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By 2030 ALS will be 
a livable disease.

A rapid and fundamental 

transformation in the ALS 

experience, until we find cure. 
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People with ALS will have a fundamentally different 

experience than they have today. 

▪ Longer lives

▪ More life extending treatments

▪ Access to effective care

▪ Improved quality of life

▪ Greater engagement and autonomy

▪ Reduced physical, emotional and financial 

burden

▪ Preventing new cases of ALS

▪ Reduced risk for loved ones

▪ Expanded genetic counseling and testing

What Livable Means



MAKE ALS 

LIVABLE 

BY 2030

How We Get There

▪ Find New Treatments & Cures

▪ Optimize Current Treatments & Care

▪ Prevent or Delay the Harms Associated with ALS

h t t p s : / / w w w . a l s . o r g / w h a t e v e r - i t - t a k e s

A RAPID & FUNDAMENTAL TRANSFORMATION IN THE ALS EXPERIENCE, UNTIL WE FIND A CURE



▪ Research: Generate new knowledge to treat and end ALS

▪ Care Services: Access effective treatment, services and support 

▪ Advocacy: Engage the government in research, care services, 

treatment and support

Advocacy can help transform the experience of ALS for 

everyone here today, and eventually end it. 

WE NEED TO WORK TOGETHER

OUR TOOLS
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ALS ADVOCACY
LANDSCAPE



PREVENT OR DELAY 

HARMS OF ALS

$15M for the ALS Registry and 

Biorepository at CDC

Prevent health insurance practices that 

increase cost of care

Prevent health insurance practices that 

delay proper treatment

Ensure persons w/ ALS can travel

Provide support to caregivers

Ensure Medicare patients can access 

affordable Medicare Supplemental 

Coverage

Insurance coverage for genetic testing

Protections against insurance 

discrimination

OPTIMIZE CURRENT 

TREATMENTS & CARE

Telehealth Accessibility 

Promote and pass the ALS Better 

Care Act

Faster Access to promising drugs, 

treatments, and therapies 

Ensure health insurance coverage 

of all drugs, treatments, and 

therapies

Affordable access to drugs

FIND NEW

TREATMENTS & CURES

$25M for the Rare 

Neurodegenerative Disease Grant 

Program at FDA and $75M For 

Expanded Access Programs

$80M for the ALS Research 

Program at Department of Defense

MAKING ALS LIVABLE WHILE WE WORK TO CURE IT 

$150M for ALS Research at the 

National Institutes of Health
$150M for ALS Research at the 

National Institutes of Health

$150M for ALS Research at the 

National Institutes of Health





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

PAUL LARKIN, Ph.D.
Director, Research

CONGRESSIONAL FUNDING
IN THE ALS RESEARCH ECOSYSTEM



THE  ALS  ASSOCIAT ION

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 review process

▪ Fund the best projects

▪ Around the world

▪ In academic, industry, government or 

non-profit labs

OUR 2022 RESEARCH FUNDING

▪ Issued 7 Requests for Applications

▪ Variety of topics from infrastructure 

to drug development to prevention

▪ Reviewed 245 applications

▪ From 18 countries, 29 states, 

Washington DC and Puerto Rico

▪ Committed $15 million to fund 59 new 

projects

• Projects span the entire ALS research 

ecosystem



Managing ALS

• Assistive Technology

• Telehealth / Telemedicine

• Phase IV / real world data

• Access / Quality of Life

• Surveys

• Patient/family burden

• Natural History

Infrastructure, Specimens, Data, Tools, Training

ALS RESEARCH ECOSYSTEM
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Drug 

Approval
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Development 

Academia                                           Industry
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CURRENT CONGRESSIONAL FUNDING OF ALS RESEARCH

Current Research Funding FY23

NIH: $120 Million

CDC: $10 Million

DoD: $40 Million

FDA: $5 Million

More Funding Needed FY24
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Managing ALS

• Assistive Technology

• Telehealth / Telemedicine

• Phase IV / real world data

• Access / Quality of Life
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• Natural History

Drug Development

Biology and 

Genetics 

of ALS
Preclinical Drug 

Development 
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Causes of 

ALS

Drug 

Approval

Biomarker

Development 

DoD: $40M

• Veterans 2X as likely to get ALS

• Successful preclinical program

• Clinical research is more expensive

Infrastructure, Specimens, Data, Tools, Training

CURRENT CONGRESSIONAL FUNDING OF ALS RESEARCH - DoD



Managing ALS

• Assistive Technology

• Telehealth / Telemedicine

• Phase IV / real world data

• Access / Quality of Life

• Surveys

• Patient/family burden

• Natural History

Drug Development

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

Infrastructure, Specimens, Data, Tools, Training

CURRENT CONGRESSIONAL FUNDING OF ALS RESEARCH - FDA



Managing ALS

• Assistive Technology

• Telehealth / Telemedicine

• Phase IV / real world data

• Access / Quality of Life

• Surveys

• Patient/family burden

• Natural History

Infrastructure, Specimens, Data, Tools, Training

Drug Development

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: $120M Research

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

CURRENT CONGRESSIONAL FUNDING OF ALS RESEARCH



QUESTIONS 

& ANSWERS





DENISE BAILIN
Director, Congressional Affairs

WINNING
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A D V O C A T I N G  F O R  A L S  R E S E A R C H



▪ Congress debating funding for government

▪ Requesting input from constituents

▪ President released budget for government 

▪ Congress has final say 

▪ We must tell Congress to increase ALS research funding

State of Play: Funding for ALS Research



▪ What is a Dear Colleague Letter?

▪ “Congressional Petition” 

▪ ALS Research Dear Colleague Letter

▪ House letter – launched 

▪ Senate letter – launching soon

State of Play: Dear Colleague Letter



▪ Increased funding for ALS research in our Dear Colleague Letter 

▪ Members of Congress only sign on if they hear from 

constituents

▪ More signatures = increased support for ALS funding

Impact Of ALS Research Dear Colleague Letter 



▪ Current Funding: $40 million

▪ Only federal funding specifically for ALS research 

▪ Research bridges ideas to preclinical innovation

▪ More clinical trials

ALS Research At The Department Of Defense 

MILITARY VETERANS ARE

2X
AS LIKELY TO DEVELOP ALS

CURRENT FUNDING 

CAN ONLY GRANT 

25%
APPLICATIONS

$80 million for the Department of Defense ALS Research Program (ALSRP) 

OUR ASK



ALS Research at NIH

Provide $150 million for research at the National Institutes of Health

OUR ASK

▪ Current Funding: $120 million

NIH is the largest public funder of ALS research

Research and 

development of new 

treatments and cures 

Optimize current 

treatments and care

Prevent or delay 

harms associated 

with ALS



ALS Registry and Biorepository at CDC

▪ Current Funding: $10 million

Funds research 

on causes, risks, 

and prevention

Collects data 

and bio-samples 

for researchers

Connects 

patients 

to trials

Measures 

incidence and 

prevalence

OUR ASK

▪ $15 million for the National ALS Registry and Biorepository

▪ An initiative to prevent ALS for veterans and active-duty soldiers



ACT for ALS Act

▪ Current Funding: $80 million

$75 million – NIH $25 million - FDA 

Research to speed drug 
development

Expanded access to 
experimental therapies

$100 million 

Provide full funding for the ACT for ALS Act - $100 million

OUR ASK



STEVE KOWALSKI
ALS Advocate

RAISING
AWARENESS





T A K E  A C T I O N

ALS ADVOCACY 
BEST PRACTICES
DUSTIN PERCHAL
Director, Advocacy Engagement & Mobilization

The ALS Association

DANIEL CRAMER
Associate Director, Congressional Affairs

The ALS Association



Be Persuasive 

in Three Steps

THE HEAD

State the Facts

THE HEART

Share Your Experience

THE HAND

Make the Ask

STEP 1

STEP 2

STEP 3



Online:

ALS.org/ActionAlert

Text:

855-469-2621 text “research”

Scan QR Code:
Point your camera on your phone or 

tablet at the QR code until a banner appears

TAKE ACTION!



TAKE ACTION!

Dear Colleague 

Letter Action Alert



Personalize Your Message & Submit



Follow It Up With A Tweet



Post Your Tweet



Follow It Up With A Tweet



Thank You for Taking Action!





QUESTIONS 

& ANSWERS
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THANK YOU
ALS ASSOCIATION ADVOCACY UPDATE

F O R  AT T E N D I N G  O U R  W E B I N A R
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