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‘Roadmap to a Cure’
The ALS Association Hosts Annual National ALS Advocacy Day and Public Policy
Conference in Washington, D.C.

WASHINGTON, D.C. (May 5, 2009) — Advocates from across the country are preparing to unite
on Capitol Hill this month as The ALS Association hosts the 2009 National ALS Advocacy Day
and Public Policy Conference. The three day conference, which will take place May 10-12 in
Washington, D.C., provides the ALS community with an opportunity to come together, share their
experiences and hopes, and urge Congress to join the fight against Lou Gehrig’s Disease.

“Roadmap to a Cure” is the theme of this year’s conference, which is the single largest annual
gathering of the entire ALS community. Through advocacy, The Association is creating the
roadmap that will lead to the treatment and cure for ALS (amyotrophic lateral sclerosis).

Currently, there is no known cause of ALS or effective treatment for the progressive,
neurodegenerative disease that took the life of baseball legend Lou Gehrig, and which now bears
his name. The disease is fatal in an average of just two to five years following diagnosis.

“This disease robs people of the ability to move, to walk, to speak and ultimately breathe on their
own,” said Steve Gibson, vice president of government relations and public affairs for The
Association. “The Advocacy Conference gives them the opportunity to fight back and make
members of Congress partners in the effort to find a treatment and a cure.”

Efforts made at last year’s conference led to a number of significant victories, including:

e The enactment of the ALS Registry Act, which establishes the first ever national ALS
patient registry at the Centers for Disease Control and Prevention;

e Continued funding for the ALS Research Program at the Department of Defense, a
program designed specifically to advance translational research leading to a treatment; and
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e Historic new regulations that establish ALS as a service connected disease at the
Department of Veterans Affairs, providing military veterans with the disease access to full
benefits, including monthly disability compensation and health care.

The nearly 1,000 people — including approximately 100 people with ALS — from throughout the
country who are expected to attend this year’s conference will seek to ensure that Congress
continues funding for these vital programs and that military veterans receive the care they need,
deserve and have earned.

“Studies continue to show that ALS strikes military veterans at approximately twice the rate as
those who have never served in the military,” Gibson said. “It’s important that members of
Congress and the public know that by fighting for people with ALS, they also are fighting for our
heroes serving in the military.”

In addition to Advocacy Day on the Hill, which takes place on May 12, attendees have the
opportunity to participate in a number of other important conference activities, including:

e Wreath Laying Ceremony — Veterans with ALS and their families will lay a wreath at the
Tomb of the Unknown Soldier at Arlington National Cemetery to honor all veterans who
have lost their lives to ALS in the service of their country (12:15 p.m., May 10, Arlington
National Cemetery)

e Candlelight Vigil — the entire ALS community gathers for a candlelight vigil on the steps
of the Carnegie Museum to remember the victims of ALS (8:30 p.m., May 10, Carnegie
Museum, 801 K Street, NW, Washington, D.C.

e Educational breakout sessions that enable attendees to learn the latest about the disease and
how to become more effective advocates (May 11, Renaissance, Washington, D.C. Hotel).

In addition, some of the world’s top ALS researchers will be on hand Monday, May 11 for a
research plenary session to deliver the latest news on exciting ALS research planned and
underway, including research made possible through The Association’s advocacy efforts. Later in
the day, a panel of experts will share about the promise stem cell research holds for ALS.

Just prior to a meeting with members of Congress on May 12, advocates will join The Association
in recognizing those leaders in Congress whose extraordinary efforts have driven the ALS
community closer to a cure. At the Celebration of Excellence Breakfast and Awards Presentation,
The Association will present the Jacob K. Javits Public Service Award, named in honor of the
former New York senator who lost his life to ALS, and the Henry A. Wallace Public Service
Research Award, named for the former U.S. vice president whose life also was cut short by ALS.

During the reception, former Major League Baseball ALS-Star pitcher Curt Schilling and his wife
Shonda will become the first inductees into The Association’s Hall of Fame and will receive The

Association’s Hall of Fame Award.
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The Schillings are being recognized for their sustained and dedicated efforts in advocacy,
awareness and fundraising, for significantly impacting research and patient care programs
provided by The Association to find a cause and cure for ALS, and to improve the quality of life
for people living with the disease, their families and caregivers.

The ALS Association is the only non-profit organization fighting Lou Gehrig’s Disease on every
front. By leading the way in global research, providing assistance to people with ALS through a
nationwide network of chapters, coordinating multidisciplinary care through certified clinical care
centers, and fostering government partnerships, The Association builds hope and enhances quality
of life while aggressively searching for new treatments and a cure.

HiH



