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September 2020 

Newsletter 

Contents 

• FIN Expert Meeting 2021—Survey 

• FIN Young Adult Webinars 

• FIN Award 

• “I Hand the Pen To” - Interview with Fabry 

Leaders around the world 

A word from the President: 
Dear All 
 
We proudly present the latest FIN newsletter. 
 
Fabry International Network is very committed to training the next generation of 

patient advocates and also providing a platform for young adults to get in contact 

with each other, to share their experiences and learn from each other. Our initial 

plan was to invite young adults to a face-to-face event this year. Due to the global 

pandemic, we have decided not to organise a face-to-face meeting but instead plan a series of webinars 

in September, October and November. We have successfully hosted the first webinar on Sept 12th, read 

all about on page 3! 

The fourth issue of Fabry Findings is now released!   
 
In order to make this newsletter as informative as possible we always welcome news and information 
from you as a caregiver, patient, patient organization and patient representative. Please send it to 
 info@fabrynetwork.org  
 
Stay safe and healthy! 
 

 

 

Lut, FIN president 

• Rare Disease International 

• Fabry Findings Issue 4 

• News from  Avrobio 

• COVID-19 Survey Eurordis - Preliminary results 

• News from Sangamo 

 

mailto:info@fabrynetwork.org
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FIN EXPERT MEETING 2021 

April 23rd - April 25th, 2021  

Amsterdam, The Netherlands 
 

We are seeking suggestions and input from our attendees with regards to  

the FIN Expert Meeting 

 

A short survey is available at the link below. 

 

When taking the survey, responses can be anonymous, or responders may enter their 

email address to be entered into a drawing for a complimentary  

FIN Expert Meeting 2021 registration. 

 

The survey takes less than 5 minutes to complete with 3 multiple choice questions and  

2 short questions with an option to provide comments.  

We truly value your input! 

 
 

Survey 

https://nl.surveymonkey.com/r/RKFNQ3V
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FIN YOUNG ADULT COMMUNITY 
 

Fabry International Network is very committed to training the next generation of patient advocates and 

also providing a platform for young adults to get in contact with each other, to share their experiences 

and learn from each other. Our initial plan was to invite you to a face-to-face event this year. Due to the 

global pandemic, we have decided not to organise a face-to-face meeting but instead plan a series of 

webinars in September, October and November. 

 

“We understand that you are all in different stages/phases of your life but we also believe we can all 

learn from each other. What you all have in common is that you want to live the best life you can lead 

and not let Fabry stop you. We want to help you look at what is possible and help you explore your  

options through patient advocacy.  

 

Anna draws her insights from her own experience as a Fabry patient. Lut, herself, has the experience with 

her 2 sons, now 34 and 35 years old. They don’t have Fabry, but another metabolic life threatening  

disease. During their childhood and teenage years, her husband and she always encouraged them to pur-

sue the things they wanted. So they did the “impossible” and we’re convinced that if you really want 

something, you will succeed. 

 

Although not everything happened in the same way as it would have for others but they tried to look  

beyond what we were told and that was exciting and satisfying. With this insight, we do know that every 

person is more than their disease. You are more than Fabry! We must acknowledge we have a disease, 

but this can’t rule our lives. There is so much more out there in the world. So much to discover and so 

much to enjoy! 

 

That’s why FIN is very committed to provide a platform for you to get in contact with others, to share 

your experiences and learn from each other. FIN truly wants to build a community based on a foundation 

of trust, motivation and hope. 

 

FIN Young Adult Committee, Lut De Baere & Anna Meriluoto 

 

FIN aims to build a community and train the next generation of patient advocates, connect young adults 

from all over the world and form a highly motivated group of 18-35 year old’s from the rare disease  

community. The main purpose is to instil confidence in the next generation of rare disease advocates by 

providing skill building opportunities to advance young adults in the next steps of their advocacy  

journey. 

                ... 
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We welcomed 21 young adults from all around the 

world.  Amongst them, young adults from The 

Netherlands, Italy, Armenia, Germany, Spain, Canada, 

South-Korea, Taiwan, Poland,…. 

After introductions and discussing expecations, 

Wojciech Nadolski (Poland) shared his personal story 

which was very insightful and helped generating in 

depth discussions. We talked about passions in life and 

great tips were shared. From dating to informing your 

employer about Fabry, their social life and symptoms - 

we talked about it all. The role that young adults can 

play in the patient advocacy community was also an 

important topic of this webinar.  

 

Learning patient advocacy skills will allow you not to be limited by Fabry but to be empowered by a 

community of patient advocates to live the life you want to lead! 

Limitations can transform into opportunities to change things for yourself and the next generation! 

 

The next webinar is taking place on Saturday Oct 3rd— 1pm-3pm CEST 

The focus of this webinar will be mental wellbeing, joining us for the discussion is Dr Nadia Ali, PhD. 

We are also having a workshop hosted by Michel Van Cauter (holistic health trainer). 

 

Want to join the FIN Young Adult community  (18-35)? 

Click here for the registration form. 

 

Any questions? Send us an email on finyoungadults@fabrynetwork.org 

 

We were truly overwhelmed with the number of registrations and are happy to succesfully have hosted 

the first webinar on Sept 12th.  

http://www.fabrynetwork.org/wp-content/uploads/2020/09/Young-Adult-Weekend-FIN_Form.pdf
mailto:finyoungadults@fabrynetwork.org
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FIN  

AWARD 
 

 

 

 
FIN wants to encourage the membership to organise new activities and initiate projects 

by contributing financially and giving a platform to share with the wider community. 
 

FIN will award a patient (association) led initiative that informs and educates about  
Fabry and helps raise awareness by providing a financial grant* 

 
The winning project will be announced at the Expert meeting in 2021 

 
 

The activity or initiative should be: 
 

 Educational and raising awareness 
 Bringing patients together (face-to-face or virtually) 

 Providing peer support 
 
 

We encourage all out of the box ideas! 
 
 
 

Download the application form here            
 

*Terms & Conditions are stated in the application form         
Deadline for applications: Nov 1st, 2020                 

http://www.fabrynetwork.org/wp-content/uploads/2020/06/FIN-Award_application-form-1.pdf
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Fabry International Network is happy to announce  
their membership to Rare Disease International! 

 
RDI brings together national and regional rare disease patient organisations from around the world as 
well as international rare disease-specific federations to create the global alliance of rare disease  
patients and families. 
 
Rare Diseases International aims to bring all umbrella rare disease patient organisations in every country 
and all regional and international networks for every rare disease into one global community to speak 
with one voice. 
 
Rare disease patients are faced with common challenges derived from the rarity of their conditions and 
aggravated by the low priority given to rare diseases globally. Rare diseases are often chronic, progres-
sive, degenerative, disabling and life-threatening. 
 
A long road to diagnosis, lack of adequate treatments and care are challenges faced by rare disease  
patients around the world. These difficulties are greater in many developing nations. 
 
Addressing rare diseases on an international level is critical to reduce health inequalities between  
populations worldwide and ensure that people living with a rare disease have access to the same  
resources as any other population. 

 
RDI works to: 

 
• Unite, expand and reinforce the rare disease movement of patient organisations and patient  
 advocates 
• Put rare diseases on the agenda of international organisations and multilateral institutions such as 

the United Nations, ECOSOC and the WHO, and on the national agenda of every country around 
the world 

• Strengthen rare disease patient groups capacity to act at local, national, regional and global levels 
and to interact with other rare disease groups 

 
 

RDI recognises that people living with a rare disease are facing similar challenges irrespective of where 
they live in the world. The over 300 million people living with one of over 6,000 known rare diseases 

around the world share a common interest to address their comparable or specific needs. 
 

RDI helps ensure that people living with a rare disease worldwide and their families experience better 
recognition and support, improved health or social services, and overall a better life. 

 
Follow them on LinkedIn and Twitter.  
www.rarediseaseinternational.com 

 

https://www.linkedin.com/company/rare-diseases-international/
https://twitter.com/rarediseasesint
http://www.rarediseaseinternational.com
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FABRY FINDINGS 

 
Scientific publications that are translated into lay language made available to  

the Fabry Community; 

Every new article will be announced in the FIN newsletter. 

 

In this issue we focus on gastrointestinal (GI) symptoms and  

their impact on people with Fabry disease. 

 

This issue is based on the publication:   

Pathologic substrate of gastropathy in Anderson-Fabry disease  

Di Toro A, Narula N, Giuliani L, Concardi M, Smirnova A, Favalli V, et al.  

Orphanet J Rare Dis. 2020;15(1):156 

 

 

 

 

 

 

 

 

 

 

 

 

 

 
 

Click here to read the fourth issue of Fabry Findings 

 

The Fabry Findings articles are published on the FIN website  

http://www.fabrynetwork.org/fabry-findings/  

We encourage you to translate  

the articles into your own language so these can be shared in your community.  

Source files are available upon request. 

http://www.fabrynetwork.org/wp-content/uploads/2020/09/Fabry-Findings_Issue-4_Autumn-2020.pdf
http://www.fabrynetwork.org/fabry-findings/
http://www.fabrynetwork.org/wp-content/uploads/2020/09/Fabry-Findings_Issue-4_Autumn-2020.pdf
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Winner Let’s get Fabry Creative Contest 
 
 
 
 
 
Fabry Korea won the 2020 Global Fabry Creative Contest Grand Price 
 
'Fabry Korea (Chairman Lim Bong-ki)', a national Fabry disease patient 
association, wins '2020 Let's Get Fabry Creative Contest!  
 
Fabry disease is a genetic disease caused by genetic mutations in the X 
chromosome resulting in symptoms such as extremity pain, kidney  
failure, left ventricular hypertrophy, and stroke just to name a few.  
Initially, extremity pain can be a severe burning pain in the hands and 
feet. Disease progression can lead to poor quality of life, and as time 
passes progressing to possible organ failure. However, individual  
symptoms of Fabry disease are easy to mistake for other diseases  
making it hard to find the correct diagnose. 

 
The Fabry International Network (FIN) is a non-profit organization established in 2005 to support Fabry 
disease patients around the world, working with more than 64 patient associations in 52 countries across 
the globe. In celebration of Fabry Disease Awareness Month every April, FIN holds various events to raise 
awareness of the disease and to support each other. April this year, Fabry Disease  
Awareness Month targets Fabry disease patients around the world. 
 
“2020 Global Fabry Creative Contest'' was held, which 
produced a variety of creative works such as photos, 
videos, drawings, and texts. In Korea, 10 patients with 
Fabry disease participated in the contest, among 
them Kim Gun-woo's poem “Spring”, won the grand 
prize of honour. 
 
FIN, who hosted this competition, said: ‘We were  
truly impressed while reading Kim Gun-woo’s poem.’ 
Kim Gun-woo said, "I am very honoured to win the 
competition in which patients with Fabry disease 
from all over the world participated. I think it is  
because the patients sympathized a lot based on  
their similar experiences,” he said. “I hope this poem 
is comforting to the patients, who feel they are not 
alone. And I hope the pain will disappear as soon as 
possible through the best treatment.” 
 
The winner of this competition, Kim Gun-woo, has been working in the management team from 2018 
when Fabry Korea was founded. In addition, after attending a global seminar hosted by FIN, he took the 
lead in improving the quality of life for patients with Fabry disease by holding workshops for patients with 
Fabry disease in Korea to share the main contents from the global seminar. 
 
"Fabry Korea took a long time to become an official patient association after its inception,” said  
Bong-ki Lim, chairman of Fabry Korea. “I would like to express my gratitude to all those who have applied. 
We will grow into a group in which various networks such as medical staff, support groups, and sponsor  
companies are organically active, not only for domestic patients through the expanded concept of the 
Fabry Korea Network. We will continue to carry out various projects such as providing medical infor-
mation necessary for patients with Fabry disease, education for capacity building, promotion of social 
welfare systems, and policy research for advocating patient’s rights." 

 
Translation from source : http://www.healthinnews.co.kr 

Korean patient, Kim Gun-woo (48 years old) receives the price!  
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Spring 

 

In a long winter night 

I’m awake after tossing and turning 

I’m awake all night alone 

 

Fell asleep for a while 

Soon, I wake up again 

 

I’m waiting for the dawn that never 

seems to come, while dozing off 

 

After passing through a long winter 

Like spring comes and snow melts 

 

Hope the pain goes away 

Like snow melts in spring... 

봄 

 

길고 

긴 겨울 밤 

잠 못 이루고 뒤척이다 깨어서 

긴 밤 홀로 깨어있네 

 

졸음에 겨워 설핏 잠들었다 

이내 다시 깬다 

 

졸다 깨다 반복하며 영영 오지 않을 것 같은 새벽을 기다린

다 

 

길고 긴 겨울 지나 

봄이 오고 쌓인 눈 녹듯 

 

아픔도 봄 눈 녹 듯  

스르르 녹아내리길... 

Winning poem Let’s get Fabry Creative Contest 
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Since we wanted to keep our community informed during these uncertain times, we 
hosted our very first webinar in April, which was very successful. A second webinar took 

place in May. We were very happy to have our expert panel which consisted of  
Prof Germain, Prof Eyskens, Dr Ali and Dr Ortiz presenting  

valuable information to our members.  
 

The recordings are available on our YouTube channel.  
 

 

 
 
 
 
 

 
 

 
 
 
 
 

 

 
 
 
 

 
 

 

COVID-19 and Fabry Disease 

Prof. Alberto Ortiz MD, Ph.D., Health Research Institute of the Jiménez Díaz Foundation Madrid, Spain 

Click here to listen to the presentation  

Dr. Nadia Ali, Ph.D. Emory University, USA 

Click here to listen to the presentation  

Prof. Dominique P. Germain, MD Ph.D. National Centre for Fabry disease, France 

Click here to listen to the Q&A 

Prof. dr. Francois Eyskens UZA, Belgium  

Click here to listen to the presentation  

https://www.youtube.com/channel/UCBwEW7SPtwOO1DdVUYCUWFQ?view_as=subscriber
https://youtu.be/gCKGmAiZLJ0
https://youtu.be/f58nyZp0j8s
https://youtu.be/CeYgNR1QJSM
https://youtu.be/FMCoNsKyHNw
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FOCUS ON FABRY LEADERS AROUND THE WORLD  

Interview with Catalina Yin 
 Taiwan Association of Fabry Disease 

 
 
 
 
 
 
When did you join your national patient association and what was 
the reason for joining? 
 
I joined my national association on February 19th in 2011 because I 
am a Fabry patient. I wanted to support and encourage other patients. 
 
What is the vision and mission of your association? 
 
As an organisation we focus on these 4 domains: 
 
• Patient Rights Advocacy    
• Health Educational Promotion    
• Patient Care    
• International  exchanges 
 
 
What do you consider to be the major achievements or activities you are proud of?  
 
Our medical lectures for health education and awareness and the fellowships union. 
 
 
Can you name some challenges that your association is currently facing? 
 
Sometimes we hear that in Taiwan some consider the mutation, the GLA IVS4, not to be the same as 
classical Fabry disease and that it should be excluded from National social health insurance as they will 
not recognise it as a rare disease. 
 
There is little focus on the mental health of patients. 
 
Fundraising and awareness is not easy as our disease is not considered to be a burden and a reason to 
support us because there are no physical symptoms. To others, patient with Fabry disease look normal 
and it is challenging to convince them otherwise. 
 
Can you name some future goals or plans? 
 
Next year we will celebrate the 10th anniversary of our association, we have some exciting things 
planned! 
 

 
Has your association had issues with the national health  
system or insurance problems? 
 
We are lucky to have good national social health insurance in 
place. 
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FOCUS ON FABRY LEADERS AROUND THE WORLD 

Interview with Catalina Yin 
     Taiwan Association of Fabry Disease 
 

 
 
How would you describe the current treatment situation in your  
country? 
 
 
When patients are diagnosed with Fabry Disease, they can be treated, 
but the medical guidelines set by the relevant government agencies are 
becoming more and more strict, because the rate of Fabry disease 
diagnoses is increasing rapidly, which takes up a lot of the cost of rare 
diseases overall. In Taiwan, treatment is mainly enzyme replacement 
therapy, and the main drugs come from only two manufacturers. 
 
 

What are the major issues with Fabry disease in your country? 
 
Classical Fabry disease is considered an official rare disease but sometimes the later-onset subtype with 
the IVS4+919G>A mutation is not. 
 
The cost of medical expenses are too high.  
 
How would you further raise global awareness for Fabry disease? 
 
Raising awareness that Fabry Disease also includes the later-onset subtype with the IVS4+919G>A  
mutation. 
 
What are your suggestions for future projects for FIN? 
 
Every national or local association needs to feel supported by FIN. 
Address more psychological issues to help young people face or plan the different stages of their life. 
As young people face the ethical issues of giving birth to the next generation, it would be good that they 
can be supported in these difficult choices. 
 
 
What would you like to explain to other people / doctors / nurses /decisionmakers about Fabry  
disease? 
 
Fabry disease is a rare disease. Fortunately, there are drugs for treatment now. We advocate for early 
diagnosis and to start treatment as soon as possible. We are still a group of people who can contribute to 
and serve society. We need the support of the government, people from all levels, various insurances, and 
the entire society. If we rely solely on our own capabilities, we do not have any patients who can receive 
treatment. It is very important we work together for this. 
 
What kind of information are we still missing about Fabry  
disease? 
 
Concerning the Fabry patient’s gastrointestinal tract, tinnitus and 
hearing.... the distress and tools to cope. 
 
 
Is there anything else you would like to add? 
 
Thank you for this opportunity! 
 
 
Thank you for your time! 
                
 
 
 
     
    Catalina Yin hands the pen to Ikuko Kaku from the Japanese Fabry Disease  
    Patients and Family Association (JFA) 
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9 in 10 people living with a rare disease experiencing interruption in care because of 
COVID-19 Survey shows detrimental impact of coronavirus on rare disease community. 
 
4 May 2020, Paris - EURORDIS-Rare Diseases Europe today announces preliminary global 
results from the first multi-country survey on how COVID-19 is affecting people living with 
a rare disease, finding that the pandemic greatly hinders access to care. 
 
The COVID-19 pandemic has exacerbated the many challenges people living with a rare 
disease already face and has created extra risks in their daily lives, with collateral  
consequences. 
 
5,000+ rare disease patients and their family members from all EU countries and beyond 
representing 993 diseases responded to the survey carried out via the Rare Barometer 
Programme. These results are based on survey responses submitted between 18 and 28 
April 2020. These are preliminary figures and the survey continues throughout the  
duration of the crisis. Rare diseases are often chronic and life-threatening. 
 

 
Click here to see the preliminary results from the survey. 

 
 

 
 
The ASGCT is excited to share with you that the resources on gene therapy for Fabry 
disease are now available on their NEW Patient Education site! We hope you find 
that the overall site and disease-specific resources are useful.  
 

Click here to view all of the resources!  

https://download2.eurordis.org/documents/pdf/PressRelease_COVID19surveyresults.pdf
http://patienteducation.asgct.org/disease-treatments/fabry
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News from Avrobio  

AVROBIO Supports the Fabry Community  

 

AVROBIO is a gene therapy company  

AVROBIO is a leading clinical-stage gene therapy company driven by a purpose to free people with ly-
sosomal disorders from a lifetime of genetic disease. We aim to halt or reverse disease throughout the 
body by driving durable expression of functional protein, even in hard-to-reach tissues and organs in-
cluding the brain, muscle and bone. 

 

Learning from the Fabry community  

In September 2020, AVROBIO hosted a meeting with leaders of the Fabry patient advocacy community 
from the U.S., U.K., Netherlands, and Spain to discuss and obtain advice on our investigational gene 
therapy program for Fabry disease and hear about the needs of the community. We are grateful for 
the opportunity to speak with and learn from the Fabry patient community! 

 

AVROBIO is recruiting patients for FAB-GT, a phase 1/2 clinical trial (NCT03454893) 

AVROBIO is developing an investigational lentiviral gene therapy called AVR-RD-01 for Fabry disease. 
AVR-RD-01 is being investigated in clinical trials and has not yet been approved by the U.S. Food and 
Drug Administration (FDA) or any other regulatory agency, and its safety and efficacy have not yet 
been established. 

Please join AVROBIO at National Fabry Disease Foundation’s Fabry Family Conference. 

Please take the opportunity to stop by AVROBIO’s presentation at NFDF’s Fabry Family Conference 
where we’ll provide information about our investigational gene therapy program for Fabry. We also 
encourage everyone to stop by and say hello in our virtual booth. We hope to see you there! 

 

For more information, please visit AVROBIO.com or reach out to patients@avrobio.com. 

 

FAB-GT is a Phase 1/2 clinical trial evaluating the 
safety, tolerability and efficacy of AVR-RD-01 for the 
potential treatment of classic Fabry disease.  We are 
currently recruiting patients for this trial.  

If you or someone you love are interested in learning 
more about this trial, please contact 1-877-330-5216 
or visit www.AVROBIOFabryTrial.com . 

http://www.avrobio.com
mailto:patients@avrobio.com
http://www.AVROBIOFabryTrial.com


15 

 
 

News from Sangamo 

Fabry disease is caused by shortage of an enzyme called  

alpha-galactosidase A (α-Gal A). This shortage happens when the 

GLA gene, which provides the body with instructions for making  

α-Gal A, is not working correctly. 

 

A new phase I/II clinical study has been designed to  

investigate the safety and tolerability of an investigational gene 

therapy called ST-920 to treat Fabry disease. ST-920 aims to  

deliver a healthy copy of the GLA gene to the liver. 

 

It is hoped that the liver should then be able to produce the α-Gal A 

enzyme and secrete it via the blood stream to the rest of the body. 

The STAAR Study is now recruiting men aged 18 or over who have been diagnosed with Fabry disease. Visit 

the STAAR Study website (www.staarclinicalstudy.com) where you can see if you qualify. You can also  

discuss this further with the study team, who are more than happy to help. 

Contact details: clinicaltrials@sangamo.com 

 

www.staarclinicalstudy.com 

New phase I/II clinical study to explore the potential of ST-920  

investigational gene therapy to treat Fabry disease 

 

The STAAR Study is Recruiting Patients Now 

http://www.staarclinicalstudy.com
mailto:clinicaltrials@sangamo.com
http://www.staarclinicalstudy.com
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Fabry International Network                                            

Registered address Alice Nahonlaan 7, 9120 Melsele - BE         info@fabrynetwork.org 

Visiting address: Floralaan 35A, 9120 Beveren - BE                      www.fabrynetwork.org 
 

   Charity Registration Number 04080030  The Chamber of Commerce Drenthe The Netherlands  

 

    

mailto:info@fabrynetwork.org
www.fabrynetwork.org
https://www.facebook.com/fabryinternationalnetwork/
https://twitter.com/fabryintnetwork
https://www.instagram.com/fabryinternationalnetwork/
https://www.youtube.com/channel/UCBwEW7SPtwOO1DdVUYCUWFQ?view_as=subscriber
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December 2020 

Newsletter 

Contents 

• FIN Expert Meeting 2021—Save the date 

• FIN Young Adults — Mental Health Tips 

• New FIN members 

• “I Hand the Pen To” - Interview with Fabry 

Leaders around the world 

A word from the President: 
 
Dear All 
 
The last newsletter of 2020! 

 

In this edition we share a lot of information which I am sure you will find an interesting 

read. We would also like to draw your attention to the save the date for our virtual FIN 

Expert meeting in 2021. We look forward to seeing you all at the meeting. 

 

As we approach the festive season, I would like to pay tribute to everyone who works or volunteers to 

help others. This year the spirit of the season will likely mean different things to different people. 

Everyone’s 2020 has been incredibly difficult and disruptive. Although we might not be able to spend 

this time of the year with all the people we love, connecting is now more important than ever. Reach 

out, call, Zoom, send a card and be thankful for what is and what is yet to come.  

On behalf of the FIN Board I would like to thank everyone for all your support and interaction, you are 

all truly amazing! 

 

Stay safe and healthy! 
 
 
 

Lut, FIN president 

• Supporting our immune system - Dr Kanwal 

• FOS report 2019 

• News from Eurordis & RDI  

• News from Avrobio 

• Sleep Hygiene for Fabry Disease - Fabry Disease 

News 
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Mental Wellbeing Tips from the FIN Young Adult Community  

 

In light of the COVID-19 pandemic, we want to remind you that taking care of your mental health is as 

important as looking after your physical health. Good mental health and positive wellbeing can help you 

better cope with the COVID-19 threat and the uncertainty it’s creating. 

 

The FIN Young Adult Community wants to share with you their best tips for mental wellbeing!  

• Practice gratitude & forgiveness 

• Get some sunshine 

• Spend time in nature 

• Journaling 

• Show kindness to yourself and others 

• Being in the moment 

• Positive self talk 

• Meditation 

• Open up about mental health issues and realise you are not alone 

• Build a structure and create routines for your daily life 

• Listen to music 

• Talk to others or go out – spend time with family or friends 

• Do fun stuff or give yourself nice things - Buy a plant when you feel down or drink a chai latte, 

whatever makes you happy 

• Get enough sleep and eat nutritious food 

• Get professional help when needed 

• Exercise regularly and stay active 

• Find out what makes you happy - not only what makes others happy 

• Spend time alone with yourself - have conversations with yourself 

• Know your limits: don’t set impossible goals, know your limits in order not to deceive yourself  

• Social Media Detox – don’t compare yourself to others 

• Take care of yourself! Use a facemask or scrub your face once in a while, dress like you are going 

to the awards… really spend time on yourself! 

• Keep your mind busy, don’t let intrusive thoughts bother you 

• Always know you are valid: when there's someone criticizing because they don't understand the 

illness, remember it is not your fault and that you are valid in any way, you are not less than any 

other person in the world. 
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FIN proudly presents to you new members to the network 
 
 

 

Mexican Federation of Rare Diseases 

FEMEXER is the national alliance of rare diseases patients 

associations. FEMEXER is a non-governmental and totally 

voluntary alliance of patient organizations, directed 

exclusively by patients and their families; They represent 

more than 70 rare disease patient organizations in Mexico, 

which cover 450 rare diseases (RAID) among the 

population. 

 

Proyecto Pide un Deseo México  

 PPuDM is the lysosomal patient association and is an 

organization dedicated to the support of Gaucher and Fabry 

patients in Mexico and is part of Palito and Toto Make a 

Wish AC (PyTPuDac), which is a grantee authorized by the 

SAT that meets all the requirements of Mexican law to be a 

non-profit organization. In addition, it belongs to the 

Mexican Federation of Rare Diseases (FEMEXER) as a 

founding member. 

 

 

 

 

 

Association Tunisienne des Maladies Lysosomales 

L‘ATML is an association recently founded by patients and 

relatives of patients suffering from rare and orphan diseases 

who are engaged in a daily fight against these diseases. 

A warm welcome to: 

http://www.femexer.org/
http://www.pideundeseo.org/mision-vision-y-valores
https://www.facebook.com/PideUnDeseoMex
https://www.facebook.com/fabryinternationalnetwork/
https://www.facebook.com/FedMexEnfermedadesRaras
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FOCUS ON FABRY LEADERS AROUND THE 

WORLD  

Interview with Hisao Harada 

President, Japan Fabry Disease Patients and 

Family Association (JFA)  
 
 
When did you join your national patient association and what was the reason for joining? 
 
I joined the Japan Fabry Disease Patients and Family Association (JFA) in September 2010.  
 
What was the reason for joining?  
 
There were five reasons for me to join: 
1. To expand ERT options available for patients including oral therapy 
2. To make treatment accessible wherever you live in Japan 
3. To make treatment affordable in our medical system 
4. To establish a collaborative relationship with bio/pharma industry 
5. To build equal relationships with medical service groups and local administrations 
 
What is the vision and mission of your association? 
 
Our vision is to create communication between members as well as the development of our 
organization. Our mission is to establish a symbiotic society and a reliable medical system for rare 
disease patients so we are all able to live with dignity.  
 

 
What do you consider to be the major achievements or activities you are proud 
of?  
 
Currently patients in Japan have access to 3 different ERT and 1 oral drug 
treatment option. Regardless of where patients live, treatment is now fairly 
affordable. We organise annual educational seminars and symposiums at 7 main 
cities to cover the entire nation. We built very good relationships with local 
administrations, medical service groups and the bio/pharma industry. 
 
 
 
 
 

Can you name some challenges that your association is currently facing? 
 
Because of the global pandemic, we are now working to have home infusion available, for this we are 
working closely with researchers and congressmen to prepare a proposal for our Ministry of Health, 
L&W. Seeking radical treatment such as gene therapy and genome medicines. However, we still need to 
wait until the legislation part is ready. 
 
Can you name some future goals or plans? 
 
• More treatment options which patients and their family can choose between 
• Educate more doctors to become experts in Fabry disease.  
• From the patient centred perspective, we need to promote awareness and provide educational 

opportunities to learn and seek the best treatment options for themselves. Japanese patients are 
very passive when it comes to choosing their treatment and only rely on the doctor’s advice. But 
nowadays we see patients also proactively taking control and communicating their preferences 
more. 

• As several treatment options are available for patients, we need to promote early diagnosis 
including new-born screening. It’s important to have a follow-up system together with the 
screening.    

 
Has your association had issues with the national health system or insurance problems? 
 
Due to the national healthcare system’s coverage, all patients have access to treatment in general. 
There is no major problem with medical expenses due to a medical support system based on  the 
patient’s household income now. As for private life insurance, there are certain limitations and there 
are some conditions that need to be cleared still. This is a matter that I expect that will improve.  
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FOCUS ON FABRY LEADERS AROUND THE WORLD 

Interview with Hisao Harada 

President, Japan Fabry Disease Patients and Family Association (JFA)  
    
 
How would you describe the current treatment situation in 
your  country? 
 
Approximately there are 1000 patients receiving treatment. 
After you get diagnosed, you can start treatment as soon as 
possible. There is a maximum cap payment system that won't 
exceed a certain amount. Therefore patients and family can 
visit multiple medical specialists if they need additional care or 
other medication for symptomatic treatment.  
 
 
 
What are the major issues with Fabry disease in your country? 
 
Many Fabry patients wish to have a pain-free life although they take pain relievers  rom overseas. The 
pain management still seems to be the biggest issue for Fabry patients I know. There is a large need for 
specialized medical care facilities for rare diseases. We need a prompt implementation for telemedicine 
including online consultation in case of future natural disasters and/or pandemics.  
  
How would you further raise global awareness for Fabry disease? 
 
I think it’s much better to focus on children rather than adults. There is a report that says that one in 7000 
patients could be diagnosed through new-born screening. The age that patients can start ERT can be as 
low as 4 or 5 years old. Therefore, it’s ideal to work with physicians who check both kidney failures and 
heart failures and apply early screening interventions. 
 
What are your suggestions for future projects for FIN? 
 
It’s more important to work together with Fabry specialists especially on gene therapy and genome 
medicine. I also like to see the potential which we can develop more. I think it might be nice to invite a 
genome specialist at your next expert meeting. Since Fabry disease is rare and doesn’t meet the quota, 
it’s important to unite the patients on a global scale.     
 
 
What would you like to explain to other people / doctors / nurses /decisionmakers about Fabry  
disease? 
 
Although Fabry disease is a rare disease, it’s very important to think of it as something that could also 
happen to you or to someone close to you.  
 
What kind of information are we still missing about Fabry disease? 
 
Many patients worry about their future. Especially young adults may experience it more often. It tends to 
have their income lowered as their symptoms progress. Then it will be hard to even consider married life 
with children. It requires more support for them.  
 
Is there anything else you would like to add? 
 
I think it’s important to make our voice heard. I think FIN holds a key role for the global movement in the 
Fabry community in the world. Thank you for your dedication! With Ikuko Kaku as the JFA representative 
for FIN we look forward to continue to work together. 
 
 
 
Thank you for your time! 
                

        Hisao Harada hands the pen to David Peña Castillo 

            from FEMEXER Mexico 
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Supporting Cellular Resiliency 
By Dr. Seema Kanwal, ND 

 

News regarding COVID-19 is breaking daily. With all the media attention on this emergent 
pandemic, there is an extraordinary concern in supporting our health. We can all take 
basic steps to be responsible to ourselves as well as people around us in preparing and 
supporting our cells to try and ensure a good outcome.   
 
COVID-19 is thought to have an incubation period of 1-14 days with signs and symptoms 
that last 1-4 weeks and include: 
 

 Nasal congestion 
 Febrile Respiratory Illness (greater than 100F (37.8C)) 
 Fatigue, Headache, Cough 
 Sore throat 
 Gastrointestinal manifestations such as nausea, vomiting, and diarrhea 

have also been commonly found which are uncharacteristic of the seasonal 
flu 

 Infants and toddlers may show with only fever and lethargy  
 
Although most sources are estimating that an individual remains contagious for seven 
days from initial onset of symptoms (especially with coughing and sneezing) individuals 
have been found to be contagious for up to 16 days after the first symptoms appeared. 
 

SUPPORTING OUR IMMUNE SYSTEM, THUS OUR CELLULAR RESILIENCY  
 
A healthy immune system will not only offer increased protection against the regular 
seasonal flu and other variations of the common cold, but also shown to minimize and 
improve the immune response when you are now in bed under the weather. 
 
There is good evidence, albeit not large clinical trials, to show that persons with higher 
serum 25(OH)2 D3 levels are protected from upper respiratory tract infections. There is 
also good mechanistic evidence that high doses could be used to treat the flu. 25 Hydroxy 
Vitamin D tests are an excellent resource for obtaining a person’s vitamin D levels. Other 
evidence also exists for the efficacious use of vitamin C, zinc, selenium, vitamin A, and 
Elderberry extracts. 

... 
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First, let’s review the basics. Hand washing, is by far one of the 
key strategies for preventing viruses from spreading. Viruses are 
easily spread from person to person. Think of how many times a 
day you touch a doorknob, keypad or pick up the telephone. 
Wash your hands in soapy warm water for at least 30 seconds 
(or the time it takes to sing happy birthday) and try to avoid 
touching the faucet after doing so. Paper towels, although less 
environmentally friendly are more hygienic than cloth towels, as 
are hot air dryers. 
 
 
 

Supporting Cellular Resiliency 
By Dr. Seema Kanwal, ND 

Nutrition, nutrition, nutrition. Proper nutrition is the key to a 
healthy immune system. Would you put diesel in a gas engine? 
Eating fried, sugary or highly processed foods can hinder your 
immune system’s ability to ward off infection. Brightly coloured 
and dark green leafy vegetables are loaded with immune boosting 
phytonutrients. Phytonutrients are nutrients that come from 
plants. Bioflavonoids, found in fruits and vegetables work with 
Vitamin C to help strengthen the immune system. 
 

Sugar, consumed in even moderate amounts impairs your 
immune system’s germ-fighting ability. Our white blood cells, 
which engulf bacteria and viruses, cannot function optimally 
when we eat high amounts of sugar, especially white refined 
sugar. Drink lots of water and herbal teas when you’re under 
the weather. Stay clear of soda pop, as they are very high in 
sugar. Even Diet pop is a no no! Avoid sports drinks because 
they contain excess amounts of sugar and salt. Warm herbal 
teas such as peppermint, can be made cooler as a flavourful 
iced tea, will also boost the immune system. 

Here are now a few things you can do to keep your immune system healthy and strong. 

... 
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When treating any illness, herbs are best used in a 
combination that is individually tailored to you and your 
symptoms. How about taking a trip to your kitchen? Garlic 
is one of nature’s most potent herb. Not only does it add 
wonderful flavour to foods, it is a powerful anti-microbial 
agent. It has been shown to reduce bacterial AND viral 
growth, thus making it an effective agent in fighting many 
infections. Add it to soups or stir-fry’s at the end of 
cooking which will maintain the anti-microbial properties 
of garlic. Adding it to the beginning of cooking will make it 
loose efficacy of its antimicrobial properties.   
 
 
 
 

Supporting Cellular Resiliency 
By Dr. Seema Kanwal, ND 

Hydration hydration! This is much easier to do when the 
weather is warmer, versus when it is cold outside. I tend to 
drink less water in the winter. If water is difficult for you as 
well, drink lots of herbal, non-caffeinated teas as this will 
count towards water intake. Fall and Winter is a very drying 
time of year. If you are prone to nose bleeds, or sinus 
infections, you want to ensure you maintain hydration to 
moisten the mucus membranes, to prevent dryness in the first 
place. Do you know how much water you need to drink? Take 
your weight in pounds, divide by 2, this equals to the number 
of ounces required by your body. The 8 glasses of water a day 
I cannot disagree with, as this is a random number that I have 
no idea who came up with.  
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9 in 10 people living with a rare disease experiencing interruption in care because of 
COVID-19 Survey shows detrimental impact of coronavirus on rare disease community. 
 

Out now: the COVID-19 European results in seven languages! 
 
How did COVID-19 affect people with rare diseases? Find out their infographic with the 
key findings from their biggest ever survey in Europe, now ready to share in French,  
Spanish, German, Italian, Portuguese and Russian! 
 
Share it on social media to show the impact of COVID-19 on people with rare diseases as 
the pandemic continues to unfold.  

 
 

Rare Diseases in UHC2030 Synthesis 
 

Rare diseases have been mentioned in UHC2030's  "State of Commitment to UHC"  
synthesis. This is the first edition of an annual report monitoring action towards Universal 
Health Coverage in all UN Member states.  
 
*The synthesis report notes that the COVID-19 pandemic has magnified inequities for  
vulnerable groups including people living with a rare disease. (page 28) 
 
*It highlights the need, not only for better coverage of health services, but also for  
improved specialized health services, making particular mention of the rare disease com-
munity. (page 34) 
 
RDI is a member of UHC2030, a multi-stakeholder platform convened by the WHO and the 
World Bank. We would like to thank RDI member organisations who answered our call this 
September to participate in the UHC2030 survey on national UHC contexts. The recogni-
tion of the rare disease community in this seminal  report is a great achievement.  

 
Click here to read the full report 

 

https://www.eurordis.org/publication/how-has-covid-19-impacted-people-rare-diseases
https://www.eurordis.org/publication/how-has-covid-19-impacted-people-rare-diseases
https://www.uhc2030.org/fileadmin/uploads/uhc2030/Documents/Key_Issues/State_of_UHC/SoUHCC_synthesis_2020_final_web.pdf
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Dear 
 
I am very pleased to introduce you to the 2019 update on the Fabry Outcome Survey 
(FOS). FOS is a disease registry sponsored by Takeda that collects information on patients 
with Fabry disease across the world. Information on symptoms, disease progression and 
treatment has been collected since the first patients joined FOS in 2001, and there are 
now over 4000 patients enrolled. The aim of FOS is to improve our understanding of  
Fabry disease, which will help healthcare professionals to provide the best care possible 
for their patients. 
 
We hope that this report will help patients and caregivers who are involved or interested 
in FOS to understand better how the registry works and what has been achieved so far. It 
provides an update on the patients enrolled in FOS up to January 2020 and a summary of 
published findings from the registry. The report has a new layout with colourful  
infographics, is written in easy-to-understand language and provides answers to com-
monly asked questions about FOS. 
 
On behalf of the FOS Steering Committee, I would like to thank patients and caregivers 
involved in the registry for their extremely valuable contributions. The more information 
we can collect on Fabry disease, the more we can learn and the more we can improve the 
care of patients in the future. 
 
Mary Pavlou 
Patient organization representative on the FOS Steering Committee 
FIN secretary 
 

 
 

Click here to read the report 

http://www.fabrynetwork.org/fos-patient-report_final/
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Enter the EURORDIS PHOTO AWARD 2021  
 
Do you have a photograph that captures life with a rare disease during the COVID-19 
pandemic? Perhaps you have the perfect picture already, or perhaps you haven’t taken 
it yet. Either way, don’t forget to submit it to the EURORDIS Photo Award 2021! This 
annual competition is your chance to show the world what it means to live with a rare 
disease.  

Sleep Hygiene for Fabry Disease 
 
People with Fabry disease frequently experience sleep problems. Because a good 
night’s sleep is essential to physical and mental health, as well as your quality of life, it 
may be beneficial for you to practice sleep hygiene. 

 
Click here to read the article 

https://eurordis.us20.list-manage.com/track/click?u=bbe2bc8fe4bc7ac805fde44c8&id=c39c978c19&e=209cad0c14
https://fabrydiseasenews.com/2020/12/04/sleep-hygiene-for-fabry-disease/
https://fabrydiseasenews.com/2020/12/04/sleep-hygiene-for-fabry-disease/
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News from Avrobio  

 

AVROBIO held a webcast on November 18th where the company announced: 
  
• 3 month Gaucher type 1 data for patient #1.  AVR-RD-02 for Gaucher disease type 1: 

Positive early reductions in plasma lyso-Gb1 and  
 chitotriosidase activity at three months as compared to baseline, when Patient 1 was 
 on ERT; additional positive trends observed across multiple other measures 
• AVR-RD-06 for Gaucher disease type 3: New program leveraging the same vector as 

AVR-RD-02 for Gaucher disease type 1 
• AVR-RD-01 for Fabry disease: Potential accelerated approval strategy planning  
 underway as clinical data across Phase 1 and Phase 2 trials continue to show positive 
 and durable clinical activity and safety data. 42 month data for the phase 1 Fabry 
 program 
• AVR-RD-04 for cystinosis: Functional and clinical improvements for the first patient 

at 1 year; third patient in the trial dosed 
• New preclinical data for AVR-RD-03 for Pompe disease: Preclinical data show  
 normalization of substrate levels in multiple hard-to-reach organs 
• Pre-clinical update for AVR-RD-05 for Hunter syndrome: Normalization of multiple 

biomarkers in mouse model of the disease 
 
The company also announced End-to-end plato® platform ready to enable global  
commercialization and data on its industry-leading plato® platform highlighting advances 
in chemistry, manufacturing and controls (CMC) to prepare for planned upcoming trials 
and potential global commercialization 

  
Click here to read the full press release  

 
  

 

https://investors.avrobio.com/news-releases/news-release-details/avrobio-announces-new-positive-clinical-data-and-preclinical
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This holiday season is unlike any other, to cap off a year 

unlike any other. Throughout this season, and as we move 

into a new (and hopefully better) year, we wish you 

moments of peace amid the difficulties, connections with 

family and friends even if they can’t be in person, the 

warmth of memories from holidays past, and wonderful 

glimpses of the joy that still lives under the surface. 

 

We are here for you through it all. We wish you endurance, 

strength, health, and as much happiness as these times 

can allow! 

 

Best wishes for the holidays and the coming year from the  

entire FIN Board. 
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Fabry International Network                                            

Registered address Alice Nahonlaan 7, 9120 Melsele - BE         info@fabrynetwork.org 

Visiting address: Floralaan 35A, 9120 Beveren - BE                      www.fabrynetwork.org 
 

   Charity Registration Number 04080030  The Chamber of Commerce Drenthe The Netherlands  
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www.fabrynetwork.org
https://www.facebook.com/fabryinternationalnetwork/
https://twitter.com/fabryintnetwork
https://www.instagram.com/fabryinternationalnetwork/
https://www.youtube.com/channel/UCBwEW7SPtwOO1DdVUYCUWFQ?view_as=subscriber

