
 

 

PROJECTS TO  …. 
 

FUNDAMENTAL GOALS 
Break patients isolation Collect & share knowledge Stimulate & promote research 

Inform on illness & orienting 
Gather patients’ stories & doctors’ experiences 
and results 

Arouse interest in desmoids 

Bring psychological support Improve understanding of desmoids Run an active support group 

Make patients contribute to research Circulate new data Help the development of research programs 
 

"SOS DESMOIDE": A FRENCH PATIENTS’ GROUP FOR DESMOID TUMOUR  
PROMOTING RESEARCH, SUPPORTING PATIENTS 

Contributors : SOS DESMOIDE ASSOCIATION 

ORGANISATION                   ACTIVITY 

President & Founder : Marie PODEVIN-LEMARCHAND (patient) Creation date : November 1998 
General Secretary : Dr Laurent MIGNOT (physician) Members : 250 
Patients’ Committee Patients who have contacted our association : 270 
Psychological Support Structure Core members : around 15 (including 6 physicians) 
 

WE NEED… 
� More physicians & researchers from France & Europe to work on desmoids 
� Official organised network & partnership on desmoids 
� New communication tools for physicians 
� Help to expand the tissue bank & start DNA collection 
� More human and financial resources 
 

PATIENTS & 
FAMILIES 

PHYSICIANS & 

RESEARCHERS 

� Active group of patients & physicians 

� Patients’ Committee 

� Psychological help structure & support network 

A PARTNERSHIP 
 

MAIN PARTNERS 

� GSF-GETO 
� French & European Associations 

(AFM, LNCC, AMR, EURORDIS, Parler La SLA…) 

� ORPHANET 
� Main Hospital Centers (Bergonié, IGR, Curie…) 
� CONTICANET 
� WHY NOT YOU ? 

 TOOLS & RESOURCES 

� A medical information booklet 
� A collection of human material 
� Ideas to arouse interest in desmoids 
� Contribution in Financing processes 
� An information source (clinical tests…) 

CONTRIBUTE TO 
RESEARCH 

BREAK 
PATIENTS 
ISOLATION 

INCREASE KNOWLEDGE AND 

SHARE IT 

� Scientific publications 
� Epidemiology studies 
� Library 
� Contacts with foreign associations 

� Studies in surgery  
� Studies in biology 
� Studies in genetics 

� European reference centres 
� Speaking groups 
� Make patients take more part in research 

JOIN US…. 

mpodevin@aol.com 

http://www.sos-desmoide.asso.fr 

SOS DESMOIDE NETWORK 

A STRATEGY FOR BREAKING THE VICIOUS CIRCLE OF A RARE DISEASE:  

 

SOS DESMOIDE ASSOCIATION 

A boost for Research into Rare Diseases 


