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ALS Research: 
Why More Research 

Is Critical



The ALS Association is the Largest Philanthropic Funder of 

ALS Research

The Funding Process

• Identify areas of need

• Work with our community to identify 

gaps and opportunities

• Request and review applications

• Targeted requests for applications

• Rigorous three-step review process

• Fund the best projects

• Around the world

• Academia, industry, government or 

other non-profit organizations

Our 2022 Research Funding

• Issued 7 Requests for Applications

• Topics across the ALS research 

ecosystem

• Reviewed 245 applications

• From 18 countries, 29 states, 

Washington DC and Puerto Rico

• Committed $15 million to fund 59 new 

projects



2022: $15M committed to 59 projectsALS Research Ecosystem

Drug Development

Infrastructure, Specimens, Data, Tools, Training

Managing ALS

• Assistive Technology

• Telehealth / Telemedicine

• Phase IV / real world data

• Access / Quality of Life

• Surveys

• Patient/family burden

• Natural History

• Expanded Access

Biology and 

Genetics 

of ALS
Preclinical Drug 

Development 

Phase I Phase II Phase III

Risks and 

Causes of 

ALS

Drug 

Approval

Biomarker

Development 

Academia                                           Industry

Active Portfolio: ~$40M committed to 

~132 projects across 13 countries



Current Congressional Funding of ALS Research

Drug Development

Infrastructure, Specimens, Data, Tools, Training

Managing ALS

• Assistive Technology

• Telehealth / Telemedicine

• Phase IV / real world data

• Access / Quality of Life

• Surveys

• Patient/family burden

• Natural History

• Expanded Access

Biology and 

Genetics 

of ALS
Preclinical Drug 

Development 

Phase I Phase II Phase III

Risks and 

Causes of 

ALS

Drug 

Approval

Biomarker

Development 

Academia                                           Industry

Projected Funding 

FY23

NIH: $131 Million

CDC: $10 Million

DoD: $40 Million

FDA:  $5 Million

Expanded Access: $75M



Current Congressional Funding of ALS Research – NIH 

Drug Development

Infrastructure, Specimens, Data, Tools, Training

Managing ALS

• Assistive Technology

• Telehealth / Telemedicine

• Phase IV / real world data

• Access / Quality of Life

• Surveys

• Patient/family burden

• Natural History

• Expanded Access

Biology and 

Genetics 

of ALS
Preclinical Drug 

Development 

Phase I Phase II Phase III

Risks and 

Causes of 

ALS

Drug 

Approval

Biomarker

Development 

NIH: $206M
• Research: $131M

• Expanded Access: $75M



Current Congressional Funding of ALS Research – CDC 

Drug Development

Infrastructure, Specimens, Data, Tools, Training

Managing ALS

• Assistive Technology

• Telehealth / Telemedicine

• Phase IV / real world data

• Access / Quality of Life

• Surveys

• Patient/family burden

• Natural History

• Expanded Access

Biology and 

Genetics 

of ALS
Preclinical Drug 

Development 

Phase I Phase II Phase III

Risks and 

Causes of 

ALS

Drug 

Approval

Biomarker

Development 

CDC: $10M Prevention



Current Congressional Funding of ALS Research - DoD

Drug Development

Infrastructure, Specimens, Data, Tools, Training

Managing ALS

• Assistive Technology

• Telehealth / Telemedicine

• Phase IV / real world data

• Access / Quality of Life

• Surveys

• Patient/family burden

• Natural History

• Expanded Access

Biology and 

Genetics 

of ALS
Preclinical Drug 

Development 

Phase I Phase II Phase III

Risks and 

Causes of 

ALS

Drug 

Approval

Biomarker

Development 

DoD: $40M

• Veterans 2X as likely to get ALS

• Successful preclinical program

• Clinical research is more expensive



Current Congressional Funding of ALS Research – FDA  

Drug Development

Infrastructure, Specimens, Data, Tools, Training

Managing ALS

• Assistive Technology

• Telehealth / Telemedicine

• Phase IV / real world data

• Access / Quality of Life

• Surveys

• Patient/family burden

• Natural History

• Expanded Access

Biology and 

Genetics 

of ALS
Preclinical Drug 

Development 

Phase I Phase II Phase III

Risks and 

Causes of 

ALS

Drug 

Approval

Biomarker

Development 

FDA: $5M

• New funding via Act for ALS

• Improving clinical trials



Current Congressional Funding of ALS Research

Drug Development

Infrastructure, Specimens, Data, Tools, Training

Managing ALS

• Assistive Technology

• Telehealth / Telemedicine

• Phase IV / real world data

• Access / Quality of Life

• Surveys

• Patient/family burden

• Natural History

• Expanded Access

Biology and 

Genetics 

of ALS
Preclinical Drug 

Development 

Phase I Phase II Phase III

Risks and 

Causes of 

ALS

Drug 

Approval

Biomarker

Development 

CDC: $10M

DOD: $40M

NIH: $131M Research

NIH: $75M Expanded Access

FDA: $5M

Conclusions

• Each agency is unique

• The ALS Association fills in the gaps 

and leads the way to new opportunities

• All must work together to advance the 

ecosystem as a whole



QUESTION 

& ANSWER



M A K I N G  A L S  L I V A B L E  F O R  E V E R Y O N E ,  E V E R Y W H E R E ,  U N T I L  W E  F I N D  A  C U R E

ALS RESEARCH APPROPRIATIONS

DENISE BAILIN
Director, Congressional Affairs



Sen. Murkowski





Sen. Whitehouse





Rep. Moulton





Sen. Coons





OUR ASKS
WHAT WE ARE ASKING CONGRESS

F O R  A L S  A P P R O P R I AT I O N S



We Cannot Slow Down ALS Research!

▪ ALSRP: $80 million for the Department of 

Defense ALS Research Program (ALSRP)

▪ NIH: $150 million for research at the 

National Institutes of Health

▪ ACT for ALS: Provide full funding for the ACT 

for ALS Act -  $100 million
▪ $25 million – FDA
▪ $75 million – NIH

▪ CDC: $15 million for the National ALS 

Registry and Biorepository

Summary: ALS Research Appropriations Asks





ADVOCACY

ACTION MONTH

OVERVIEW

DUSTIN PERCHAL
Director, Advocacy Engagement & Mobilization

The ALS Association



▪ In-District Meeting Training (Recording available from ALS staff partner)

▪ Volunteers & Staff attending 42 key appropriations lawmaker meetings

▪ Advocacy 101 Training (Recording available on website)

▪ Introduction to Digital Advocacy & Sharing Your Story

▪ Advocacy 201 Training (Recording available on website)

▪ Leveling Up Your Digital Advocacy Engagement in the Fight Against ALS

JULY ADVOCACY TRAININGS



8 WAYS TO TAKE ACTION: ALS.org/August

www.als.org/August

https://www.als.org/August


BECOME AN ALS ADVOCATE

www.als.org/August

https://www.als.org/August




▪ Aug 1: Action Month Action Alert #1 

Write Letter to the Editor

▪ Aug 8: Action Month Action Alert #2 

Call District Offices & Tweet

▪ Aug 15: Action Month Action Alert #3 

Office Drop-By & Tweet

▪ Aug 22: Action Month Action Alert #4 

Write a Letter & Tweet

▪ Aug 29: Action Month Action Alert #5 

Share Your Story

AUGUST ADVOCACY ACTION SCHEDULE



WRITE A LETTER TO THE EDITOR

www.als.org/August

https://www.als.org/August


WRITE A LETTER TO THE EDITOR

Urgent: Increase Not Cut Federal ALS Research Funding

Dear Editor,

I am writing to express my deep concern regarding a devastating lack of funding for amyotrophic lateral sclerosis 

(ALS) research in the federal budget. ALS, also known as Lou Gehrig's disease, is a rare and devastating 

neurodegenerative disease that affects thousands of Americans. ALS can impact anyone, but it impacts those who 

serve in the military at a higher rate. In fact, the Veterans' Administration has declared ALS a service-connected 

disease.  

 

ALS causes motor neurons to degenerate over time until they eventually die. There is no cure for ALS and as the 

disease progresses, people lose the ability to speak, eat, move, and breathe. Life expectancy can be less than five 

years after diagnosis. Funding for ALS research is essential to drive scientific advancements, develop innovative 

therapies, and improve the quality of life for ALS patients.

  

Research investments in other serious diseases, such as cancer and Alzheimer's, have resulted in breakthroughs in 

new treatments. No treatments were available for ALS for many years, but previous federal investments have led to 

two new FDA-approved drugs that can delay symptoms.   

However, funding for ALS dramatically lags behind other diseases and must be increased. Without new and larger 

investments from the federal government, people living with ALS will be denied opportunities for new treatments and 

cures.

As a concerned citizen, I call on my Senators and Representative to increase, not cut federal ALS research funding in 

the 2024 budget at NIH, the Department of Defense and other relevant agencies. With greater investments, scientists 

and researchers can find treatments and cures for this devastating disease – and discover how to prevent it.

 

Together, we can make a difference and bring us closer to a future where ALS can be a livable disease.

www.als.org/August

300 WORD LIMIT

https://www.als.org/August


CALL YOUR DISTRICT OFFICES

www.als.org/August

https://www.als.org/August


DISTRICT OFFICE DROP-BY

www.als.org/August

https://www.als.org/August


DISTRICT OFFICE DROP-BY

www.als.org/August

https://www.als.org/August


SEND A LETTER

www.als.org/August

https://www.als.org/August


USE SOCIAL MEDIA

www.als.org/August

https://www.als.org/August


SHARE YOUR ALS STORY

www.als.org/August

https://www.als.org/August


SHARE YOUR ALS STORY

www.als.org/August

https://www.als.org/August


AUGUST KEY MEMBERS OF CONGRESS

•House – 27 total
•Leader Jeffries (D-NY-8)

•Leader Scalise (R-LA-1)

•Rep. Aderholt (R-AL-4)

•Rep. Aguilar (D-CA-33)

•Rep. Armstrong (R-ND-1)

•Rep. Bishop (D-GA-2)

•Rep. Bost (R-IL-12)

•Rep. Buchanan (R-FL-16)

•Rep. Calvert (R-CA-41)

•Rep. Chu (D-CA-28)

•Rep. Cole (R-OK-4)

•Rep. DeLauro (D-CT-3)

•Rep. Deluzio (D-PA-17)

•Rep. Doggett (D-TX-37)

•Rep. Granger (R-TX-12)

•Rep. Harris (R-MD-1)

•Rep. McCollum (D-MN-4)

•Rep. McMorris Rodgers (R-WA-5)

•Rep. Meng (D-NY-6)

•Rep. Neal (D-MA-1)

•Rep. Pallone (D-NJ-6) 

• Rep. Schrier (D-WA-8) 

• Rep. Smith (R-MO-8)

• Rep. Takano (D-CA-39)

• Speaker McCarthy (R-CA-20)

• Whip Clark (D-MA-5)

• Whip Emmer (R-MN-6)



AUGUST KEY MEMBERS OF CONGRESS

•Senate – 15 Total
•Leader McConnell (R-KY)

•Leader Schumer (D-NY)

•Sen. Baldwin (D-WI)

•Sen. Capito (R-WV)

•Sen. Cassidy (R-LA)

•Sen. Collins (R-ME)

•Sen. Crapo (R-ID)

•Sen. Heinrich (D-NM)

•Sen. Moran (R-KS)

•Sen. Murray (D-WA)

•Sen. Sanders (I-VT)

•Sen. Tester (D-MT)

•Sen. Wyden (D-OR)

•Whip Durbin (D-IL)

•Whip Thune (R-SD)



ADVOCACY FANS & STICKERS



Contact

Advocacy Team

Email: advocacy@als.org



M A K I N G  A L S  L I V A B L E  F O R  E V E R Y O N E ,  E V E R Y W H E R E ,  U N T I L  W E  F I N D  A  C U R E

SCOTT KAUFFMAN
Chair, ALS Association Board of Trustees

CLOSING
THOUGHTS



2023 ALS ASSOCIATION SPONSORS

THANK YOU TO OUR 2023 GOLD LEVEL SPONSORS



THANK YOU TO OUR 2023 S ILVER LEVEL SPONSORS

2023 ALS ASSOCIATION SPONSORS



ALS Advocate 
Victoria Purdum





THANK YOU
F O R  Y O U R  J O I N I N G  O U R

A U G U S T  A C T I O N  M O N T H  K I C KO F F !

TAKE ACTION:

ALS.ORG/AUGUST
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