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Survey Results
Total response: 39; Countries: 17/23 = 74% 
(Australia, Belgium, Brazil, Canada, Denmark, 
France, Israel, Italy, Lithuania, Netherlands, 
New Zealand, Norway, Poland, Spain, 
Sweden, Switzerland, USA)

Introduction
ÅFabry disease is a very rare inherited life 

threatening disease that affects only about 5,000-
10,000 people worldwide.
ÅThe disease is caused by a lack of an enzyme that 

breaks down fatty deposits, resulting in debilitating 
pain, organ failure, and early death. 
ÅThe only effective treatment is enzyme 

replacement therapy (ERT).
ÅIn 2005, the Fabry International Network (FIN) 

was incorporated in the Netherlands as a non 
profit organization. 
ÅTo date, there are 23 member organizations in 21 

countries in North and South America, Europe and 
the South Pacific.

Aims of Survey
ÅTo provide useful data on the needs of Fabry 

patients and the organizations that represent 

patients, and to understand key concerns, issues 

and unmet needs.

ÅTo develop a data base of FIN member 

organizations, their leadership contacts and their 

particular areas of interest and skills.

ÅTo reach consensus on FINôs priorities and action 

plan for 2010 and beyond.

ÅHelp FIN determine its long term goals and 

objectives.

ÅHelp prepare agenda for FIN Feb 2010 member 

conference.
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Be a translation services of current educational and informational material in your language

Secure financial sponsorship and support from companies and/or agencies, government or

other sources for FIN to grow into a worldwide network as well as hire staff

Provide leadership training for representatives of Fabry patient organizations in your country

Build a worldwide network with all Fabry stakeholders in order to educate and advocate for

equal and identical access for Fabry diagnosis, treatment and overall management throughout

the world

Represent Fabry patient organizations at medical conferences and meetings

Grow FIN membership into a worldwide network by including all Fabry patient organizations

Develop a FIN Medical Advisory Board (MAB) to enable Fabry specialists around the world to

share information about Fabry disease to other physicians and patients

Advocate government for access to and reimbursement for treatments including ERT and

home therapy if not already provided in your country

Results key focus question #14: ñWhat do you think the overall priority 
goals, objectives and aims should be for FIN in the next 5 years?ò

Results key focus question #15: ñWhat do you think the priority 
action items and activities should be for FIN in the next 12-18 months?ò
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Secure financial sponsorship and support from companies and/or agencies, government or

other sources for FIN to remain viable

Development regular FIN survey (once every year or two) asking input on needs of patients to

develop its priorities

Continue to build network and relationships with all Fabry stakeholders including patient

organizations, medical professionals, researchers, company representatives, government

Improve and develop communication by way of an improved, secure and more effective FIN

website that would include an electronic library of information, translation service, blogs,

communities, forums, chat lines, etc.

Translate existing educational and informational material and documents in your language

Provide medical and technical data available in a simple form

Prepare and distribute FIN e-newsletters to Fabry patient organizations

Grow FIN membership into a worldwide network by inviting more Fabry patient organizations to

become members of FIN

Work with FIN Medical Advisory Board (MAB) to prepare articles and updates on Fabry

disease

Help organize a single worldwide international patient meeting annually with support and

sponsorship from all manufactures of treatments for Fabry disease

Results key focus 

question #18: 

ñWhat type of 

meeting should FIN 

promote or help host 

say once 

every year or two?ò

0% 10% 20% 30% 40% 50% 60%

Sev eral separate continental meetings where only

leaders of  indiv idual Fabry  country  organizations in

their continent attend and av oid a single

A single worldwide meeting where only  leaders of

indiv idual Fabry  country  organizations attend

A single worldwide meeting where any  Fabry  patient

could attend

Continental meetings where any  Fabry  patient could

attend

Results key focus 

question #19: 

ñWould you be interested 

in attending a worldwide 

or continental Fabry 

patient meeting?ò
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No

Yes, worldwide only

Yes, continental only

Not sure

Yes, ev en if  not f ree of  charge (f lights, hotel,

registration f ee)

Yes, but only  if  f ree of  charge (f lights, hotel,

registration f ee)

Conclusions

ÅThe FIN Survey is a great 2-way communication tool that collected valuable input from the current FIN member 

organizations and FIN Medical Advisory Board members. However, query translation is critical; the automatic query 

translation program from IBM did not function properly causing a suboptimal response rate.

ÅFuture worldwide FIN Surveys (i.e. new born screening, Fabry and access to diagnosis and ERT) should be kept short, 

contain simple and clear questions, offer a minimum number of choices, and must manage the expectations. 

Methods

ÅThe FIN has developed an electronic 

online survey in partnership with the 

Cambridge Publishing Group Inc.

ÅThe Survey aims to collect input and 

feedback from the current FIN member 

organizations and their respective 

leader(s), as well as from the FIN 

Medical Advisory Board.

ÅThe Survey contained 26 questions 

divided into 4 categories:

ÅGeneral (12 questions)

ÅFabry diagnosis and access to 

ERT (5 questions)

ÅPersonal/organization needs (4)

ÅFIN priorities (5 questions)

ÅWe expected to receive about 50 

replies from the current 23 FIN 

member organizations and members 

of the FIN medical advisory board.


