FOR IMMEDIATE RELEASE
The Friedreich’s Ataxia Research Alliance Joins Millions Around World To
Observe Rare Disease Day
Springfield, VA- February 19, 2011-----The Friedreich’s Ataxia Research Alliance (FARA)
will be joining the National Organization for Rare Disorders (NORD) and others around the
world in observing World Rare Disease Day on February 28, 2011. On this day, millions of
patients and their families will share their stories to focus a spotlight on rare diseases as
an important global public health concern.
“There are nearly 30 million Americans—and millions more around the world—affected by
rare diseases,” said Peter L. Saltonstall, president and CEO of NORD. “Everyone knows
someone with a rare disease. But, while many of these diseases are serious and lifelong,
most have no treatment and many are not even being studied by researchers. This leaves
patients and families without hope for a better future.”
A rare disease is one that affects fewer than 200,000 Americans. There are nearly 7,000
such diseases affecting nearly 30 million Americans.
World Rare Disease Day was launched in Europe four years ago and last year was
observed in 46 nations. It is always observed on the last day of February. On that day,
patients and patient organizations will post stories, videos and blogs online and host
events to raise awareness of these diseases, which are often called “orphans”.
FARA represents patients and families affected by Friedreich’s ataxia (FA). FA is an
aggressive neurodegenerative disease that debilitates people of all ages, robbing them of
their ability to walk, see, speak and hear and cutting short their life expectancies. FARA
advances research for Friedreich’s Ataxia (FA) and is dedicated to curing FA. Founded in
1998 by FA parents and patients, FARA is a nonprofit, 501c3, whose mission is directing
and funding research through a remarkable level of collaboration among the patient,
medical and scientific communities. Currently, there is no cure or treatment for FA.
However, FARA funded research is bringing promising treatments forward fueling
confidence in the ability to slow, stop and reverse this disease for patients living with FA
today.
“Rare disease research benefits more than a singular disease population. It also lends
insights into more common diseases, FARA President, Ron Bartek said. “At FARA, we

believe collaboration leads us to results quicker. Acting alone there is very little any of us
can accomplish. Acting together, there is very little we will not accomplish.” In honor of
Rare Disease Day, Bartek will participate in a Rare Disease Day Conference at the National
Institutes of Health and the FARA community will raise awareness locally about FA and the
importance of supporting rare disease research.
Rare Disease Day 2011 activities in the U.S. will include creating an online library of twominute videos about specific rare diseases and how they affect patients’ daily lives. Also,
patients across the nation will help NORD create a database of physician experts. Patients
will share their personal stories through a survey hosted by NORD and the Pew Research
Center, and there will be a drive to enlist support for a new Rare and Neglected Diseases
Congressional Caucus.
“More than half of the people who have rare diseases are children,” Saltonstall said.
“Challenges faced by patients and their families include delayed diagnosis, few treatment
options, and difficulty finding medical experts. Many rare diseases have no approved
treatment. Insurance may not cover treatments that aren’t approved. Also, treatments for
rare diseases tend to be more expensive than those for common diseases.”
In 1983, the Orphan Drug Act was passed by Congress to create financial incentives for
companies to develop treatments for rare diseases. Since then, more than 360 orphan
drugs and biologics have been approved by the Food and Drug Administration (FDA). It is
estimated that from 11 to 14 million Americans benefit from these products, but that still
leaves more than 15 million Americans with diseases for which there is no approved
treatment.
For more information about Rare Disease Day activities in the U.S., go to
www.rarediseaseday.us . For information about global activities, go to
www.rarediseaseday.org.
About FARA
The Friedreich's Ataxia Research Alliance's (FARA) mission is to marshal and focus the
resources and relationships needed to cure FA by raising funds for research, promoting
public awareness, and aligning scientists, patients, clinicians, government agencies,
pharmaceutical companies and other organizations dedicated to curing FA and related
diseases. www.CureFA.org
Contact
Mary Dunkle, NORD
Office: (203) 744-0100
Mobile: (203) 482-9934
mdunkle@rarediseases.org
Jennifer Farmer
Executive Director, Friedreich's Ataxia Research Alliance
(484) 875 3015
info@curefa.org

