
To The Honorable Andrew Saul 

Commissioner 

Social Security Administration 
6401 Security Boulevard 
3100 West High Rise 

Baltimore, MD 21235-0001 
 
The below signed ALS organizations have come together to share our commitment to getting social 

security funds to those in the ALS community in the most immediate manner.  

In December, S. 578, the ALS Disability Insurance Access Act (Public Law No: 116-250), was passed. The 

law waives the five-month waiting period for Social Security Disability Insurance (SSDI) payments for 

those diagnosed with amyotrophic lateral sclerosis (ALS).  

These organizations strongly urge the Social Security Administration to honor the enactment for all 
those already in the waiting period. The five-month waiting period for SSDI benefits is cruel given the 

speed and severity of the disease. The purpose of this bill was to ensure no one with an ALS diagnosis is 
waiting for their benefits. We believe the bill’s intent is clear: beginning on the date of enactment, no 
one with ALS should be on a SSDI waiting list and should receive their much-needed SSDI benefits 

immediately upon approval.  

 

 

 

I AM ALS CEO Danielle Carnival, Ph.D.  

 

Adira Founder & CEO Greg Smiley  

 
ALS Therapy Development Institute Vice Chair & 

CEO Dr. Steve Perrin 

 
Answer ALS Managing Coordinator Clare 

Durrett  

 

Associazione conSLAncio Founder & Adviser 

Emeritus Andrea Zicchieri  

 
Augie's Quest to Cure ALS President & 

Co-Founder Shannon Shryne  

 
Be A Hero PAC fund Co-Founder and person 

living with ALS Ady Barkan 

 
 



 

 

Brigance Brigade Foundation Co-Founders O.J. 

and Chanda Brigance 

 

Compassionate Care ALS Founder Ron Hoffman  

 

Every90Minutes Chair Jay Smith  

 

Everything ALS Founder & CEO Indu Navar 

 
Hope Loves Company Founder Jodi 

O'Donnell-Ames 

 

Les Turner ALS Foundation CEO Andrea Pauls 

Backman 

 
 

 
 
 

 
 

 

A Life Story Foundation CFO Julie Swan 

 
Live Like Lou Co-Founder and Director Suzanne 

Alexander 

 

 
Project ALS President & Co-Founder Meredith 

Estess  

 

Team Gleason Co-Founder and person living 

with ALS Steve Gleason 

 

Team Stevens President Amanda Stevens  

 

Your ALS Guide Director David Meissner 


