DONOR IMPACT REPORT Supporting Families.
Elevating Care.

Accelerating Research.
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ALS alone.
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Direct Services = Research
Advocacy = Global Education

A YEAR OF

Meaningful
Impact

When someone is diagnosed with ALS,
life changes immediately—for them and
for everyone who loves and supports
them. The path forward can feel
uncertain, overwhelming, and isolating.

Your generosity ensures that
individuals and families had access

to comprehensive, coordinated care;
timely, understandable information;
and a community of support that helps
make an incredibly difficult journey
more manageable.

You made meaningful progress possible
across direct services, research,
advocacy, and global education. Each
area is interconnected—supporting
individuals today while advancing
solutions for tomorrow.

From protecting federal research
funding to expanding access to clinical
trials and strengthening family-centered
care, you made it possible to respond to
urgent needs while continuing to move
the field forward.

Across every aspect of the Foundation's
work, your investment helped transform
uncertainty into clarity, isolation into
connection, and challenge into action.



Family Support overview

ALS affects the entire family. You helped us serve more than 300
families in 2025 through individualized
A diagnosis immediately reshapes roles,  care coordination, with services tailored
responsibilities, and expectations, often to their specific circumstances and stage
requiring rapid adjustments in caregiving,  of disease progression.
employment, finances, and daily living.
This approach emphasizes early

The Foundation’s support services are engagement, continuity of care, and
designed to meet these complex and responsiveness. Your support meant we
evolving needs. Our care coordination built relationships with families

model integrates medical guidance, early to anticipate needs, reduce crises,
emotional support, and practical and provide more meaningful support
assistance—ensuring families are not over time.

navigating this journey alone.

My ALS
Communication The My ALS Communication Passport to Quality Care is a tool
Passport used to gather personal and medical information pertinent to the

daily care and quality of life for a person living with ALS. It is
a useful tool to share with their loved ones, outside caregivers

and/or anyone who is part of their medical or support team.

You helped us serve
more than
300 families
through individualized
care coordination
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Family Support vpracT & METRICS

Your investment supported 4,684 care coordination
visits (2024: 5,121). As is typical, the number of visits
can fluctuate year to year based on client needs and
timing of engagement. In 2025, our team emphasized resisted help.
a more proactive and targeted approach—engaging

families earlier and delivering support more efficiently
and effectively. denial,” she admits. “I didn’t

At first, Satrina Bryant-Higgins

“In the beginning, | was in

want support from the
Support groups served an average of 74 participants

each month (up 12% from 66 in 2024), offering
connection, shared experience, and emotional support
during a time when isolation can be profound. accepting the diagnosis.”

Les Turner ALS Foundation
because accepting it meant

You made financial assistance totaling $176,668 in But after reaching out, she was
2025 to help families manage urgent needs such
as transportation, caregiving support, and home
accessibility modifications. This was a big increase
from $137,000 in support in 2024—a 28% difference. who became her confidante.

connected with Michelle Shaker,

a support services coordinator,

Equipment loans grew 65% from 103 to 170 “She’s been my rock.
last year so people living with ALS could maintain

: . She listens to my fears,
safety, independence, and dignity at home.

asks how she can help,

Together, these services provide stability during and finds resources
uncertainty and reinforce that no family is facing I never knew existed.”
ALS alone.
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Clinical Care & Decision Support

MY ALS
DECISION

TOOL

ALS presents a series of complex medical The ALS Decision Tool™ was used 7,590

and personal decisions. Individuals times, up from 4,055 times in 2024.

and families must navigate treatment This significant increase meant more
options, symptom management, and clients and their caregivers received
future planning. They often do so under clear, structured guidance to navigate
significant emotional strain. difficult choices.

In 2025, you made it possible for 523 Educational programming reached
patients to receive care at the Lois Insolia 1,827 participants, compared to 1,799 in
ALS Clinic at Northwestern Medicine. 2024. They originated in 48 states and
They met with a multidisciplinary team 17 countries, ensuring broad access to
providing coordinated, patient-centered trusted information.

care. Multidisciplinary ALS care has been

proven to extend survival and improve You empowered individuals and families
quality of life. to make informed decisions with

confidence, clarity, and support.
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Research scienTiFICc PROGRESS

In 2025, the Foundation invested more
than $1 million in research—advancing
scientific discovery and accelerating
progress toward improved treatments
and, ultimately, a cure.

Investigators at the Les Turner ALS
Center at Northwestern Medicine are
advancing foundational research into
TDP-43 pathology, present in more than
97% of ALS cases, as well as motor
neuron degeneration, cellular excitability,
biomarker discovery, and novel
therapeutic development.

Your investment in this critical work led
to improved diagnosis and monitoring of
disease progression.

The 15th Annual Les Turner Symposium
on ALS convened leading scientists

and clinicians, creating a forum for
collaboration, knowledge sharing, and
innovation.

These efforts strengthen the scientific
foundation needed to change the
trajectory of ALS.
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Research Access & PARTNERSHIPS

The Foundation is committed not only
to advancing research, but to ensuring
individuals have access to it.

In 2025, the Lois Insolia ALS Clinic RNA Quality Control
offered access to three clinical trials, System Breaks Down
six observational studies, and three in ALS

expanded access programs (EAPs).

The Center participated in the Silence
ALS Program, expanding opportunities
for individuals with ultra-rare genetic
forms of ALS.

The Foundation also continued its
partnership with the Sean M. Healey &
AMG Center for ALS at Massachusetts
General Hospital through the ACE
Initiative, strengthening research
infrastructure and accelerating clinical
trial enroliment.

Understanding
Cellular Impacts of
Neurodegeneration

Since its inception in 2024, enrollment
across three sites has more than doubled
in clinical trials. This demonstrates that
targeted investment in research capacity
leads to faster and broader access to
ALS research.

A New Clue to ALS and FTD:
Faulty Protein Disrupts
Brain's ‘Brake’ System
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acriTicaL MoMeNT Made Possible by You

When a federal funding freeze threatened to bring
years of progress to a sudden halt, the Foundation
acted quickly.

The Foundation made an emergency $500,000
investment in Northwestern University Feinberg School
of Medicine to ensure that ALS research—and the
pursuit of a cure—could continue without interruption.

This decisive action preserved critical momentum,
protected ongoing studies, and reinforced the
Foundation's leadership role in advancing ALS research
during a time of uncertainty.

This moment reflects what donor support makes
possible: the ability to act when it matters most.

Special $500,000

kept research going

@

This gift is a lifeline to our
researchers, our talented
doctoral students and our

dedicated research staff.

— Robert G. Kalb, MD, the Joan
and Paul Rubschlager Professor
of Neurology and Director of
the Les Turner ALS Center at
Northwestern Medicine
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Advocacy & National Leadership

U.S. Depariment of Health and Hum:
Food and Drug Administration

In 2025, the Foundation’s impact extended beyond

direct services and research through strong national -~

advocacy efforts. AR
(T

We helped preserve $40 million in Department of S *m* s

Defense ALS research funding and actively mobilized

policymakers to protect critical programs at the NIH, To learn more

CDC, FDA, and within veterans’ ALS initiatives.

These efforts ensured continuity of research and
reinforced the importance of sustained federal
investment.

Your support of this advocacy helps shape the broader
landscape of ALS care and research—amplifying the
impact of every donor dollar.
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Education

2025 Les Turner ALS Foundation
DIGITAL GLOBAL REACH

LEAST

In 2025, the Foundation expanded its
reach globally, ensuring individuals
affected by ALS have access to reliable,
high-quality information.

You helped us reach more than 177,000
individuals across 184 countries,
reflecting a growing demand for
accessible education and support.

Digital engagement has increased
160% over five years, expanding the
role of online tools in delivering care
and information.
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MOST

Charitable contributions made the
training of more than 70 community
health workers possible, extending
support into underserved communities.

This work ensures that geography is not a
barrier to receiving guidance and support.



Financial Stewardship
INCOME AND EXPENSE CHARTS - 2025*

INCOME
Contributions $2478,494 @ 78%

INCOME
Program and 3621626 @ 19% $3.2 million
Event Revenue
Investment Income 397,070 @ 3%
Total $3,197,190

Program & Event Revenue includes mission-driven events and
contracted program support (e.g., National ALS Registry).

EXPENSES

Program Services $1549,075 @ 42% EXPENSES
Grants $1,109,050 @ 30% $3.7 million
Administration $612,012 @ 17%

Fundraising $411,530 11%

Total $3,681,667 *Pre-audit figures

Your generosity powers every aspect of this work.

In 2025, the Foundation sustained more Our commitment is to steward every

than $1 million in research investment. dollar responsibly, transparently, and in

This support was beyond the emergency  alignment with our mission.

$500,000 investment in Northwestern

University Feinberg School of Medicine Your investment drives meaningful

after a federal funding freeze. outcomes for individuals and families
affected by ALS.

Resources are carefully allocated across

direct services, research, advocacy, and

education—ensuring both immediate

impact and future progress.
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ALS continues to
present profound
challenges, but
meaningful progress
is underway.

Because of your
support, families
are better equipped,
individuals have
access to care, and
research continues
to move forward.

THANK YOU
for advancing
care, accelerating
research, and
bringing hope to
those who need
it most.

LES
TURNER
ALS

FOUNDATION

Les Turner ALS Foundation
5550 W. Touhy Avenue
Suite 302

Skokie, IL 60077

847 679 3311 main
lesturnerals.org

fv B @LESTURNERALS

| am also grateful to be in the presence of
so many caregivers: doctors and nurses,
occupational, physical, and speech

therapists, social workers, and, most

especially, friends and family. Your care

and compassion for those living with ALS
and other motor neuron diseases are an

inspiration to me and to all people.

- Pope Leo XIV, speaking at the ALS Walk for Life
on Sept. 20, 2025




