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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

e 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

e 2006 Institute of Medicine review of
ALS in Veterans

* 2008 Veterans granted 100% presumptive
service connection
Sagiraju, Military Med, 2000
Horner, Neurology, 2003 DEPARTMENT OF REHABILITATION MEDICINE
Weisskopf, Epidemiology, 2005 UNIVERSITY of WASHINGTON
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1980s: Early studies of ALS in Veterans

Article abstract—Deaths coded to amyotrophic lateral sclerosis t ALS) for the years 1963 to 1967 among U.S. males
were matched against military files to identify 504 World War II veterans. Military controls for these 504 men were
matched for year of birth, date of entry into military service, and branch of service. Hospital records of 37 representa-
tive deaths coded as ALS among veterans were reviewed, and 36 were accepted as definite ALS, Military records were
abstracted for information about preservice demographic and other factors, the physical examination for entry into
service, and the medical history and factors characterizing the military career during World War 1L

There was a deficit of blacks with ALS, which did not attain statistical significance (p = 0.08). Several differencesin
preservice occupations were found: Truck drivers and “operatives” were in excess. There was no significant difference
between ALS cases and controls in aggregate scores on sports activity before service, although baseball was more
often listed by the ALS cases than by controls. The ALS patients significantly more often gave histories of trauma or
surgical operations before service, and during service had a significant excess of hospitalizations for trauma and in
particular for fractures of the limbs.

NEUROLOGY 30: 453-462, May 1980

Epidemiology of amyotrophic
lateral sclerosis:
1. A case-control comparison

based on ALS deaths

John F. Kurtzke, M.D., and Gilbert W. Beebe, Ph.D.
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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

»  |ncreased risk of ALS in Gulf

Original Paper
N War Veterans
eum Meurcepidemiology 2008;31:28-32 Received: December 3, 2007
DOl: 10.1159/000136648 Accepted: March 18, 2008

Publiched online: June &, 2008

»  Small numbers of cases

Amyotrophic Lateral Sclerosis among
1991 Gulf War Veterans: Evidence for a
Time-Limited Outbreak

Ronnie D. Horner? Steven C. Grambow®¢ Cynthia J. Coffman®¢
Jennifer H. Lindquist® Eugene Z. Oddone®
Edward J. Kasarskis®

Articles

2Department of Public Health Sciences and Institute for the £
University «of Cincinnati Medical Center, Cincinnati, Ohio, bra
Durham Veterans Affairs Medical Center, “Department of Bio

Mo e iy okl s ot o Occurrence of amyotrophic lateral
sclerosis among Gulf War veterans

R.D. Horner, PhD; K.G. Kamins, PhD; J.R. Feussner, MD, MPH; S.C. Grambow, PhD;
J. Hoff-Lindquist, MStat; Y. Harati, MD; H. Mitsumoto, MD, DSci; R. Pascuzzi, MD; P.S. Spencer, PhD;
R. Tim, MD; D. Howard, MSPH; T.C. Smith, MS; M.A.K. Ryan, MD, MPH; C.J. Coffman, PhD; and
E.J. Kasarskis, MD, PhD
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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)

VETERANS HEALTH ADMINISTRATION
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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

VETERANS HEALTH ADMINISTRATION
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2014-2023 Incremental Progress

e 2014: ALS Handbook

e 2021: VHA ALS Directive 1101.07 “ALS

System of Care”

— Defines structure of ALS

Interdisciplinary Team
— Roles & Responsibilities
— Requirements:

e 1 ALS coordinator for each VHA
facility (170) in the country

* 1 multidisciplinary ALS clinic per
VISN

VETERANS HEALTH ADMINISTRATION

Department of Veterans Affairs VHA DIRECTIVE 1101.07
Veterans Health Administration Transmittal Sheet
Washington, DC 20420 August 30, 2021

AMYOTROPHIC LATERAL SCLEROSIS SYSTEM OF CARE

1. REASON FOR ISSUE: This Veterans Health Administration (VHA) directive states
authority and policy for the development, implementation and sustainment of the
Amyotrophic Lateral Sclerosis (ALS) System of Care.

2. SUMMARY OF MAJOR CHANGES: This directive updates information about ALS
and includes the following major changes:

a. Updates and adds responsibilities in paragraph 4 to include Assistant Under
Secretary for Health for Clinical Services; Assistant Under Secretary for Health for
Operations; Chief Officer, Specialty Care Services; Department of Veterans Affairs (VA)
medical facility Prosthetic and Sensory Aid Service Chief; VA medical facility Contract
Officer's Representative; ALS Interdisciplinary Care Team; VA medical facility ALS
Team physician; and VA medical facility ALS Coordinator.

b. Relocates previous Appendix A (ALS Interdisciplinary Team Clinics and Programs
Identified) to the Neurology Program SharePoint.

3. RELATED ISSUES: VHA Directive 1094, Inter-Facility Transfer Policy, dated January
11, 2011; VHA Directive 1176(1), Spinal Cord Injuries and Disorders System of Care,
dated September 30, 2019; and VHA Handbook 1101.10(1), Patient Aligned Care Team
(PACT) Handbook, dated February 5, 2014; VHA Directive 1173.13, Home Oxygen
Program, dated August 5, 2020.

4. RESPONSIBLE OFFICE: The Neurology Program Office within the National Office of
Specialty Care Services (11SPEC15) is responsible for the content of this directive.
Questions may be addressed to the Executive Director for Neurology at:
VHA11SPEC15N2@va.gov.

5. RECISSIONS: VHA Handbook 1101.07, Amyotrophic Lateral Sclerosis (ALS) System
of Care Procedures, dated July 7, 2014, and VHA Memorandum 2018-04-12,
Amyotrophic Lateral Sclerosis (ALS), dated April 10, 2018, are rescinded.

6. RECERTIFICATION: This VHA directive is scheduled for recertification on or before

the last working day of August 31, 2026. This VHA directive will continue to serve as
national VHA policy until it is recertified or rescinded.

DEPARTMENT OF REHABILITATION MEDICINE
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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

VETERANS HEALTH ADMINISTRATION

. 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. | 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, | 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? |, 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: lamALS.org

. I am a proud member of the lamALS 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. | look forward to your response. My life
depends upon it.

Respectfully,

. Shelly Hoover, EdD
. 916-759-9066

DEPARTMENT OF REHABILITATION MEDICINE
UNIVERSITY of WASHINGTON
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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

“Nothing About Us Without Us” - morrisprinciples.org

—— [THE MORRIS ALS PRINCIPLES| ——

"TODAY, WE UNITE AS LEADERS
TO END ALS. WE TAKE
OWNERSHIP OF OUR DISEASE
SO THAT THE ROAD TO CURES
IS FASTER, EQUITABLE, AND
MORE HUMANE."

Healthcare professionals

e Communicate with us and about us as though we are living with ALS. We are partners with you
in our own care.
Encourage every Person Living with ALS to consider clinical research by providing timely,
comprehensive information about approved and investigational therapies. We are experts in our
own disease and deserve to be informed.
Provide accessible clinical and research options, including telehealth.
Give options for genetic counseling and testing, even for those with no known family
history of ALS.

DEPARTMENT OF REHABILITATION MEDICINE
UNIVERSITY of WASHINGTON




2023: VHA ALS Service Blueprint/Journey Map- Excerpt

Adjusting to a New Normal

ALS Eligibility & Benefits Meet with Care Tearm
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Mapped out steps from symptom onset
through end of life

85 persons interviewed- pALS, cALS,
clinicians, patient-centered organizations
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+ Visi DMV for vehichs i ceamption and
apply Bor o disabiked vetaran (O] Iceres
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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

DEPARTMENT OF REHABILITATION MEDICINE
UNIVERSITY of WASHINGTON

12



ALS Integrated Project Team

e 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

VETERANS HEALTH ADMINISTRATION
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Environmental Scan

Large network of interdisciplinary ALS clinics
— High heterogeneity in clinics and services

e 25 funded ALS research projects

* No central governance to unite all parties

e Coordination of benefits needs to be more streamlined
e 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

VETERANS HEALTH ADMINISTRATION 14



ALS Governance Structure

e 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

DEPARTMENT OF REHABILITATION MEDICINE
VETERANS HEALTH ADMINISTRATION 15
UNIVERSITY of WASHINGTON




National ALS Resource and Guidebook

SharePoint

P Search this site

National ALS Resource and Guidebook

Home  Recycle bin

Welcome to The National ALS Resource and Guidebook

This SharePoint contains rescurces and guidance to ALS Coordinators and ALS Teams. The content was created for ALS Coordinators and Teams
and includes educational materials, access to VA and community partner resources, and describes best practices in the care of Veterans living with

Amyotrophic Lateral Sclerosis (ALS).

What is ALS?

Amyotrophic Lateral Sclerosis (ALS), also known as Lou Gehrig's Disease,
is a fatal Jol ive disease. ALS severity of onset and
rate of ion vary consit 80 percent of

persons with ALS die within 2-5 years of diagnosis. Veterans are 1.6to 2
times more likely to develop ALS than the U.S. general population,
regardless of era or location of military service. Due to the rapid
progression of the disease, VA is committed to expediting care, supplies
and services Veterans need and deserve to improve their quality of life. In
2008, VA designated ALS as a disease that is presumed to be connected
to military service for all Veterans with 90 days of continuously active
service (38 C.RR. § 3.318). Veterans with ALS, their families and survivors
may be eligible for service-connected benefits, including monthly
compensation.

Resource and Guidebook

VA ALS Coordinators

VA ALS Coordinators play an essential role in care of Veterans living with
ALS. All VA Medical Centers have an identified ALS Coordinator as
described in the Amyotrophic Lateral Sclerosis System of Care VHA
Directive 1101.07. This position exists in all VA medical facilities
regardless of presence of ALS Interdisciplinary Clinics. The VA medical
facility ALS Coordinator is responsible for: (1) Serving as the point of
contact for Veterans with ALS and their caregivers as determined by the
VA medical facility Director. (2) Performing an initial needs assessment
to address durable medical equipment (DME) and the availability of
community resources and caregiver services. (3) Coordinating with the
VA medical facility PSAS Chief to ensure provision of items and services
needed for ALS. (4) Arranging appoir at the ALS iplinary
Clinic. (5) Providing a range of ALS educational information, resources
and tools, including information on VA ALS benefits, and providing
psychasocial and self-management support to Veterans with ALS and
their caregivers.

Upcoming

SEP

18

ocT

16

NOV

ALS Coordinator Events

Past s

ALS Coordination 5
Community of Practice.
Wed 3:00 PM 10 400 PM

Location: Teams mesting &
Micrasoft Teams Mesting

ALS Coordination )
Community of Practice...
Wed 3:00 P to 400 2M

Location: Teams mesting &
Microsoft Teams Mezting

ALS CoP Office Hours G
Wed 3:00 PM 10 4:00 PM
Loastion: Teams mesting &
Microsoft Teams Mesting

Next >

T

Join the Teams Page

VETERANS HEALTH ADMINISTRATION
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Communication Plan

VA Offers Hope

Understanding QurALS Patients’-Needs
A

P> Pl o) 001/332

VETERANS HEALTH ADMINISTRATION



https://www.youtube.com/watch?v=4W5NVZZwXcM

The ALS System of Care: Today

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

e 170 VHA facilities
e 12 Certified Centers of Excellence
* 5 Recognized Treatment Centers

e 49 full ALS interdisciplinary clinics

e 35 limited ALS interdisciplinary clinics

18
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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)

I Clement J. Zablocki Milwaukee VA
B Recognized Birmingham

Recognized Centers
San Francisco VA

St. Louis VA
Washington DC VA
West Palm Beach VA
Ceoted it mapehatoet Ralph H. Johnson VA

DEPARTMENT OF REHABILITATION MEDICINE
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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
guality, safer, more efficient care,
and health care organizations
become better places to work.”

- Agency of Healthcare Research & Quality
ahrg.gov

DEPARTMENT OF REHABILITATION MEDICINE
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Internal Data: ALS Dashboards- 2016

* VISN 20 pilot project
* Used for clinical population management

73[M]  PugetSound = 01/01/10 09/20/16 | 03/14/17
69[M] PugetSound 01/01/94 N 553 ¥ N N N 3% N 04/07/15 olry 16 082716 01/10/17
41[M]  PugetSound 08/30/16 ¥ 3% N N N N o N 10/04/16 | 01/03/17
52[M] PugetSound 02/05/15 N 279% N ¥ N R 14% ¥ 29 09/12/16 12/19/16
61[M]  PugetSound = 12/18/15 N 7% ¥ ¥ N N g% N 36 15 08/13/16  11/29/16
63[M] PugetSound 11/29/14 N 76 [H] 459% N ¥ N ¥ EE 08/23/15 [ 16 08/23/16 11/29/16
45[M]  PugetSound = 05/02/16 R DB/13/16 13 026% N N N R FE¥ 09/258/16 | 11/28/16
69[M] PugetSound 08/23/16 N N N N N 0% N 11/22/16
20[M]  PugetSound = 11/20/15 N 28 SE% N N N N EE SN 20 09/01/16 | 11/15/16
73[M]  PugetSound 07/01/15 N 21 21% ¥ ¥ N ¥ @ g 08/23/16 11/15/16
70[M]  PugetSound = 12/15/15 ¥ 48 [H] 385 N ¥ N N E 31 08/09/16 | 11/08/16
68[M] PugetSound 04/02/15 N 20 573 ¥ ¥ N R A% W 37 1620 08/17/16 11/08/16
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Clinical Dashboards- 2024

ALS diagnosis date Disability rating  Most frequent VA facility in last 3 years

° U niversa I d e p I OV ment 065ep2019 100|(663A4) AMERICAN LAKE (VAMC)
181ul2016 100|(663A4) AMERICAN LAKE (VAMC)
09Mar2010) 100|(663A4) AMERICAN LAKE (VAMC)
13Dec2023 100|(663A4) AMERICAN LAKE (VAMC)
26Aug2022 100|(663A4) AMERICAN LAKE (VAMC)
° M ont h Iy re p ort 01May2017 100|(663A4) AMERICAN LAKE (VAMC)
15Nov2021 100|(663A4) AMERICAN LAKE (VAMC)
11Sep2023 100|(663A4) AMERICAN LAKE (VAMC)
185ep2013 100|(663A4) AMERICAN LAKE (VAMC)
210ct2022) 100|(663A4) AMERICAN LAKE (VAMC)
. . . 07Nov2022) 100|(663A4) AMERICAN LAKE (VAMC)
s H IgheSt-p ri O”ty concerns 05Aug2019 100|(663A4) AMERICAN LAKE (VAMC)
o Se rVi ce connect | on 14May2013 100|(663A4) AMERICAN LAKE (VAMC)
055ep2014 100|(663A4) AMERICAN LAKE (VAMC)
<. 24)un2014 100|(663A4) AMERICAN LAKE (VAMC)
¢ Acces sto CI Inic 240ct2023 100|(663A4) AMERICAN LAKE (VAMC)
065ep2023 100](663A4) AMERICAN LAKE (VAMC)
14Feb2023 100|(663A4) AMERICAN LAKE (VAMC)
° N ew | n 202 5_202 6 100ct2018 100|(663A4) AMERICAN LAKE (VAMC)
300ct2023 100|(663A4) AMERICAN LAKE (VAMC)
° G en et | C te St| N g 26May2022) 100{(663A4) AMERICAN LAKE (VAMC)
L. 12Jun2023 100](663A4) AMERICAN LAKE (VAMC)
i Inte rd ISCI pl INa ry care access 29Jun2020) 100|(663A4) AMERICAN LAKE (VAMC)
. . . 06Jan2017] 100|(663A4) AMERICAN LAKE (VAMC)
hd T| me to d Ia g NOSIS 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)
DEPARTMENT OF REHABILITATION MEDICINE
VETERANS HEALTH ADMINISTRATION 22
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VA Research by the Numbers

(For Fiscal 2024)

& -\ \AEP‘\ L .E9
STt [ R
2 —_—
w| ety Published research articles = . = 2 g
bt authored or co-authored T ——
Active research by VA investigators Total congressional
sites nationwide 11,732 appropriation for VA medical
102 and prosthetic research
$984M*

e, T &

Active funded
Active funded research projects principal investigators Total research budget
(including VA funding and other sources) 3' 685 (including other VA and non-VA sources, such as NIH)
7,278 $2.4B

*(ombined mandatory and discretionary budget
Infananhic by VA Recparch (ommunications. Movember 104 llixtatione: © iStack/Olena (harmenka Andew rvhalkn all & maair same Micha Shutkeuech
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Current ALS Research Portfolio in VA

Map created at www.fla-shop.com

VETERANS HEALTH ADMINISTRATION
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New Hope for Veterans with ALS

2%

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

DEPARTMENT OF REHABILITATION MEDICINE
UNIVERSITY of WASHINGTON
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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!!>>

VETERANS HEALTH ADMINISTRATION

Appendix A: Pre-procedure Caregiver and Home needs checklist

Home accessibility/safety:

___Home safety evaluation completed as needed for accessibility/DME

___ ldentified necessary home repairs/modifications/DME obtained or completed:

Home must be accessible by wheelchair or gumey, ramp if needed

Hospital bed

Patient Lift

Power wheelchair

Manual wheelchair for back-up

Bathroom equipment for toileting/bathing
____Auto grant for wheelchair-accessible vehicle

___ Working telephone

___ Generator, if living in a geographical area prone to power outages

___ Space to store and organize ventilator supplies and disposable respiratory
equipment supplies for cough assist, suction machine, nebulizer compressor
and tracheostomy supplies

Communication
__ Low tech or high-tech communication set up
___Voice banking completed, per patient preference
___ Attendant chime/ call button system in place

aregiver requirement: 24- hour care is required for a person with ALS on a ventilator:

____ 2 or more paid or unpaid caregivers able and willing to provide care at home
___ Contingency plan for emergencies and back up caregivers

Advanced care planning

____Veteran and caregivers/family have discussed intended living situation following
tracheostomy (home versus nursing facility) and come to agreement

___Advance directives completed or communi 1 with surrogate decision maker
__includes information on when/under what circumstance to withdraw life
support

__Veteran has discussed the plan with surrogate decision maker, who is able
and willing to carry out the Veteran's wishes as specified

Transportation
__Plan in place for transportation for medical appointments

DEPARTMENT OF REHABILITATION MEDICINE
UNIVERSITY of WASHINGTON
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A Rehabilitative Approach to Care

Amputation

Polytrauma

VETERANS HEALTH ADMINISTRATION

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

March 2023
Convene a diverse committee of
} [ experts, including people with a
f S lived experience of ALS
v

April 2023—May 2024

Acknowledge and address equity
* issues across the landscape

Y

f’

M
70, < *

Therapeutic interventions to
prevent, treat, and cure ALS

Care and services individuals **

v
' and families need today

Improving quality of life, * <o
health, and wellbeing

Bt

VETERANS HEALTH ADMINISTRATION

April 2023—May 2024

Review the current state of
therapeutic developement,
care, services, and supports

@W June 2024

Produce a report containing
* recommendations for key actions
federal agencies, the pharmaceutica
industry, and nongovernmental
organizations can take to improve
ALS treatment, care, services, and
supports in the future

FL
=

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




YA bright spoft in the landscape of ALS

care”

NATIONAL s
ACADEMIES o

Interdisciplinary

Proactive

Patient-centric

National Academies
Living £ Living with ALS” 2024 Report

with ALS
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VA was also put to task by National Academies

NATIONAL i
ACADEMIES wa

WHAT CHALLENGES DO VETERANS WITH ALS FACE?
While positive overall, the VA ALS system of care does not address several critical issues, such as ensuring

equitable access to care for veterans across the country or addressing the projected extreme shortage in the ALS

health care and clinical research workforce. Additionally, basic research into the connection between military
service and ALS has stalled in recent years.

HOW COULD THE REPORT’S RECOMMENDATIONS IMPACT VETERANS?
If implemented, the recommendations in this report could address key issues facing veterans with ALS by
establishing a VA network that would:

« Resolve VA’s ALS workforce shortage

« Ensure access to comprehensive ALS care for veterans regardless of geographic location

« Increase VA opportunities for ALS health professional training

« Invest in clinical and informatics resources to enhance VA’s ability to partner with outside entities
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Hub & Spoke Model of Care

BUILDING THE IDEAL ALS CARE AND RESEARCH SYSTEM
An integrated and coordinated system of care and research that reaches all people with ALS

Community-Based (© Regional ALS Centers © comprehensive ALS Care
ALS Centers Provide comprehansive specialty and Research Centers
Manage routine care and care, offer diagnostic support Provide complex specialty care and diagnosis,
provide occess o reseorch services, manage routine care, offer telehealth cansults, train clinicians, lead
and provide ccess fo research community outreach, manoge routine care, and

provide access o research

Sat Lake City

Nashvitte Xnor
Oxlanoma
City.
Atizata

5 Phosnix
weson

Ut «’o
SCIID Center e I RICO
SCI/D Spoke °
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Increased Transparency and Access for Veterans

¢ Increased TRANSPARENCY hIAALSSystem of Care
— Veteran-facing webpage, including:

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

* Directory of clinics

Click the imoge to learn gbout the VA ALS System of Care from one of our Veterans and Coregivers

* Directory of coordinators
Amyotrophic Laterzl Sclerosis (ALS) is a progressive disease affecting nerve cells in the brzin and spinal
° L' k h A LS d 1 1 cord which causes weakness and difficulty with speech and breathing. There is an association between
I n S to t e I re Ct I Ve military service; for that ceason ALS became 2 100% service-gonnpacted condition for any individual with
ALS who served greater than 20 days, received an honorable discharge, and was later disgnessd with
ALS.

Establishing VA Care and Benefits After a Diagnosis of ALS

b I n C re a S e d PA RT N E RS H I P S We recognize thot this can be an overwhelming time and the importance of occessing support quickiy!
1. Get connected with 3 VA ALS center for medical cace

— Community representation in
leadership

©One of the most important steps in getting the bast treatment for ALS is finding an ALS
interdisciplinary clinic. These cfinics offer “one stop shopping” for ALS, which in turn results in
more coordinated care and less travel back and forth to the clinic. Each VA facility can provide
guidance on ALS spedialty care either within VA or in the community.

Contact your local VA Health Care facility. Let them know about your recent diagnesis and ask for
their help with enrollment and accessing and scheduling ALS care. Ask to be connected to the VA
ALS Coordinator at your facility.

— Listening sessions
— Partnerships with non-profits

2. Apply for VA bensfits
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Summary

* We are Mission-Driven to improve ALS care

« We’'ve come along way in ALS care in the VA in
the past 16 years, and we have far to go!

* VAis 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

 VAis 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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