A special thanks to all our members
and supporters

ENMC full and associated member countries

Partner organisations

ENMC full and associated members: Company Forum:

( % o7 SPIERIEKTEN The voice of patients :
f’ —
mnsns st Peon

THE ENMC:

Muscular ‘f.;:» waren R
Dystrophy UK 33 SPIER
w FONDS

Sanquin
Plasma Products

i i

N N \
USCULAF : enme.org ’ USCULAR
SENTE CNTE

L ]
w2 o s s M MUSKELSVINDFONDEN

| Aear RR A m————




ENMC organises workshops upon application by researchers and health care professionals

who are experts in the field of rare neuromuscular disorders. Workshops take place over a

weekend in the vicinity of Amsterdam Schiphol airport. During a workshop, participants

share their experiences, show unpublished data, discuss research gaps and plan future

collaborations to improve diagnosis procedures and to develop successful treatments.
Mrs Sarah Foye (left) of Team Titin and
Mrs Alison Rockett Frase of the Joshua Frase
Foundation, both mothers of children with a
titinopathy, are thrilled with the outcomes of the
219th ENMC workshop on titinopathies (TTN).

The ENMC strongly encourages the participation of patients, relatives and/or advocates
from patient organisations to represent the patient’s voice. Our experience shows that
the perspective and the experience of people who are confronted with a neuromuscular
disease every day is of extreme importance for researchers and health care professionals.
It helps them in their efforts to improve care and diagnostic tools or in the planning of
clinical trials and new disease registries.

e Check for the topics of the upcoming workshops.
* Download the toolkit for patients to learn what you can expect from a workshop,
how to prepare and what is expected of you.
¢ Contact the ENMC to become involved in your workshop of interest at
or

ENMC provides wheelchair accessible meeting venues and taxi transportation. The ENMC
ensures that the participant is heard at every workshop.
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Nynke Koelma joined the 216th ENMC
Workshop on FKRP muscular dystrophies.




