The Fabry International Network (FIN)

A worldwide Fabry patient nonprofit organization
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FIN: Who & What

Any organization worldwide that represents
Fabry patients, families and caregivers can
become a member of FIN.

FIN was founded as a non-profit organization In
Dec. 2005 in the Netherlands under Dutch law.

Currently, there are 23 Fabry country
organizations:

INorth America: USA, FSIG: Canada, CFA
1South America: Brazil, ABRAF

iEurope: Belgium, BOKS; Denmark, DFPA;
Finland, FFA; France, VML & APMF;
Germany, Lithuania & Ireland, Ind. Patients;
Italy, AIPAF& GIPF; Netherlands, FSIGN;
Norway, FPN; Poland, PFPA; Portugal, APL;
Spain, ADAC; Sweden, SFA; Switzerland,
Fabrysuisse; UK, MPS

tAustralia: FSGA
MNew Zealand: LDNZ

FIN Participation and Support

Fabry country organization representatives
(patients, families, caregivers)

IMembers and volunteers (committees)
iMedical community (medical advisory board,
physicians, nurses, counselors, others)
{Researchers

Hndustry partners

IGovernment

iOthers

Is your Fabry Organisation
a FIN member?

If not, join FIN!

FIN Board of Directors

President: Lut De Baere, Belgium, BOKS
Vice-President: Erica Schenk, Netherlands,
FSIGN

ITreasurer: Kees Bosman, Netherlands,
FSIGN

iSecretary: Adrian (Ed) Koning, Canada, CFA
iBoard Members: Marlene Koning, Canada,
CFA; Megan Fookes, Australia, FSGA; Anna
Meriluoto, Finland, FFA, Jack Johnson, USA,
FSIG

Past President: Rune Sedal, Norway, FPN

The Board meets via teleconference & internet

dFIN, Edmonton, Canada; ¢FIN, Willoughby, Australia; 'FIN, Vantaa, Finland; 9FIN, Concordia, USA

FIN Vision
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affected by Fabry disease has the best quality
of life possible through early diagnosis,
treatment and cure.

FIN Mission

The mission of FIN is to be a global,
iIndependent network of Fabry patient
assoclations whose purpose Is to collaborate,
communicate and promote best practice to
support those affected by Fabry disease.

FIN Aims

{Education and Awareness: To promote
education and raise awareness among
Fabry effected people, health providers and
the wider community.

IRepresentation: To represent the interests
of Fabry patients, care givers and family
members with key stakeholders.

HUnity within the Fabry Community: To
actively promote unity among all key stake-
holders working together on Fabry disease.

1Building the Fabry International Network:

To further build FIN globally.

FIN Internal Management: To be efficiently
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Strategic Plan.

FIN Medical Advisory Board

iProf. Dr. Michael Beck &KLOGUHQT
Univ. of Mainz, Mainz, Germany

iProf. Dr. Johannes (Hans) Aerts, Chief
Scientific Officer, Dept. of Medical
Biochemistry, Univ. Of Amsterdam, AMC,
Amsterdam, The Netherlands

iDr. Annick Raas Rothschild, Specialist
In Medical Genetics and Pediatrics,
Hadassah Medical Center, Genetic
Counseling Clinic, Jerusalem, Israel

1Dr. Stephen Waldek, Executive Medical
Director, Consultant in Adult Inherited
Metabolic Disease, Hope Hospital,
Manchester, United Kingdom

TColleen McNeil, Nurse Clinician for
Lysosomal Storage Disorders, Inherited
Metabolic Disorders Clinic, Alberta
Children's Hospital, Calgary, AB Canada

Long Term Plans and Objectives

TReduce division between all stakeholders in the
worldwide Fabry community.

tOne international meeting supported by Shire,
Genzyme, Amicus and other industry partners.

TMove toward one Iinternational registry open to
all research parties.

FIN Values

Advocacy/Need

1FIN puts the needs of those effected by Fabry
at the centre of Iits activities.

IThese needs are not only physical but also
psychological and social and effect families
and community.

Choice

1FIN believes that choices In relation to all
aspects of the management of Fabry disease
must be respected.

For choice to be meaningful, it must be fully
Informed, unbiased and freely made.

Transparency

#FIN members operate and communicate in an
open, clear and honest way, while maintaining
confidentiality as appropriate.

1FIN Is open to questions and challenges from
others on decisions it has made or actions

taken.

Independence

FIN is an independent, world wide, non-profit
organization within the Fabry disease
community.

it is open minded and willing to listen to all input

that helps address Issues facing members and
determine the best way forward for those

suffering from Fabry disease.

Integrity

§F6N4rg>e|q1@2ew C?QQLLﬂ?Vhemselves In an honest,

trustworthy and cooperative way. FIN expects
member representatives to be dependable and
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Leadership

#FIN members are expected to represent the
best Interest of Fabry patients and be leaders In
understanding the latest information about best
practises and management of Fabry. FIN Is
continuously learning from all stakeholders.

Education

#FIN promotes education to assist Fabry
affected people to access current information

for proper diagnosis care and treatment within

their country:.

Collaboration

1FIN encourages stakeholders to collaborate
globally to address the complex needs of the
Fabry community.

Current FIN Industry Partners



