
 
 

 

WORKING GROUP ON RARE CANCERS MEMBERS 

Name Surname Organisation Country 

Lydia Makaroff European Cancer Patient Coalition Belgium 

Isabelle  Manneh-Vangramberen European Cancer Patient Coalition Belgium 

Plamen Taushanov Bulgarian Association for Patients' Defense Bulgaria 

Pirinka  Petrova Bulgarsko Sdruzhenie Limfom Bulgaria 

Yuliana Popova GIST and soft tissue Sarcoma Alliance for patients Bulgaria 

Maria Silyanovska Thyroid Bulgaria Bulgaria 

Jana Dusper Everything for Her Croatia 

Jana  Dusper Everything for Her Croatia 

Nicolas  Philippou  The Cyprus Association of Cancer Patients and Friends  Cyprus 

Jana Pelouchova European Cancer Patient Coalition, Diagnoza Leukemie Czech Republic 

Villy O.  Christensen  Patientforening for Lymfekræft og Leukæmi  Denmark 

Matti Järvinen Association of Cancer Patients in Finland Finland 

Piritta Ruuska Aivolisäke-potilasyhdistys Sella ry Finland  

Maria  Koutsogiorgou Association of Cancer - Volunteers-Friends-Doctors "Smile of the Child" Athens Greece 

Athanasia  Samara  Association of Cancer - Volunteers-Friends-Doctors "Smile of the Child" Athens Greece 

Konstantinos  Apostolopoulos Group of Volunteers Against Cancer Greece 

Panagiotis Magkafas Group of Volunteers Against Cancer Greece 

Menia Koukougianni Karkinaki Greece 



 
 

Teodora  Kollarova International Neuroendocrine Cancer Alliance  International  

Matt  Fitzgerald  Sarcoma Ireland Ireland 

Jamaine  Geoghegan Manogue Sarcoma Ireland Ireland 

Thomas  Halpin Slainte an Chlair Ireland 

Deirdre Mullins Slainte an Chlair Ireland 

Umberto Tassini Ass. Italiana Largectomees Italy 

Brabrara  Tagmani  Associazione Italiana GIST Onlus Italy 

Annalisa  Trama Fondazione Instituto Nazionale dei Tumori di Milano Italy 

Laura D'Avanzo Glioblastome Multiforme - Cancro al Cervello Italy 

Simone Silenzi Glioblastome Multiforme - Cancro al Cervello Italy 

Stefano Petracci Glioblastome Multiforme – Cancro al Cervello Italy 

Stefania Mostaccioli Neurofibromatosi Italy 

Sarunas  Nambrutas  Lithuanian Cancer Patient Coalition Lithuania 

Gerard van Oortmerssen Contactgroep GIST Netherlands 

Carmen  M. Kleinegris NET-groep Netherlands 

Pauline  Evers NFK, Federation of Dutch Cancer Patient Organizations Netherlands 

Fenneke van Swigchum Stichting OLIJF Netherlands 

Marika Porrey Thyroid Cancer Alliance Netherlands 

Lia Le Roy Werkgroep Hersentumoren VZW Netherlands 

Roman  Słomkowski CARITA 'To live with Multiple Myeloma' Poland 

Roman  Sadzuga Myeloma Patients Aid Association Poland 

Piotr  Fonrobert Patients with GIST Aid Association Poland 

Beata  Ambroziewicz Polish Cancer Patient Coalition Poland 

Euzebiusz  Dziwinski The Nationwide Association of CML Patients Aid   Poland 

Sofia  Sá Cardoso Associação Portuguesa Contra a Leucemia Portugal  



 
 

Mihaela Haifer ABC Suceava Romania 

Vasile  Ianovici  Asociatia Pacientilor cu Neoplazii Mieloproliferative Romania 

Caban  Leny Asociatia Pacientilor cu Neoplazii Mieloproliferative Romania 

Olga Cridland Association PAVEL, Romanian Parents' Organization whose Children have Cancer Romania 

Alina  Comanescu Community Health Association Romania 

Nicoleta Mitrea Hospice Casa Sperantei Romania 

Viorica Cursaru Myeloma Euronet Romania Romania 

Anka Mateescu Romanian Leukemia Association Romania 

Sándor Tóth Isaszegi Nalor Serbia 

Natasa Elvira Cancer Patients' Association of Slovenia Slovenia 

Blaz  Bajec Društvo onkoloških bolnikov Slovenije Slovenia 

Oscar  Prieto  Asociación de Adectados pos Tumores Cerebrales en Espana Spain 

Angeles  Díaz Asociación Española de Afectados por Sarcomas Spain 

Natacha  Bolaños El Grupo Español de Pacientes con Cáncer  Spain 

Maude Andersson Gynsam Sweden Sweden 

Seda  Kansu Pembe Hanim  Turkey 

Emma  Thompson European Lung Foundation  UK 

Catherine Bouvier NET Patient Foundation UK 

James Caldwell Northern Ireland Rare Disease Partnership UK 

Angela  Brook  Pseudomyxoma Survivor UK 

Mary  Skehan  Slainte an Chlair UK 

Constantinos  Chrysaphinis The Brain Tumour Charity UK 

James Thorney Croft The Brain Tumour Charity UK 

Helen Morement The Cholangiocarcinoma Charity UK 

 


