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KEY ISSUES OF POOR OUTCOME OF RARE TUMORS 

• Difficulties or delay in diagnostic procedure

• Limited Access to centers with clinical expertise in Rare Cancer

• Inadequate funding for clinical research programmes

• Few interest of Pharma Companies in clinical research programmes 

Lancet Oncol. 2016 Feb;17(2):136-138
Eur J Cancer 2011 Nov;47(17):2493-511

LOWER SURVIVAL



HOW TO OVERCOME THESE CHALLENGES?

EXPERTISE IS ESSENTIAL



HOW TO OVERCOME THESE CHALLENGES?

NETWORKING!!!!



COULD WE USE OUR EXPERIENCE TO HELP OTHERS?



SELNET PROJECT

Horizon 2020 Call: H2020-SC1-BHC-2018-2020 (Better Health and care, economic
growth and sustainable health systems)

Sarcoma European & Latinamerican NETwork

Funding from the European Commission from 1st January 2019



SELNET PARTNERS

INCAM (Jorge Luis Martínez Tlahuel)
Centro Médico Nacional 20 Nov (Arturo 
Pavel Miranda Aguirre)

AC CAMARGO CANCER CENTER (Celso Mello)

INSTITUTO ALEXANDER FLEMING (Matías 
Chacón)

FUNDAEVI (Natalia Jimenez Brenes)

INSTITUTO NACIONAL DE ENF NEOPLÁSICAS 
(Víctor Castro Oliden)

ISTITUTO NAZIONALE DEI TUMORI
(Paolo Casali et al)
ISTITUTO ORTOPEDICO RIZZOLI
(Piero Picci et al)

CENTRE LEON BERARD (Jean-Yves Blay)

UNIVERSITY H VIRGEN DEL ROCÍO
(Javier Martin-Broto et al)

+ 30 ASSOCIATED CENTERS



AIMS
• TO IMPROVE CLINICAL OUTCOME in Sarcoma Care

• TO BUILD A NETWORK of REFERENCE CENTERS in Sarcoma Care in different Countries 
of CELAC

• TO MAKE the NETWORK SUSTAINABLE

• TO VALIDATE a COLLABORATIVE MODEL REPLICABLE IN OTHER RARE TUMORS



VALUES

• High commitment 

• Solidarity 

• Transparency

• Team working

• Patient-oriented

• Scientific view

• Respect with EU & CELAC rules



WORK PACKAGES

+ SPAEN



WP 2 DEFINITION OF REFERENCE CENTERS (RC) 

• Consensus of the MINIMUM 
QUALITY REQUIREMENTS for a 
Reference Center 

• Create a DIAGNOSTIC PATHOLOGY 
NETWORK (In each Country)

• To ESTABLISH a LATIN AMERICAN 
SARCOMA NETWORK

Angelo Paolo Dei Tos, Pathologist network coordinator – University of Padua, Italy.
Guido Lutter – Institute Alexander Fleming, Argentina.
Martina Nesprias – General Hospital of Agudos Carlos G. Durand, Argentina.
Antonio Nascimento – A. C. Camargo Cancer Center, Brazil.
Felipe d’Almeida Costa – A. C. Camargo Cancer Center, Brazil.
Maurizio Donato Acuña – Rafael Ángel Calderón Guardia Hospital, Costa Rica.
Alexandra Meurgey – Léon-Bérard Cancer Center, France.
François Le Loarer – Bergonié Institute, France.
Marie Karanian – Léon-Bérard Cancer Center, France.
Alberto Righi – Rizzoli Orthopedic Institute, Italy.
Paola Collini – IRCCS National Cancer Institute, Italy.
Claudia Haydee Sarai Caro Sánchez – National Cancer Institute, Mexico.
Hugo Ricardo Domínguez Malagón – National Cancer Institute, Mexico.
Lourdes Huanca – National Cancer Institute of Peru, Peru.
Sandro Ángel Aníbal Casavilca Zambrano – INEN, Peru.
Cleofé Romagosa – Vall d’Hebron Universitary Hospital, Spain.
Enrique de Álava – Virgen del Rocío Universitary Hospital, Spain.
Rafael Ramos – Son Espases Universitary Hospital, Spain.



WP 3 ANALYSIS OF HEALTHCARE BARRIERS

• Identification of main healthcare barriers

• Action plan to overcome these barriers

• BENEFIT SARCOMA PATIENTS IN LATINOAMERICA 



WP 4 CLINICAL PRACTICE GUIDELINES (CPGs)

9th January 2020

SPAEN representative: Berdn Kasper

Consensus adoption 



WP 6 MULTIDISCIPLINARY REVIEW OF CLINICAL CASES

• OBJ 1: To perform peer reviews of pathologic diagnosis

• OBJ 2: To conduct multidisciplinary tumor boards (MDT) to review 

clinical cases 



WP 8 – Translational research program

Desmoplastic small-
round-cell tumor

Angiosarcoma

Extraskeletal Myxoid 
Chondrosarcoma

Solitary Fibrous Tumor

We aim to stimulate sarcoma research in CELAC

PROPOSALS FOR ACADEMIC CLINICAL TRIALS



OUR WEBSITE: https://selnet-h2020.org



OUR MEETINGS
SEVILLE, FEB 2019

MEXICO DF, SEPT 2019

LYON, JANUARY 2020



THE ROLE OF SPAEN IN SELNET: THE PATIENTS’ VOICE

• DISSEMINATION of SELNET 

• Information for sarcoma patient in Latinamerica

• Improving awareness about SELNET centres and initiatives

• Sharing expertise with LATAM advocacy groups

• Helping in the creation and networking of LATAM advocacy groups

• Promoting the need of clinical research

• Approaching healthcare providers and regulators (KEY!!!)

YOUR HELP IS ESSENTIAL FOR THE 
SUCCESS OF SELNET



THANK YOU FOR YOUR ATTENTION

nhindi@mustbesevilla.org


