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Agenda 

S Governance 

S Fragile X Syndrome 

S Objective 1: promote research & clinical trials 

S Objective 2: inform Belgian families: conference 2013/14 

S Objective 3: increase awareness of Fragile X with Belgian 

paediatricians 

S Associated disorders (premutation, FXTAS, FXPOI) 

S Objective 4: share a clear position on associated disorders 



Governance 

S Who’s who ? 

S Roles & responsibilities 

S AFrAHM & Association XFB: Parent’s support, information hub, education 

projects, social events, awareness campaign, promote research & clinical 

trials 

S SAB: advise the association on medical matters, promote research & 

clinical trials 

S Action Plan XFB 

S European Fragile X Network & other associations 

S Frequency of our meetings (2x per year ?) 
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Objective 1: promote research & 

clinical trials (1/2) 

S Basic research: latest results? What to expect? 

S mGluR5 antagonists 

S GABA-B agonist 

S Minocycline 

S Dendritic spines (FRAX486),… 

S FRAXA grants 

S Also in Belgium (first int’l partner outside Americas) 

S http://fraxa.org/applyinggrants.aspx 

http://fraxa.org/applyinggrants.aspx


Objective 1: promote research & 

clinical trials (2/2) 

S Clinical trials 

S Worldwide 

S Belgium: When? Where? Target population? Comms? 

S Fragile X Clinical & Research Consortium 

S www.fxcrc.org 

S Looking for international affiliates 

http://www.fxcrc.org/
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Objective 2: inform Belgian families: 

conference 2013/14 

S Fragile X conference in Belgium in 2013/14 – 
what are our options? Main topic? 

S Attendance at NFXF conference July 2014 
(Anaheim, Ca, US)? 

S How to best summarize latest research to 
families? 

S Scientific Advisory Board (SAB) to review/validate 
our website (www.x-fragile.be) 

S Can we publish your summary details on SAB webpage? 

http://www.x-fragile.be/
http://www.x-fragile.be/
http://www.x-fragile.be/
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Objective 3: increase Fragile X 

awareness with Belgian paediatricians 

S Fragile X presentation @ Groupement des Pédiatres 
Francophones Belges (GPFB) – October 2013 

S After the presentation of XFB and the services we can offer, we would 
like a doctor (member of the SAB?) to present the key medical facts 

S Add a Fragile X screening questionnaire to our website (www/x-
fragile.be) 

S Fryns & Borghraef (2001) or is there anything more recent? 

S How to get legal rights to use on our website 

S Could we have a version for use by doctors and a simplified one for 
parents? 

S Postcards sent to all paediatrician – building on the NFXF (US) 
success story 

S We would like the SAB to sign-off our message 



Example of Postcard 
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Objective 4: share a clear position on 

associated disorders 

S Premutation 

S Information to (extended) families 

S Information to teenagers (<18 years old) 

S Early pregnancy risk & associated disorders 

S FXTAS / FXPOI 

S Communication to patients 



S 

Thank you! 
Your personal commitment makes the difference and gives hope to families 



Association X fragile Belgique 

S Website: 

www.x-fragile.be 

S Facebook: 

https://www.facebook.com/AssociationXFragileBelgique 

S Contact for SAB: 
Olivier Crevoulin – o.crevoulin@gmail.com – 0477 81 13 18 

François Rycx – francois.rycx@bt.com – 0496 57 35 19 

 

http://www.x-fragile.be
http://www.x-fragile.be
http://www.x-fragile.be
https://www.facebook.com/AssociationXFragileBelgique


Fragiel 

S Website: 

www.fragiel.be  

S Contact : 
Victor De Nies – de.nies.victor@skynet.be – 015 20 58 29 

http://www.fragiel.be
mailto:de.nies.victor@skynet.be

