
Since its inception, MDA has dedicated  
almost $325 million to ALS research  
and health care services.

Fighting Back
Six decades of  progress against  ALS

MDA is the world leader in funding ALS research.
• MDA has funded more ALS research than any other voluntary  
   health organization in the U.S.  
 
• We currently support nearly 50 ALS research projects  
   worldwide with a total commitment of $15 million.

• MDA funds grants that inspire promising young investigators  
   to commit to the neuromuscular disease field.

• MDA operates an ALS Clinical Research Network, housed at 
   five of the largest ALS research centers in the country. 
 

• We pioneered the use of historical controls in ALS clinical trial 
   design, reducing the number of patients needed for trials and 
   increasing the efficiency of clinical testing for new therapies. 
 
• Last year we hosted one of the world’s top neuromuscular  
   disease scientific conferences, attended by 500 leading  
   scientists, clinicians and drug developers.

• Our research advocacy efforts are prompting the U.S. Food 
   and Drug Administration and other policymaking groups to 
   address the unique needs of ALS patients and their families.

MDA provides more support to ALS 
patients than any other nonprofit group.
• MDA’s nationwide network of nearly 200 specialized neuromuscular disease 
   clinics – including 44 designated ALS centers – is the largest in the country.

• 13,500 ALS patients are registered with MDA and have access to our  
   specialized clinics, staffed by top health professionals skilled in the diagnosis  
   and medical management of ALS.

• In 2013, MDA committed more than $7.8 million to services designed to help 
   relieve the day-to-day challenges faced by our ALS families. 
 
• Through our advocacy efforts and community events, we actively influence  
   public policy and therapy development, as with our recent first-of-its-kind, 
   national comprehensive cost-of-illness study.

• MDA’s Neuromuscular Disease Registry is helping optimize clinical outcomes  
   and evaluate best practices in ALS care. It complements the CDC’s ATSDR  
   National ALS Registry, which focuses on the causes of ALS. 

AMYOTROPHIC LATERAL SCLEROSIS (ALS) In ALS, nerve cells called motor neurons inexplicably die, leading to weakness and  
eventual paralysis of all voluntary muscles, including those used for breathing and swallowing. There is no cure, and death often  
occurs within five years of an ALS diagnosis, although some people live for decades with the disease.
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MDA’s involvement with ALS began in the  
early 1950s when Eleanor Gehrig, widow  
of beloved Yankees first baseman  
Lou Gehrig, was searching for a way to  
fight the disease that had taken her  
husband’s life. Mrs. Gehrig served  
more than a decade as MDA National  
Campaign Chairman.



Fighting Back

No one does more to  
fight ALS than MDA.

Six decades of  progress against  ALS

• MDA is the only nonprofit health agency in the world dedicated to fighting ALS  
   and more than 40 other neuromuscular diseases with comprehensive research, 
   health care services, advocacy and education programs. 
 
• Our “umbrella organization” status puts us in a unique position. We leverage 
   the advances in research and best practices for clinical care from one disease  
   to inform progress in others.

MDA is helping people with ALS live longer, fuller lives.

Ben is one of nearly 6,000 ALS patients MDA sees  
annually at its specialized clinics, providing  

life-enhancing services and support, one person at a time.

To read more stories about the people we serve, visit mda.org.

Last year, MDA assisted  
13,500 Americans registered  

with the organization  
who are fighting ALS. 

6,000 received care  
at MDA clinics.

Did you know?  
MDA supports early-stage research into what  
causes ALS, as well as potential therapeutic targets.

MDA has sponsored more ALS research than  
any other nonprofit health organization in the world.

Four months after the birth of their daughter Emma, Ben and  
Jena Thomas learned Ben has ALS. 

Average life expectancy in ALS is 3 to 5 years after diagnosis,  
but Ben is hoping to beat those odds and be there for Emma  
as she grows up – and MDA is there to help him every way  
we can.

Within a year of his diagnosis, Ben needed a wheelchair –  
and MDA was there to help. Ben received care and  
support through his local MDA clinic, and, through MDA’s  
equipment inventory program, the use of several  
powerchairs so he could determine what worked best  
for him before buying. 

“MDA means someone’s got our back.”  
    –Jena Thomas 


