TNIEWDOITS IS CATASTOPNIC, CrIPPLNE AISease. An = e
estimated 25,000 Americans suffer from SMA. And up to 1,000
babies each year are born with this deadly genetic disease.

SMA has been the focus of a 12-year effort by Andrew’s
Buddies/FightSMA, a Richmond-based group that has worked
with other parents’ groups around the country to advance this
groundbreaking research effort.

SIMILAR TO Lou Gehrig’s Disease, SMA is a neuromuscular
disorder that attacks nerve cells in the spinal cord, causing muscles
to waste away. SMA victims lose muscle control and strength, lead-
ing to a progressive inability to walk, stand up, and — in many cases
— to breathe. There is, in 2003, no treatment.

The disease has historically been underdiagnosed. That is,
there may be situations where an infant died of lung failure or
pneumonia, when the actual, but never identified, cause was the
underlying disorder that caused the vulnerability: SMA.

Thanks, however, to remarkable SMA research advances of the
past decade, and more recently to the commitment of Virginia’s
U.S. Senators and Congressmen, there is incredible hope.

One hundred years after it was first given its name, SMA is at
the brink of a treatment.

It is so close, in fact, that the National Institute of Neurological
Disorders and Stroke (NINDS) has chosen SMA from among the
hundreds of diseases it deals with as the focus for a “model” for
translational research, the effort to “translate” the advances of basic
science into actual treatments.

In other words, the science community senses a win.

In a recent letter to the director of the National Institutes of
Health (NIH), leading scientists and clinicians worldwide urged
the NIH to rapidly implement the fledgling translational research
program there for SMA. It is their educated expectation that with
NIH funding of $20 million to $30 million a year, an effective ther-
apy for SMA can be achieved in three to five years.

De the voice 10r them.

Now new voices are being heard - in Washington, including
those of Virginia Senators John Warner and George Allen, and
Congressman Eric Cantor of Richmond. These three individuals
have learned about SMA and its potential and have been at the
forefront of a coalition of congressional supporters from Virginia,
fighting for SMA families and urging the NIH to accelerate
research funding.

An estimated 25,000 Americans
suffer from SMA. And up to 1,000
babies each year are born with
this deadly genetic disease.

In a recent letter to the NIH, nearly one-third of the U.S.
Senate and more than 75 members of Congress strongly urged
NIH and NINDS to move expeditiously to fully fund and imple-
ment translational research for SMA.

Besides Warner, Allen, and Cantor, the letter was signed by 10
additional members of Virginia’s congressional delegation, a
tremendous show of force and compassion.

The commitment of the Virginia delegation is a powerful trib-
ute to volunteers around the state who have labored these many
years to bring funding and attention to SMA.

SMA has come a long way with bake sales and bowl-a-thons.
Now, it’s up to the NIH to do its part.

Only federal dollars—and not very many of those—stand
between a deadly disease and a miracle.
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