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SOS Desmoide celebrates its 20t birthday !

Break patients’ isolation
and their relatives’

S

Inform and provide
guidance to patients, their
relatives and healthcare
professionnals
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SOS Desmoide, it is...

More than
700 patients
since its
création

The
integration More than
of 40 new i SOS s 2000
patients ;v DESMOIDE contacts

every year

15 active
members:
patients,
doctors,
relatives

Actions conducted that led in 10 years to :

= the obtention of the 15t consultation 11 times faster

= the reduction by half of the delay for diagnosis
confirmation
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... a dynamic association...
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It’s every year : —

Some
events
organized
by
1 World supporters 1
Tour to taskforce of
raise funds doctors &
2 for research 3 patients

seminars .
SMS* since

for J.[he its création
active _ ,

members

newsletters
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* Medico-scientific seminar ag: =
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... that already went a long way...

N 1999 2001 2002 2004
‘% * DT integrated in First medical « Desmo PSY : 1st « Glivec trial
Nov. 1998 Orphanet brochure psychc_)logical support . Patien_ts’
s 6 e « Welcome Bur_eau » for fqr patients committee
sesnelEEn patients & relatives - Tissue bank for research
1st SMS : Eurocancer (BTR / AFM)
-~

2012 2011 2009-2010 2007-2008 2005

* PERSEUS results : 5 Pregnancy -« 1° workshop forjoint + PERSEUS, 1° europ Interviews of GSF
publications incl. diag. survey pathologies DT-PAF program of research on DT surgeons => first step
criteria via B-cat * Healthcare network  « Survey on risk factors towards WAIT & SEE (S.

* Pain survey for DT via expertise ~ + Contribution to SPAEN Bonvalot)

e 2 SMS centers for sarcoma foundation

-

2014 2015 2016 2017
» European recom. on 1% call for projects 34 SMS 2"d call for projects and
DT with SPAEN and funding of 2 on DT-PAF funding of 3 projects
* ALTITUDES project projects incl. a thesis on a
(N. Penel) murine DT model
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... and will go even further !

Doctors and patients are
committed to our cause

Patients have their
Doctors have their experience
medical and scientific which is a wealth of data,

knowledge a source of knowledge,
a real expertise

We will go forward together by
sharing our knowledge
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THANK YOU
FOR YOUR ATTENTION



