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Word from the President  

 

We are proud to send you this August FIN newsletter.  

 

This is my first newsletter, as the new FIN president. During the last AGM in Vilnius, this was 

announced to the membership and Iõm happy to serve you all.  I think most of you will know 

me already, because Iõm the longest serving board member. Iõm aware that replacing 

Christine will not be easy, but the whole FIN board worked very hard on your behalf since then.  

  

We will use this newsletter to tell you more about what we have been doing and what our 

plans are for the future. We want to keep you updated on the developments of FIN; meetings, 

surveys, requests for your help and input and more é. 

 

In order to make this newsletter as informative as possible we have a few other requests for 

which we need your help! We are always welcoming news and information from you as 

(family of) patients, patient organizations and patient representatives. Please send it to our 

mailbox: info@fabrynetwork.org  

    

Furthermore, we invite you to check our website www.fabrynetwork.org  regularly to find more 

and up -to -date news!  

 

As chair of FIN, I am  doing my best to make everything run as smoothly as possible,  but if you 

have any questions or concerns please do contact me at lut@boks.be  or +32 498 70 15 03 

Lut De Baere - Chair of FIN  

http://www.fabrynetwork.org
mailto:lut@boks.be
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Previously in 2013 we had an audience of 32, 35 in 2014, 46 in 2015, 50 in 2016 and 65 in 
2017.  This year it was agreed by the Board of Directors to hold the meeting in Vilnius, 
Lithuania being a country with only a small number of diagnosed Fabry patients.  We had a 
record number of 86 attendees from 23 different countries arriving to hear talks from 13 
speakers from all over the world including, Martynas Davidonis sharing his personal 
experience of living with Fabry disease in Lithuania, Dr Carolyn Ellaway from Sydney, 
Australia presenting on Paediatric in Fabry, Prof Gue-Ru Hong from Korea, Cardiac Disease 
in Children and adults with Fabry disease, Dr Aneal Khan from Canada presenting on the First 
Gene Therapy in Fabry Disease plus many 
more.  
 
The FIN Board also made good use of this 
time by meeting with representatives from 
eight different Pharmaceutical companies over 
two days prior to the meeting where under 
CDA, information on new treatments, clinical 

Since 2013 the Fabry International 
Network has been hosting annual 
expert meetings for its members in 
various countries. The aim is to share 
patient experiences and new 
treatments by way of medical experts 
presenting to an audience of 
representatives from Fabry patient 
organisations all over the 
world.  Since 2016 we have expanded 
the audience by inviting medical 
students to help raise awareness in 
the hope of increasing early diagnosis 
of Fabry disease.   
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CLb aŜŜǝƴƎ ŎƻƴǝƴǳŜŘΦΦΦ 

CŜŜŘōŀŎƪ 

[ƻǾŜ ǘƘŜ ǇŜǊǎƻƴŀƭ ǎǘƻǊƛŜǎ 

aŀǊǘȅƴŀǎ ϧ /ƘǊƛǎΦ [ƛƪŜ ǘƻ 

ƘŜŀǊ ƳƻǊŜ ƻƴ DŜƴŜ ¢ƘŜǊŀǇȅ 

aŀǊǘȅƴŀǎ ǿŀǎ 

ŜȄŎŜƭƭŜƴǘ 
¢Ƙŀƴƪǎ ŦƻǊ ǘƘŜ ǘǊŀƴǎƭŀπ

ǘƻǊ ǎŜǊǾƛŎŜΣ ƳŀŘŜ ŀ 

ƘǳƎŜ ŘƛũŜǊŜƴŎŜ 

9ƴƧƻȅŜŘ ƘŜŀǊƛƴƎ ŀōƻǳǘ DŜƴŜ 

¢ƘŜǊŀǇȅΦ ²ƻǳƭŘ ƭƛƪŜ ǘƻ ƘŀǾŜ 

ƘŀƴŘ-ƻǳǘǎ ƻŦ ǎƭƛŘŜǎ  ǎƻ ǿŜ Ŏŀƴ 

ǘŀƪŜ ƴƻǘŜǎ ǿƘƛƭǎǘ ƭƛǎǘŜƴƛƴƎ 

aȅ ŦŀǾƻǳǊƛǘŜ ǿŀǎ ǘƘŜ ǇǊŜǎŜƴǘŀǝƻƴ 

ƻƴ DŜƴŜ ¢ƘŜǊŀǇȅΦ  

[ƛƪŜŘ ǘƘŜ ǘŀƭƪ ƻƴ ŎŀǊŘƛƻ - 

ǇŀŎŜƳŀƪŜǊǎ ±/ L/5 

9ƴƧƻȅŜŘ ƘŜŀǊπ

ƛƴƎ ŀōƻǳǘ Ŧǳπ

ǘǳǊŜ ǘƘŜǊŀǇƛŜǎ 

Lǘ ǿŀǎ ǾŜǊȅ ǿŀǊƳƛƴƎ ǘƻ ƘŜŀǊ ǘƘŜ 

ǘǊƛōǳǘŜ ǘƻ /ƘǊƛǎǝƴŜΣ ǿƻǳƭŘ ƭƛƪŜ 

ǘƻ ǎŜŜ ƳƻǊŜ ǿƻǊƪǎƘƻǇǎ ŀƴŘ 

ǇŀǝŜƴǘ ŘƛǎŎǳǎǎƛƻƴ ǝƳŜ 

[ƛƪŜŘ ǘƘŜ ŬǊǎǘ 

ƴƛƎƘǘ ǎŜŀǝƴƎ 

ŀǊǊŀƴƎŜƳŜƴǘǎΣ 

ǿŜƭƭ ŘƻƴŜ 

9ƴƧƻȅŜŘ ƭƛǎǘŜƴƛƴƎ ǘƻ ƴŜǿǎ ƻƴ ǘǊŜŀǘƳŜƴǘǎ 

ŀƴŘ ǊŜǎǳƭǘǎ ōȅ !ǘǳƭ aŜƘǘŀ ŀƭǎƻ /ŀǊŘƛŀŎ ŬƴŘπ

ƛƴƎ ōȅ 5Ǌ wƛŎƪ {ǘŜŜŘǎ 

9ƴƧƻȅŜŘ 

ƛǘ ŀƭƭ ¢ƘŜ ǇǊŜǎŜƴǘŀǝƻƴ ƻƴ ǘƘŜ ŬǊǎǘ DŜƴŜ 

¢ƘŜǊŀǇȅ ǿŀǎ ǾŜǊȅ ƛƴǘŜǊŜǎǝƴƎ 
¢ƘŜ ǿƘƻƭŜ ǎŎƘŜŘǳƭŜ ƎŀǾŜ ƳŜ ōǊƛŎƪǎ ǘƻ ǳƴŘŜǊǎǘŀƴŘ Ƴȅ ƻǿƴ ǎƛǘǳŀǝƻƴΣ 

ŀƭǎƻ ǘƘŜ ǇŜǊǎƻƴŀƭ ǎǘƻǊƛŜǎΧΦ Lǘ 

SAVE THE DATE 
Next Fabry International Network Expert meeting, Barcelona 22�i 26th May 2019       


