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Friedreich's Ataxia Research Alliance

Description

The Friedreich's Ataxia Research Alliance (FARAY is a 501(c)i3) organization
formed to speed scientific research to find a cure for Friedreich's Ataxia. FARA
grants and activities provide support for clinical trials, research grants, workshops
and phammaceuticall biotech development.  FARA also serves as 3 catalyst,
hetween the public and scientific community, o create worldwide exchanges of
information that drive medical advances.

What is Friedreich’'s Ataxia?

Friedreich's Ataxia is dehilitating, life-shortening, degenerative neudro-muoscalar
digarder. Ahout 1in 90,000 people in the United States have Friedreich's Ataxia.
Cngent of symptoms canvary from childhood to adulthood. Childhood onset of FA
is usualy hetween the ages of 5 and 15 and tends o he assaciated with & more
rapid progression. Late onset FA (LOF &) can occur amtime during adulthiood.

Syimptoms can include:

sLozs of coordination (ataxia) inthe arms and legs

sFatigue-eneryy deprivation and muscle loss

“izion impairment, hearing loss, and slured speech

=Aggres=sive scoliosis (cursature of the spine)

sDigbetes mellituz (insulin dependent)

*Seriouz heart condition (enlarged hear- hyperrophic cardiomeyopathy)

The progressive loss of coordination and muscle strength leads to motor
incapacitation and the full-time uze of a wheelchair. There is currently na treatment
ar cure.

Research Ripple Effect Across Multiple Diseases

Scientific and medical advances realized by FARA could have a powerful,
heneficial impact an the entire medical community for related mitochondnal
dysfunction diseases and others like:

« MDA Diseases (ALS, SWA and others) *» Parkinson's
= Fragile ¥ Syndrame » Huntington's
= Lehers Hereditary Optic Atrophy = Alzheimer's
= MELAS and MERF * Diahetes

= Stroke

From Gene Discovery to Drug Discovery

Since 19493, FARA has successiully:

» Reached clinical trial status in just ¥ vears of aperation.

» Gained Food and Drug Administration (FDA) orphan drug status and MIH
support far EP-ADDDT inless than 2 years following drug discovery.

= Lined up 6 promising drugs trial in near hodzan {12 manths).
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Accelerated Progress = Higher Funding Levels



Funding History
FARA has funded over §9 M in scientific research since 1998

» &4 M in Research Grants (University, Hospital, etc)

» 54480 in Biotech Research and Drug Development

» 5500 K insupporting netwark of clinics

» Three International Friedreich's Ataxia Scientific Conferences

Funding Requirements

= 2008 - $3m
= 2009 - $5h

Partner Organizations

» fuscular Dystrophy Association (MDA

» GoFAR (an ltalian FA advocacy and research group)

= Ataxia UK

= Mational Ataxia Foundation (MAF)

= Friedreich's Ataxia Research Association of Australiafew Zealand
» Spanish Ataxia Federation (FEDAES)

» EurnAtaxia

= Friedreich's Ataxia Parents Group (FAPG)

» |nternational Metaark of Ataxia Friends (INTERMNAF)

Govemment Sponsors

= MIH Office of Rare Diseases (MIHMORD)
» Mational Institute of Keurolodgical Disorders and Stroke (MIMDES)

Ways to Support FARA

+ Multi or Single Year Donation
+ Corporate Donation

+ Event Sponsorship

+ Project Sponsorship

+ Stock Donations

+ Planned Giving

+ Corporate Employee Matching Programs
+ In-Kind Gifts

+ Joint Marketing

« Or another creative way!

Contact us to learn more info@cureFA.org.

www.cureFA.org
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Mary Stuart Masterson
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“Together, we will find a cure.”
Ron Bartek
FARA President




