
myopathies.info 
stronger together against myopathies 

http://www.myopathies.info 

WELCOME 



myopathies.info 
stronger together against myopathies 

http://www.myopathies.info 

A community by and for 

people affected by 

neuromuscular diseases 



myopathies.info 
stronger together against myopathies 

http://www.myopathies.info 

Where do we come from ? 

Where are we now ? 

Where do we go ? 



myopathies.info 
stronger together against myopathies 

http://www.myopathies.info 

Where do we come from ? 

Where are we now ? 

Where do we go ? 



myopathies.info 
stronger together against myopathies 

http://www.myopathies.info 

2001 

2003 

2008 

2009 

A new diagnosis: 

Bethlem myopathy 

2010 

2011 

2012 

2007 

2005 



myopathies.info 
stronger together against myopathies 

http://www.myopathies.info 

2001 

2003 

2008 

2009 

First scientific paper  

describing the mechanism  

of Bethlem myopathy 

2010 

2011 

2012 

2007 

2005 



myopathies.info 
stronger together against myopathies 

http://www.myopathies.info 

2001 

2003 

2008 

2009 

Meeting with the first  

other person affected  

by the same disease 

2010 

2011 

2012 

2007 

2005 



myopathies.info 
stronger together against myopathies 

http://www.myopathies.info 

2001 

2003 

2008 

2009 

2010 

2011 

2012 

2007 

2005 

Meeting with the author  

of the 2003 scientific paper 

 

Online publication of an interview 
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Launch of « Bethlem.info » 
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New non profit organization 

 

CNIL Registration  

 

Launch of « Myopathies.info » 

in French and English 
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Volunteer based community 
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Hiring of Master students 

 

Content development  

(articles, newsletter,  

website improvements) 
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A website built on open 

source technologies  

FIND MEET SHARE 

three simple words 
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Discussions, events,  

Announcements, pictures  

and videos 

Group information 
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Volunteer based translators group 
(English, French, Italian, German, Spanish) 

 

New website with improved  

interactivity and better control  

on privacy 



muscleconnect.org 
stronger together against myopathies 

http://www.myopathies.info 



myopathies.info 
stronger together against myopathies 

http://www.myopathies.info 

Alexandre 

MEJAT 
President 

Patrice  

BOUCHE 
Treasurer 

Pierre  

BACHE-GABRIELSEN 
Secretary 
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