Oncology Pharmacy

European Society of Skin Cancer Prevention

European Society of Surgical Oncology 

Myeloma Euronet



  



  

The structure of the list The structure of the list 
of rare cancersof rare cancers



  

 First layer ⇒ Families of tumors (common referral pattern)
 Organization of health care

 Second layer ⇒ Tumors perceived by clinicians as a single 
disease entity 
 Clinical decision making; clinical research

 Third layer ⇒ all WHO tumor entities

The Rationale Behind the ListThe Rationale Behind the List



  

The Rationale Behind the ListThe Rationale Behind the List

 A tumor can be rare under the perspective of clinical 
decision making but not of health care organization (i.e. 
bronchiolo-alveolar carcinoma)

 A tumor can be rare under both perspectives (i.e. sarcoma)



  



  



  

 Produce burden indicators 
⇒ Report soon available on the web-site

 Improve data quality in registration

 Identify areas in which special efforts are needed

What to do with this listWhat to do with this list



  

 Ideas from the last RARECARE meeting (June 10, 
2009)
 Call for 

 centers of expertise into European reference networks
 timely, appropriate diagnosis and treatment for rare 

cancers
 investigation on the off-label use in rare cancers
 alternative research methodologies for rare cancer
 a greater involvement of diseases oriented research 

communities in providing advice to pharmaceutical 
industry on the development of new drugs

What to do with this listWhat to do with this list



  

Thank you for your attention

RARECARE web site
http://www.rarecare.eu/

http://www.rarecare.eu/
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