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WORKSHOP 3 - Presentation of the European Reference Network 
GENTURIS - Genetic tumour risk syndromes: opportunities to improve 
health care for patients with hereditary cancer syndromes in Europe 

 
 
Organized by: 
 
Carla Oliveira (National Coordinator of the ERN GENTURIS) 
Tamara Hussong Milagre (Patients' Association EVITA, FADOP and ePAG 
Representative ERN GENTURIS) 
 
 
Guest:  
Maria do Carmo Fonseca, Head of the Working Group for the Implementation of ERNs 
in Portugal 
 
 
Speakers: 
 
 - - Alexandre Diniz, National Representative Committee for Reference Centres, EU 
Board of Member States "The role of the National Committee for Reference Centres in 
the implementation of ERNs in Portugal" 
 
 - Nicoline Hoogerbrugge, GENTURIS Coordinator. "The example of the ERN 
GENTURIS and its implementation in Europe" 
 
 - Tamara Hussong Milagre, Patient's Association EVITA, FADOP and ePAG 
Representative ERN GENTURIS. "The role of Patients and Patient´s Associations for 
the implementation of ERNs in Portugal" 
 
 - Carla Oliveira, National Coordinator ERN GENTURIS. "National Networks of Health 
Care Providers from the ERN GENTURIS in Portugal -  1st year experience on the 
Porto.Comprehensive Cancer Centre and Centro Hospitalar S. João in Porto" 
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