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• FIN welcomed Fabry Korea association as a new member to the FIN, a delegation of FIN 
visited the association and presented at their first patient meeting

• SSIEM 2019 - FIN Booth - the FIN Board attended SSIEM in Rotterdam where we also had our 
very first FIN Booth

• FIN celebrated Fabry International Women’s Day (every first Saturday in April) 

• FIN published 4 newsletters with lots of interesting articles and a few new additions such as 
Interview with patient leaders around the world.

• For Fabry awareness Month, FIN organised a contest where we asked the community to send 
a picture that represents their future, which was a success.

• FIN partnered with myTomorrows. The myTomorrows platform offers information and 
facilitates access to clinical trials and expanded access programs available worldwide. They 
are dedicated to helping patients who have exhausted their regular treatment options. 
(clinical trials page on the FIN website)

• The FIN expert meeting 2019 was a huge success with more than 60 attendees (patients and 
patient advocates), we organised workshops for the first time and this was very well received 
by the community. We also streamed the meeting which we intend to do for future meetings

2019 was a year full of changes for FIN
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Having a psychologist facilitating the 
session, raised some very interesting 

topics and discussions!

Excellent way of having 
attendees interact with one 
another to get introduced! 
Good to share experiences!

FIN Expert Meeting

Looking back on 2019







https://goo.gl/forms/Rtw18DEVfkbAaSKt1
mailto:jfaowl2014@gmail.com?subject=Online%20JFA%20Survey
















http://www.fabrynetwork.org/clinical-trials/
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FIN launched Fabry Findings - a scientific publication 
that is being translated into lay language which we 
share with the community and encourage to have this 
translated in to local languages.

Fabry Findings 
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Fabry Findings 

In this issue we focus on depression, its impact on 
Fabry symptoms,  how to identify the signs and 

what treatments are available

This issue is based on the publication:
Treatment of Depression in Adults with Fabry 

Disease.
Nadia Ali, Scott Gillespie, Dawn Laney

Published in JIMD Reports

In this issue, we explore pregnancy and Fabry 
disease, and present the latest findings on the use of 

ERT during pregnancy

This issue is based on the publication:
Enzyme Replacement Therapy During Pregnancy in 
Fabry Patients : Review of Published Cases of Live 

Births and a New Case of a Severely Affected Female 
with Fabry Disease and Pre-eclampsia Complicating 

Pregnancy.
Madsen CV1, Christensen EI2, Nielsen R2, Mogensen 

H3, Rasmussen ÅK1, Feldt-Rasmussen U4.
Published in JIMD Reports

In this issue, we looked at the relationship between:
objective cognitive impairment, subjective cognitive 

complaints and depressive symptoms

This issue is based on the publication:
Predictors of objective cognitive impairment and 
subjective cognitive complaints in patients with 

Fabry disease
Simon Körver 1, Gert J. Geurtsen2, Carla E. M. 

Hollak1, Ivo N. van Schaik3, Maria G.
Published in scientific reports 
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Quarterly newsletter
> 450 subscriptions

FIN Website

Social Media Channels International Fabry Women’s Day

Collaboration & Communication
facilitate connections between Fabry patients

Fabry Awareness Month

FIN Projects 
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FIN Projects

o Newsletter – will be published quarterly in 2020 – first one was March, next is June – until date we have  more than 450 subscriptions

▪ Powerful tool to share information and connect patients worldwide

▪ Plan on growing the number subscriptions and we will continue to gather as much relevant info as we can to be published in the newsletter

o Social Media Channels

▪ Instagram/Facebook/YouTube – FIN has taken it’s first steps into the world of social media, we will continue to reach out to the community 
through these channels 

▪ We will provide content to our members and industry partners that can be shared 

o FIN Website 

▪ We will be working on updating the FIN, more accessible, more up to date and fresh look and feel

o Fabry International Women’s Day – every first Saturday in April

▪ Continue to raise awareness and supporting local initiatives 

▪ Content on social media / #InternationalFabryWomensday

o Collaboration and communication

▪ FIN continues to support new and emerging associations 

▪ Monthly Board Meetings

▪ Actively looking for new members to expand our network

o Fabry Awareness Month

▪ ‘Let’s get Fabry Creative’ Contest – winner was published in June Newsletter





https://www.instagram.com/p/Bwq-vVThcUK/?igshid=1wgz5wazdhsf5
https://www.facebook.com/FabryDisease
https://www.facebook.com/FabryDisease/


http://www.fabry.nl/




mailto:info@fabrynetwork.org
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Membership

FIN is connected to over 50 countries 
and 62 Patient Associations around the 
world in 2019. Membership is free and 
open to any National Patient 
Organisation in which Fabry patients 
are represented.

New members in 2019:
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Meetings with Indurtsy partners 

In 2019  the FIN Board met face to face in individual meetings with Sanofi 
Genzyme, Shire Takeda, Amicus, Idorsia, Protalix, Freeline, Chiesi, AvroBio, 
GreenOvation. These meetings were held under Company CDAs 
(Confidentiality Disclosure Agreements) to enable the FIN Directors and 
the Company representatives to discuss matters not yet in the public 
domain. These meetings took place prior to the FIN Expert meeting in 
Barcelona.

FIN also met with industry partners at WorldSymposium™ 2019 in 
Orlando, Florida, USA and at SSIEM 2019 in Rotterdam, the Netherlands.

Industry Partner Meetings 
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Governance
At the 2019 AGM Lut De Baere was voted to continue as President, Jack Johnson - Vice President of 
Americas/Global, Anna Meriluoto - Vice President Europe/Russia. In January 2019 FIN moved its 
official address to Alice Nahonlaan 7, 9120 Melsele, Belgium. 

FIN Board:

• President: Lut De Baere
• Vice President Americas /Global: Jack Johnson
• Vice President Europe / Russia: Anna Meriluoto
• Director / Treasurer: Erica Van de Mheen 
• Director / Secretary: Mary Pavlou
• Director: Anne Grimsbo
• Director: Martynas Davidonis

The FIN Board have met every two months during 2019 by teleconference and met face to face in 
February 2019 in Orlando, FL, USA and again in May 2019 Barcelona, Spain before and after the FIN 
Expert Meeting to take forward the business of FIN.

FIN Coordinator

Charlotte Wauters was appointed coordinator for FIN in January 2019. She is based in Belgium.
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Election Of Directors

• Mary Pavlou to be re-elected as FIN Secretary
Mary Pavlou was up for election in 2020

This year Mary Pavlou, member of the FIN Board and appointed secretary was retiring by rotation 
in accordance with FIN’s constitution. There were no objections and she was re-elected as 
member of the FIN Board and appointed secretary.

• Resignation Anne Grimsbo & Martynas Davidonis

The FIN Board regrets to inform you that there are 2 board members resigning in 2020. Anne 
Grimsbo and Martynas Davidonis have submitted their letter of resignation and as of tomorrow 
they will no longer be part of the FIN Board. The FIN articles of association will be updated 
accordingly. Anne and Martynas were thanked for their efforts and valuable contributions, FIN 
wishes them all the best.

No new applications have been received so far. For the time being the FIN Board will move 
forward in 2020 with 5 Board Members.  Applications to become a FIN Board Member are 
welcome at any time and encouraged anyone interested to contact a current FIN board member 
to discuss further.
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Financial review 2019

The closing bank balance 2019 was 184.253,24 EUR
Total income in 2019 was 142.801,40 EUR 
Total expenditure in 2019 was 145.374,32 EUR resulting. The shortage of income 
over expenditure for 2019 is therefore 2.572,92 EUR and this results in equivalent 
lower equity. 

The Fabry International Network is most grateful to Sanofi Genzyme, Amicus,  
Takeda, Idorsia, Chiesi, Avrobio, Freeline , Sangamo and Eurordis for the 
unrestricted educational grants and charitable contributions they have made to 
FIN in 2019.

The Year ending 31 December 2019 accounts were audited by BHKK BV (Belgium) 
and the Auditor’s letter signed by senior accountant Hans Blockx.
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What can FIN do for You and Your 
organisation? 

Please do not hesitate to reach out to us, should you have any 
questions or suggestions – emails can be send to 

info@fabrynetwork.org or directly addressed to our coordinator 
Charlotte.




