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ChallengesChallenges

o Difficult diagnosis - misdiagnosis

o Lack of medical expertise 

o Neither guidelines nor recommendations

o Disorientation of the patient and his family 
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StructureStructure

o Dedicated hospitals (CHU-CLCC) 
authorized to practice oncology

• A reference center 

• Collaborating with a high level cancer research
center

o A network with one competence center in 
each administrative region
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The The taskstasks of the of the referencereference centerscenters

•Diagnosis : Systematical « second » analysis of 
the biopsy by an expert network

•Care : regional and national multidisciplinary  
expert teams :diagnosis, treatment and follow-
up 

•Treatment : facilitating access to new 
therapeutical approaches

•Clinical guidelines publications

•Epidemiology : rare cancers databases
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The The taskstasks of the of the referencereference centerscenters

•Research : Clinical trials, translational research, 
Biobanks 

•Information : to oncologists, General 
Practitioners, patients and their families, 
patients’ organisations
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ReferenceReference centerscenters for rare cancers for rare cancers --
20092009

Pr RichardBicêtre, AP-HP, ParisVon Hippel Lindau and genetic
predisposition for renal
malignancy

Pr BertagnaCochin, AP-HP, ParisAdrenocortical carcinomas

Pr SchlumbergerInstitut Gustave 
Roussy, Villejuif

Refractory thyroid carcinomas

Pr DelattrePitié-Salpêtrière, 

AP-HP, Paris

High grade oligodendrogliomas

Pr CoindreInstitut Bergonié, 
Bordeaux

Soft tissue and visceral sarcomas: 
pathology

Pr BlayCentre Léon Bérard, 
Lyon

Soft tissue and visceral sarcomas

CoordinationReference centerRare cancer



7

ReferenceReference centerscenters for rare cancers for rare cancers --
20092009

Pr Raudrant / Pr GolfierCH Lyon-Sud, Pierre-
Bénite

Gestational
trophoblastic neoplasia

Pr ScoazecCHU Edouard Herriot, 
Lyon

Rare Neuroendocrine 
tumors: pathology

Pr NiccoliCHU La Timone, 
Marseille

Rare malignant
neuroendocrine tumors

Pr Galateau-SalléCHU CaenMalignant pleural 
mesotheliomas and 
peritoneal tumors: 
pathology

Pr GillyCH Lyon-Sud, Pierre-
Bénite

Peritoneal tumors

CoordinationReference centerRare cancer


