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We begin with the Mission…

“To care for him who shall have borne the 
battle, and for his widow, and his orphan”
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Overview of today’s talk

• History of the VA ALS System of Care
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ALS in Veterans

• 2000-2003: Early concern over ALS and 
“Gulf  War Syndrome;” service 
connection for ALS was offered to 
Veterans who served in the Southwest 
Asia Theater of  Operations August 2, 
1990-July 31, 1991, and who later 
developed ALS 

• 2005 study published by group from 
Harvard School of  Public Health 

• 2006 Institute of  Medicine review of  
ALS in Veterans

• 2008 Veterans granted 100% presumptive 
service connection

Sagiraju, Military Med, 2000
Horner, Neurology, 2003
Weisskopf, Epidemiology, 2005
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1980s: Early studies of ALS in Veterans

• No differences related to deployment 
location, sports participation

• Lower prevalence in Blacks compared to 
Whites

• History of truck driving occupation

• History of fractures >15 years preceding 
diagnosis
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1990-2000s: Studies Leading to Service Connection

• Increased risk of ALS in Gulf 
War Veterans

• Small numbers of cases
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VA ALS Registry

• 2003-2008

Highlights:

Provided framework for CDC ALS registry

Reported changes in time to diagnosis 
over time

Factors related to decreased survival, 
including military-specific factors (era of 
deployment)
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2008-present: from disorder to order

• Rapid influx of Veterans with ALS into system

• No guidance on how/where care was to be 

provided 

• No specific funding/governance for ALS care 

• Organic growth of ALS clinics in the system

– Spinal cord injury/disorders

– PM&Rs

– Neurology
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2014-2023 Incremental Progress

• 2014: ALS Handbook 

• 2021: VHA ALS Directive 1101.07 “ALS 

System of Care”

– Defines structure of ALS 

Interdisciplinary Team

– Roles & Responsibilities

– Requirements:

•  1 ALS coordinator for each VHA 

facility (170) in the country

• 1 multidisciplinary ALS clinic per 

VISN
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Catalyst for Change

• Veteran Advocacy

• Weekly emails to the National 
Neurology Program Office for EIGHT 
MONTHS until request to meet 
accommodated

• Phone calls to the Undersecretary of 
Health’s office until request to meet 
accommodated 

• From: Shelly Hoover
Sent: Monday, July 13, 2020 4:45 PM
To: Donald.Higgins@Va.Gov <Donald.Higgins@Va.Gov>
Subject: I'm a veteran with ALS 
•

• Hello Dr. Higgins,
•

• My name is Shelly Hoover, a Navy veteran dx with ALS in 2013. I receive excellent care from the 
Northern California VA, and I'm grateful to be alive today.
•

• I've been slowly working my way up the chain of command, trying to get answers, but I am 
growing frustrated at the lack of information available. Since my question pertains to all Veterans with 
ALS, I thought it prudent to email you.
•

• Patient Access: NurOwn
• My most pressing issue is a plan for Nurown by Brainstorm Cell Therapeutics. As I'm sure you're 
aware, the therapy has the potential for FDA approval in the coming year.
•

• Can you please tell me the plan for patient access to NurOwn? I, and other veterans with ALS, 
absolutely cannot wait for program development after the potential approval. We must act with urgency; 
veterans deserve nothing less.
•

• Patient Voice: IamALS.org
• I am a proud member of the IamALS Veterans Affairs Team. We are a patient-led force, 
advocating for our lives.
• https://iamals.org/veterans/
•

• We want to add the VHA Handbook 1101.07 to our list of veteran resources. Our team members 
have reached out to you before about serving in a stakeholder advisory capacity for updating the 
handbook. We also want to serve your organization in any capacity needed to help improve the lives or 
access to care for veterans with ALS.
•

• Thank you for your attention and consideration. I look forward to your response. My life 
depends upon it.
•

• Respectfully,
•

• Shelly Hoover, EdD
• 916-759-9066
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mailto:Donald.Higgins@Va.Gov
mailto:Donald.Higgins@Va.Gov
https://nam05.safelinks.protection.outlook.com/?url=https%3A%2F%2Fiamals.org%2Fveterans%2F&data=02%7C01%7Chuned.patwa%40yale.edu%7Cb07a28c24f284368bb7008d83ec2f4ba%7Cdd8cbebb21394df8b4114e3e87abeb5c%7C0%7C0%7C637328354346549951&sdata=r6uiPRbi0B52KIQFpVP0BDHKHmOUbA%2BhyJVTwMEmvXQ%3D&reserved=0


VETERANS HEALTH ADMINISTRATION

“Nothing About Us Without Us”   - morrisprinciples.org
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2023: VHA ALS Service Blueprint/Journey Map- Excerpt

• Mapped out steps from symptom onset 
through end of life

• 85 persons interviewed- pALS, cALS, 
clinicians, patient-centered organizations

• Resulted in identification of five key 
opportunities to meaningfully advance VA 
ALS care
– Streamlining benefits applications, 

strengthening research & clinical care, 
improving community partnerships, 
improved Veteran & caregiver support
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ALS Integrated Project Team

• Office of Healthcare Transformation led a project in 2023 to:

1. Outline current state of ALS care in VHA

2. Make recommendations to reorganize governance for ALS in VHA

3. Create resources to support ALS coordinators in VHA

4. Communication strategy to educate staff and Veterans on ALS care
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Environmental Scan

• Large network of interdisciplinary ALS clinics

– High heterogeneity in clinics and services

• 25 funded ALS research projects

• No central governance to unite all parties

• Coordination of benefits needs to be more streamlined

• Education and workforce gaps

• Analysis recognized several timely factors: new therapeutics, increased community 
advocacy, potential collaboration with other federal agencies 

• Provided key recommendations to the IPT on next steps to advance the state of 
VHA ALS care
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ALS Governance Structure 

• Recommendation to create 

– Accountable program sub-office 
within the National Program Office of 
Neurology

- Structure to foster 
collaboration/partnership between 
all program offices involved in ALS 
care

• Support from the National Program Office 
of Neurology to dedicate 0.25 time for 
Associate Director of Neurology for ALS 
and 0.25 for ALS Program Coordinator to 
further the grassroots/volunteer effort 
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National ALS Resource and Guidebook
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Communication Plan
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https://www.youtube.com/watch?v=4W5NVZZwXcM


VETERANS HEALTH ADMINISTRATION

The ALS System of Care: Today

• 4,000 Veterans with of ALS receiving care 
within VA

• 170 VHA facilities

• 12 Certified Centers of Excellence 

• 5 Recognized Treatment Centers 

• 49 full ALS interdisciplinary clinics 

• 35 limited ALS interdisciplinary clinics
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VA Certified & Recognized Treatment Centers- 2025

• Certified Centers
• Connecticut VA
• Rocky Mountain Regional VA - 

Denver, CO
• Minneapolis VA
• James J Peters Bronx VA
• Syracuse VA
• Cleveland VA
• Portland VA
• South Texas VA
• Michael E. DeBakey VA -Houston, 

TX
• VA Puget Sound (Seattle & 

American Lake)
• Clement J. Zablocki Milwaukee VA
• Birmingham

• Recognized Centers
• San Francisco VA
• St. Louis VA
• Washington DC VA
• West Palm Beach VA
• Ralph H. Johnson VA
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A Learning Healthcare System

“A health system in which internal 
data and experience are 
systematically integrated with 
external evidence, and that 
knowledge is put into practice. As 
a result, patients get higher 
quality, safer, more efficient care, 
and health care organizations 
become better places to work.”

- Agency of Healthcare Research & Quality  
           ahrq.gov
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Internal Data: ALS Dashboards- 2016

• VISN 20 pilot project
• Used for clinical population management
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Clinical Dashboards- 2024

ALS diagnosis date Disability rating Most frequent VA facility in last 3 years
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06Sep2019 100(663A4) AMERICAN LAKE (VAMC)

18Jul2016 100(663A4) AMERICAN LAKE (VAMC)

09Mar2010 100(663A4) AMERICAN LAKE (VAMC)

13Dec2023 100(663A4) AMERICAN LAKE (VAMC)

26Aug2022 100(663A4) AMERICAN LAKE (VAMC)

01May2017 100(663A4) AMERICAN LAKE (VAMC)

15Nov2021 100(663A4) AMERICAN LAKE (VAMC)

11Sep2023 100(663A4) AMERICAN LAKE (VAMC)

18Sep2013 100(663A4) AMERICAN LAKE (VAMC)

21Oct2022 100(663A4) AMERICAN LAKE (VAMC)

07Nov2022 100(663A4) AMERICAN LAKE (VAMC)

05Aug2019 100(663A4) AMERICAN LAKE (VAMC)

14May2013 100(663A4) AMERICAN LAKE (VAMC)

05Sep2014 100(663A4) AMERICAN LAKE (VAMC)

24Jun2014 100(663A4) AMERICAN LAKE (VAMC)

24Oct2023 100(663A4) AMERICAN LAKE (VAMC)

06Sep2023 100(663A4) AMERICAN LAKE (VAMC)

14Feb2023 100(663A4) AMERICAN LAKE (VAMC)

10Oct2018 100(663A4) AMERICAN LAKE (VAMC)

30Oct2023 100(663A4) AMERICAN LAKE (VAMC)

26May2022 100(663A4) AMERICAN LAKE (VAMC)

12Jun2023 100(663A4) AMERICAN LAKE (VAMC)

29Jun2020 100(663A4) AMERICAN LAKE (VAMC)

06Jan2017 100(663A4) AMERICAN LAKE (VAMC)

10Jan2022 100(663A4) AMERICAN LAKE (VAMC)

14Feb2023 100(663A4) AMERICAN LAKE (VAMC)

19May2023 100(663A4) AMERICAN LAKE (VAMC)

18Jul2023 100(663A4) AMERICAN LAKE (VAMC)

01Jul2024 (663A4) AMERICAN LAKE (VAMC)

• Universal deployment

• Monthly report

• Highest-priority concerns
• Service connection
• Access to clinic

• New in 2025-2026
• Genetic testing
• Interdisciplinary care access
• Time to diagnosis



23

research.va.gov



VETERANS HEALTH ADMINISTRATION

Current ALS Research Portfolio in VA

22 Currently funded projects under ORD, 
including:

• Microbiome and intestinal barrier in ALS 
therapy

• Role of CSF microglia in health and disease

• FUS Protein Homeostasis in ALS

• Sphingosine-1-phosphate system as a 
therapeutic target for amyotrophic lateral 
sclerosis

• Mechanisms of ER Stress and 
Neurodegeneration in Amyotrophic 
Lateral Sclerosis

• Rapid Neural Typing Interface for Veterans 
with ALS

• Spinal Cord Associative Plasticity for 
Amyotrophic Lateral Sclerosis
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Knowledge is put into practice

• Initiation of Tracheostomy with Invasive 
Mechanical Ventilation SOP 

– November 2022

• Periprocedural management of feeding 
tube placement in ALS

– September 2025

• ALS Home Health Guidelines

– <<Coming Soon!!>>
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A Rehabilitative Approach to Care

ALS

MS

PolytraumaSCI

Amputation

• Modelled after the Spinal Cord Injury 
System of Care in 2014 ALS Handbook

• PROACTIVE & ANTICIPATORY

• Highly integrated, collaborative team 
approach
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National Academies ALS Workgroup

• Persons with ALS
• Pre-symptomatic genetic carriers
• Physicians (neurology, PM&R, 

pulmonary, internal medicine)
• Administrators
• Public health officials
• Researchers- academia and 

industry
• Ethics experts
• Healthcare disparities experts
• Technology
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“A bright spot in the landscape of ALS 

care”

• Interdisciplinary

• Proactive

• Patient-centric

National Academies 
“Living with ALS” 2024 Report
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VA was also put to task by National Academies
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Hub & Spoke Model of Care
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Increased Transparency and Access for Veterans

• Increased TRANSPARENCY

– Veteran-facing webpage, including:

• “Quick-start guide” to 
establishing clinical care and 
benefits

• Directory of clinics 

• Directory of coordinators

• Links to the ALS directive

• Increased PARTNERSHIPS

– Community representation in 
leadership

– Listening sessions

– Partnerships with non-profits
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A picture containing company name

AI-generated content may be incorrect.

Summary

• We are Mission-Driven to improve ALS care

• We’ve come a long way in ALS care in the VA in 
the past 16 years, and we have far to go!

• VA is unique in the United States for the 
comprehensive, rehabilitative approach to ALS

• We are a Learning Healthcare System, which  
favors rapid implementation of best practices

• VA is poised to serve as the model of high-
quality and equitable ALS care nationally and 
internationally
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https://www.youtube.com/watch?v=4W5NVZZwXcM
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