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How do moments become momentum?

As we celebrate 45 years of dedicated service
to the ALS community, we reflect on the
remarkable journey that has brought us to
this milestone. From its humble beginnings
as a project initiated by the loved ones of one
courageous person facing ALS, the Les Turner
ALS Foundation has evolved into a beacon

of hope and support for tens of thousands

of people and their families who have been
touched by this challenging diagnosis.

Our theme for this annual report, “Moments to

Momentum” speaks to the essence of our journey.
Momentum is not a singular force; it is a collective

surge of energy generated by countless moments
of dedication, compassion, and collaboration.

As we take the helm of this extraordinary
organization, we are reminded of the incredible
leaders who preceded us. Ken Hoffman, whose
transformative eight-year tenure as President
of the Foundation’s board concluded in 2022,
and Andrea Pauls Backman, who distinguished
herself as our CEO until earlier this year, have
left an indelible mark. They ensured that our
mission would always be grounded in the
needs and aspirations of the ALS community.

One of the driving forces behind our momentum
is the unwavering commitment of those who
have shared their ALS journey with us. In 2022,
we welcomed two people living with ALS to

our board of directors and added five people
living with ALS and caregivers to our support
services committee. Their insights, needs,

and concerns remain at the forefront of our
decision-making processes, shaping our funding
priorities and objectives. Our momentum,
indeed, emanates from those we serve.

Momentum also arises from the shared vision
we hold — a world free of ALS. In 2022, we
witnessed the approval of two new treatments
aimed at slowing the progression of this
relentless disease. These approvals were made
possible through the collaboration of people
living with ALS who participated in clinical
trials conducted at the Lois Insolia ALS Clinic
at the Les Turner ALS Center at Northwestern
Medicine, fueled by the generosity of donors
who support the Les Turner ALS Foundation.

Moreover, the first genetic mutation linked to
cause ALS, SOD-1, was co-discovered at the
Les Turner ALS Center in 1993. It underscores

the importance of sustained dedication and
perseverance in our pursuit of life-changing
discoveries. Moments of resilience eventually
transform into enduring momentum, shaping
the future of ALS treatment and care.

Throughout our journey, we have tragically
lost many individuals to ALS, each leaving an
indelible mark on our hearts. Their enduring
legacy fuels our resolve to press forward.
Their love and memory are a source of
strength, propelling us toward our mission.

So, how do moments become momentum?

The answer is clear: Together, as the
Les Turner ALS Foundation.

Erin Reardon Cohn Laura Freveletti
Board Chair Chief Executive Officer
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ALS has affected Frank Granata's
ability to do many of the things that
he loves, like cooking meals for his
family, golfing, and especially riding
his custom chopper motorcycle. But
Frank won't let ALS stop him from
doing everything. He works out at
the gym five to six times per week
using a customized regimen from
Shirley Ryan AbilityLab, an affiliated
rehabilitation partner of the Lois
Insolia ALS Clinic at the Les Turner
ALS Center at Northwestern Medicine.

“Currently, ALS is primarily affecting
the fine motor skills in my upper body
and breathing,” says Frank. “I spend
my time working out the muscles

that still respond to help optimize the
motor functions | have remaining,

so that | can have some sense of
independence for as long as possible.”

The Foundation is providing Frank
and his family with comprehensive
care and support.

“The support services team is truly
amazing,” Frank says. “Everyone | have
worked with is highly skilled, genuine,
personable, and sincerely concerned

about my well-being. They have listened

to every detail that | have given them
and tried to find a way where they can
be of service or refer me to someone
that could further assist me.”

In 2022, Frank joined the Foundation’s
Board of Directors to share his insight
and perspective on living with the
disease. He also delivered opening
remarks at the Les Turner Symposium
on ALS, offering valuable insights on
that occasion as well.
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Ensuring Comprehensive
Care and Support

At the Lois Insolia ALS Clinic at the Les Turner ALS Center

at Northwestern Medicine, patients receive care from a
multidisciplinary team with extensive experience in diagnosis
and treatment of ALS. During visits, people with ALS and their
loved ones meet with several members of the ALS care team
to discuss treatment and answer any questions including
assessment, care planning, education, clinical trials, and
other healthcare needs.

With backgrounds in nursing, social work, and speech-language
pathology, our support services team collaborates with ALS care
teams to address the needs of people living with ALS and their
families. We provide emotional support and guidance; offer
solutions for challenges of daily living, home safety and
equipment; provide guidance on Social Security Disability
Insurance, Medicare and Medicaid; and much more.
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Our ALS support services
coordinators provided nearly
4,000 care coordination meetings
for people living with ALS,

up 20% over 2021.

000

(2]

Nearly 60 people per month
found solace and shared
experiences in our support groups.

ALS

LEARNING
SERIES

Our ALS Learning Series webinars have
had nearly 10,000 views since launch
in fall 2020; in 2022, experts discussed
home modifications, financial planning,
Medicare and more.

We offered 19 clinical trials and research
studies, including the HEALEY ALS
Platform Trial, and three expanded
access programs, which provide access
to experimental drugs or medical
treatments that are not yet approved by
regulatory agencies or are not readily
available on the market. These programs
are subject to ethical and regulatory
oversight to ensure patient safety.

/]
1)

We published three new, best-in-class
ALS information guides on the impact
of ALS on children, the importance of
caregiver self-care, and maintaining
relationships and physical intimacy
while living with the disease.

R

We distributed 106 needs-based grants
to help cover the cost of equipment,
respite care and transportation for
people living with ALS and caregivers.

“I am grateful for the Les
Turner ALS Foundation’s Walter
Boughton Grant because it
allows me to enter my home

using the wheelchair lift. It

allows me to get in and out of
my home using either my walker
or wheelchairs. It has given me
independence.”

- JANIE GOBELI
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In 1979, with an initial donation of $50,000, we embarked on
a pioneering journey by dedicating one of the world'’s first
laboratories solely devoted to ALS research at Northwestern
Medicine. Little did we know that this humble beginning
would evolve into a momentous movement.

Today, the Les Turner ALS Foundation stands as a beacon
of hope, tirelessly working to make a significant and
meaningful difference in the lives of people living with ALS
and their families. We have become a global role model for
ALS organizations, and our partnership with Northwestern
Medicine has flourished.
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Our partnership has been a testament

to shared values, resilience, and
unwavering dedication. Over the
years, we have raised over $70
million, with most of these funds
contributing to the remarkable
growth of Northwestern Medicine’s
ALS research and care initiatives.
This extraordinary collaboration has
withstood the test of time, and it is
a legacy we will always hold dear.

The mission of the Les Turner ALS
Center at Northwestern Medicine
remains resolute: to forge a future

free of ALS. Under the visionary leadership
of Dr. Robert G. Kalb, the Joan and Paul
Rubschlager Professor and Chief of the
Division of Neuromuscular Medicine, it has
grown to encompass over 70 members
spread across Northwestern University's
Chicago and Evanston campuses.
Together, we harness diverse expertise
across scientific disciplines, generating
new insights and groundbreaking
advances in the relentless battle against
ALS. This momentum is a testament to
our enduring commitment and dedication
to turning moments of hope into a future
without ALS.

In 2022, we funded several ALS basic
science research pilot grants at the Les
Turner ALS Center, increasing our funding
to research by 36% over the previous
year. This basic science research seeks
to understand the fundamental biological,
genetic, and physiological mechanisms
underlying the development and
progression of ALS.

Analysis of Ataxin2 Targets as Mediators
of Amyotrophic Lateral Sclerosis
Ravi Allada, MD

Genetic Modifiers of Familial ALS
Erik Andersen, PhD

Characterizing the Metabolite Changes
in Lysosomal and Mitochondrial
Compartments in ALS

Navdeep Chandel, PhD

and Evangelos Kiskinis, PhD

C9orf72 Expansion Alters Innate
Immune Function and Contributes to
Neurodegeneration in ALS

David Gate, PhD

Personalized Medicine Program
Robert Kalb, MD

Developing a Multiplex iPSC-based
Platform for Interrogating Sporadic ALS
Disease Mechanisms

Evangelos Kiskinis, PhD

“In combination with

our robust clinical
research program,

the results from the
research labs will

be well positioned

to be translated into
tangible new therapies
for ALS”

— DR. ROBERT KALB



We're grateful beyond words to everyone who attended, organized,
sponsored, and raised funds and awareness at events in 2022.
Countless people came together as one community, determined
to create a world free of ALS.

At the Hope Through Caring Gala, we bestowed the Harvey and
Bonny Gaffen Advancements in ALS Award upon Joshua Cohen
and Justin Klee, co-founders and CEOs of Amylyx Pharmaceuticals.
Their dedicated efforts to develop innovative treatments for ALS
were celebrated. Additionally, we honored Dr. Lisa Wolfe of the

Lois Insolia ALS Clinic at the Les Turner ALS Center at
Northwestern Medicine, a trailblazer in the field of respiratory
medicine for neuromuscular disease, with the prestigious

Hope Through Caring Award for her outstanding contributions.
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Events are the lifeblood of our
mission. They are not just gatherings;
they are the heartbeats of our
community, the fuel that keeps our
momentum going. Throughout the
year, these events become the canvas
upon which we paint our stories of
hope, determination, and unity.

In September, Soldier Field welcomed
thousands of compassionate souls
who joined the Les Turner ALS Walk
for Life. This grand event stands as

a testament to our commitment. It's
where we come to honor the courage
of those living with ALS and to cherish
the memory of those who've left us.

It is, without a doubt, the largest ALS
gathering in the entire Midwest.

Our Young ProfessionALS Group
works year-round, organizing a series
of engaging events and meetups that
build bridges within our community.
These gatherings aren't just about
fundraising; they’re about forming
connections that empower us all.

Then, in November, the Les Turner
Symposium on ALS takes center stage.
This symposium unites clinicians,
researchers, and people living with ALS,
creating an environment where insights
are shared and the latest advancements
in ALS treatment are discussed.

These events serve as beacons guiding
us forward. Not only do they bring our
ALS community together, but they also
play a pivotal role in elevating awareness
and generating the essential funds
required to fuel comprehensive care

and groundbreaking research.

From the spirited participants who
converged at Sox Park for Strike Out ALS
to the resilient souls who conquered the
Chicago Marathon with Team Race for
ALS, and the generous hearts behind
community-organized fundraisers like
the Sun Mechanical and Matt Creen

Golf Outings, we extend our heartfelt
gratitude to everyone who joined our
events in 2022.

FOUNDATION




Driving Progress:
Advocacy in Action

Until recently, there was only one drug approved by the FDA to
slow the progression of ALS. Then, in 2017, another drug called
Radicava was approved. And then, in 2022, two more drugs,
Radicava ORS and Relyvrio, were added to that list, with several
more joining the pipeline.

What changed?

Change is happening because the ALS community demands it.
When consideration of a promising new treatment stalled in
March, we spent the summer helping organize and lead
collaborative efforts across ALS organizations to demand
accelerated approval. At the FDA Advisory Committee meeting
in September, we spoke on behalf of families of people who
were lost to ALS during that delay.
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Behind every new drug are clinical

trial participants. Our Lois Insolia ALS
Clinic at the Les Turner ALS Center at
Northwestern Medicine hosted clinical
trials for both Radicava ORS and
Relyvrio, the drugs that were approved
in 2022.

Thanks to the people living with ALS
who participated in clinical trials,
researchers had the evidence to
move those new drugs forward. And
a long-term vision is being realized.
Years ago, the first genetic mutation
linked to cause ALS, SOD1, was co-
discovered at the Les Turner ALS
Center at Northwestern Medicine.

In 2022, thanks to that discovery —
and to the donors who supported that
research — the first treatment for a
genetic form of ALS went before the
FDA for evaluation.

In 2022, we provided leadership for the
new ALS Strategic Plan developed by the
National Institutes of Health and National
Institute of Neurological Disorders

and Stroke, and we worked with other
organizations to demand federal action
on issues like the outdated Supplemental
Security Income system. We also worked
with the ALS Association, | AM ALS,

and Muscular Dystrophy Association to
increase federal funding to nearly $200
million for ALS research and programs.

Throughout the year, we worked in
partnership with the ALS community

to accelerate therapy development and
increase access to treatments, equipment,
and clinical research. We collaborated with
advocates, academia, biotech industry,
government agencies, and nonprofit
organizations on clinical research,
expanded-access programs, health
literacy, and healthcare operations.
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Our Generous Donors

The Les Turner ALS Foundation is grateful for

every donation. The following list of donors
represents gifts of $1,000 and above.

HEROES

$100,000 and above

Mr. and Mrs. Marvin Feig
Mr. and Mrs. Robert P. Ives
Joseph B. Heller Trust

CHAMPIONS

$50,000 - $99,999

Anonymous

Biogen US Corporation

James Insolia Family Foundation
Mitsubishi Tanabe Pharma America, Inc.
Mr. and Mrs. Paul A. Rubschlager
Walter Boughton Foundation, Inc.

PATRONS

$25,000 - $49,999

AbbVie Inc.

Amylyx Pharmaceuticals

Anonymous

Anonymous

Cole-Crone Family Foundation, Inc.
Haarlow Family Charitable Foundation

Herbert C. Wenske Foundation

Richard A. Perritt Charitable Foundation
Mr. Loren H. Semler, Jr.

Willow Springs Charitable Trust

ADVOCATES

$10,000 - $24,999

Abe and Ida Cooper Foundation

Adreani Foundation

American Airlines

Armin & Esther Hirsch Foundation

Mr. Scott Brady

Brainstorm Cell Therapeutics Ltd.
Caterpillar, Inc.

Mr. and Mrs. Joseph Centers

Charles and M.R. Shapiro Foundation Inc.
Crosstown Real Estate Advisors, LLC
Cytokinetics, Inc.

Dancing Skies Foundation

Dellora A. and Lester J. Norris Foundation
Ms. Laverne Dillon

Mr. and Mrs. Patrick D. Dillon

Ms. Robin D. Fern

Fifth Generation Inc. - Love, Tito's

First Bank Chicago Foundation

Frank and Delores Corbett Charitable Fund
Gilbert and Jacqueline R. Fern Foundation

Mrs. Dorothy Hardy

Mr. and Mrs. Jonathan Harris

Hill-Rom, Inc.

Mr. and Mrs. Richard M. Hirsch

[llinois Tool Works Foundation

Integrated Respiratory Solutions

Mr. and Mrs. Robert Jones

Lew Blond Memorial 5K Run/Walk

Magic Charitable Foundation

Dr. Sheila M. McCullough

Mr. and Mrs. Joshua P. Newsome

Northwestern University Feinberg
School of Medicine

Numotion

Paul & Pearl Caslow Foundation

Piper Sandler

PTC Therapeutics

ResMed Corp.

Robert and Cheryl Gilhooley Charitable Fund

Ms. Nancy R. Stamm
Sun Mechanical Systems, Inc.

SUPPORTERS

$5,000 - $9,999

Ariel Investments, LLC

Arthur J. Gallagher Foundation

Ms. Andrea Pauls Backman and Dr. Michael Siegel

Bartlett & Co. Wealth Management LLC
Mr. Stephen Beard

Capgemini USA

Mrs. Barbara Caruso

Cooper Foundation

Cubs Charities

Dennis J. Smith Legacy Foundation Inc.
Ms. Martha Feliciano

Fisery, Inc.

Mr. Terry Peigh and Ms. Cindy Fluxgold
Mrs. Sheila Ford

Mr. and Mrs. Harvey Gaffen

Gofen and Glossberg, L.L.C.

Mr. Mike Harris

Harry T. Mangurian, Jr. Foundation, Inc.
Mr. and Mrs. Kenneth Hoffman

Mr. Brady Hurt

J2M Touhy, LLC

John W. Anderson Foundation

Mr. and Mrs. Joseph Jonas

Kari and Dick Clark Foundation

Mr. Ron Koch

La Grange Crane Service, Inc.

Mr. and Mrs. Brian Lampsa

LifeTech

LPL Financial

Mr. Steve Masters
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SUPPORTERS

$5,000 - $9,999

Kevin and Sydney McGivern
Melvoin Foundation

National Seating & Mobility, Inc.
Mr. William L. Nothman

Mrs. Phyllis Schwartz

Stantec Consulting Services Inc.
Taxman Family Foundation

USG Foundation

Mr. and Mrs. Thomas Veldman
Mr. Matthew Weisz

William and Wilma Dooley Foundation
Mr. and Mrs. Mitchell Wolf

Dr. Lisa Wolfe and Mr. Brian Wolfe

FRIENDS

$1,000 - $4,999

Mr. and Mrs. Richard Abt

Mr. Andrew Albarelle

Mrs. Laurie Albion

Ms. Rosaura Alfaro

Mr. Anthony Allegra
AmazonSmile Foundation

Mr. and Mrs. Brian Andre

Mr. and Mrs. Rich Ashlin

Ms. Cynthia Baker

Mr. Jeff Bane

Mr. and Mrs. Michael J. Baron
Mr. and Mrs. Armand H. Bendersky

Mr. Adam Berger

Mr. Steve Berliant

Ms. Suzanne Bessette-Smith
Mr. Gary Birnbaum

Ms. Kathy Boedeker-Pallesen
Mr. James Bolek

Mr. and Mrs. Thomas F. Boleky
Ms. Karen Bontia

Mr. Daniel Bowen

Boyle Family Foundation

Mrs. Miegan M. Bresingham
Mrs. Rhona Bresler

Mr. Edwin Brooks

Mr. Ellis Buffenstein

Mr. Brad Cain

Mr. Joe Campagna

Mr. Dominick Campanile

Mr. Sean Campbell and Mr. Gene Campbell
Mr. Jim L. Carlisle

Ms. Zollie Carradine

Ms. Caitlin Caspersen

C.D.E. Collision Centers
Chicago Bears Football Club
Ms. Elizabeth Chopra

Mr. Stephen D. Christian

Mr. and Mrs. Frank L Christy
Mr. Michael Chu

Mrs. Lisa Cokefair

Mr. and Mrs. Joseph W. Collins
Kevin Collins

Community Health Charities
Control Bionics Inc.

Mr. and Mrs. Anthony Costello
Cotter Bowen Law Firm, LLC
Mr. and Mrs. Matthew Creen
Ms. Deborah Crockett

Mr. and Mrs. John T. Culliton
Ms. Lekha Dave

Mrs. Janalee D’Ambrosia

Mr. Sean P. Deasy

Mr. Bradley Deetjen

Mr. Mark Deetjen

Mr. George Dengler

Mr. James Descourouez

Mr. Phil Di Venere

Mr. and Mrs. Mark Dillon

Mrs. Debra Dillon

Mr. Dennis Dillon

Mr. and Mrs. Carmen Dodaro
Mr. Matt Dowling

Ms. Amy Downey

Mrs. Antoinette J Drury

Mr. and Mrs. Brian Durkin

Ms. Jennifer Tescher and Mr. Jonathan Eig
Mr. Gary Elden

Mr. and Mrs. Lawrence M. Elisco
Mr. and Mrs. James Nelson
Estate of Barbara Shapiro
Exelon Corporation

Extra Value Liquors - Churillo & Westerman, INC

In 2022, 3,310 new donors made
first-time contributions, becoming part
of a strong and rapidly-growing base
of support for our programs.

Please consider joining them

by making a donation online at
lesturnerals.org. To make a bank
transfer, a stock donation, or other
types of contributions, contact Steve
Schapiro, Chief Philanthropy Officer,
at sschapiro@lesturnerals.org or
847.679.3311.
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FRIENDS

$1,000 - $4,999

Eugene Faigus

Mr. Sean Fallon

Mr. Steve Fallon

Falls Mechanical Insulation, Inc
Mr. Lin Brehmer and Ms. Sara Farr
Laurence Feld

Fleet Feet Sports - Chicago

Mr. John J. Fogarty

Ms. Ruth Fortney

Ms. Caitlin Fox

Mr. and Mrs. James Francois

Mr. Robert Gardula

Ms. Janelle Gaudio

Mr. Richard Gay

Mr. Jay Gibble

Ms. Alexandrea Gjertsen

Mr. and Mrs. William H. Gofen

Mr. Charles S. Gofen

Ms. H. Lynette Goldstein

Mr. and Mrs. Irwin M. Goldstein
Mr. William Graham

Ms. Stephanie Grant

Mr. Bert Green and Mr. Aric Lasher
Grisemer Family Charitable Trust
Ashley and Bob Gryglak

Gulf Coast Community Foundation
Gurke Family Charitable Fund
Mrs. Evangeline R. Haarlow

Asset Management Group, Ltd.
Ms. Allyson Harris

Health Technology Resources - PHM Services

Ms. Raynelle Heidrick

Mrs. Amy Heitzman

Mr. Adam Hentze

Mr. William J Hentze

Mr. C. Theodore Herbert

Herta Bernhard Charitable Fund
HLM Captial LLC

Ms. Mellody Hobson

Mr. and Mrs. Jeffrey J. Huff

Mr. and Mrs. Robert V. Ives

Mr. and Mrs. Graham Jackson
Mr. Joel Schechter and Ms. Bambi Jacoby
Jane A. Garvey Trust

Mr. Daniel A. Jaszka

Mr. and Mrs. Mike Joines
Jospeh B. Glossberg Foundation
Mr. and Mrs. Mitchell P. Kahn
Ms. Sara Karoll

Katten Muchin Rosenman LLP
Mr. Nathan Kaufman

Keating Family Foundation
Keeley Family Foundation

Mrs. Rachel Kelley

Mr. Edward Kelly, Jr

Mr. Jerry Kennedy

Ms. Elizabeth Kennedy

Mr. George Kennedy

Mr. Justin Klee

Mr. and Mrs. Chris Kopec
Kovler Family Foundation
Chris Kozlowski

Mr. David Kuhrau

Ms. Malini Kumar

Mrs. Manjari Kumar

Mr. Scotty W. Kummer
Stuart and Linda Kupfer
Francis Lackner

Mr. Dale J. LaGesse

Mr. and Mrs. Jerome Laughlin
Mr. Gary Leff

Ms. Marcia M. Lehmann
Andy Levy

Mr. Ethan A. Lewis

Ms. Marla S. Lewis
Lifeway Mobility Chicago
Mrs. Melissa Little

Mr. Lou Longo

Ms. Bonnie Lucas-Slavicek

M. Ward Manufacturing Co. Inc.

Mr. Amos Madanes

Ms. Joan Madeja

Mr. and Mrs. Dale Magda
Ms. Kathryn Maly
Mandel Metals Inc.

Mrs. Marion Maniotes
Mr. Gregory Marshall

Mr. Thomas Mazzetta

Mazzolin Family Foundation
Mr. John McArdle

Mr. and Mrs. Christopher L. McCormick

Mr & Mrs. Gary McDaniel
McDermott, Will & Emery

Ms. Anne M. McDonagh

Lori and Shawn McDonald

Mr. Stuart McNair

Metzner Family Foundation
Ms. Laura Michel

Ms. Megan Milano

Mr. and Mr. James Miller

Mr. Jamie Mills

Mr. and Mrs. Richard A. Mitchell
Mr. Chris Moore

Mr. Joseph Moore

Mr. and Mrs. Gary Mori

Mr. and Mrs. David Moscow
Moskal & Associates

Mr. Frank Mungo Jr.

Dr. and Mrs. John E Murphy, Jr.
Ms. Jennifer Niemiec

Mr. Daniel O'Connell

Old National Bank

Mr. and Mrs. James J. O’Sullivan
Steve N. Pangere

Ms. Joan A. Parker

Mr. Michael Payne

Mr. Steven C. Pelke

Mr. Matt Perkins
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FRIENDS

$1,000 - $4,999

Ms. Sharon Perlman

Ms. Sandra Peters

Mr. and Mrs. Edward A. Petrick

Dr. Erik Pioro, Faculty, Dept. of Neurology
(Neuromuscular)

Ms. Diana Pisone

Ms. Trisha Plescia

PNC Foundation

Mr. Brian Poronsky

Mr. Marc P. Price

Prism Health Care Services, Inc

Mr. and Mrs. Frank S. Ptak

R.T. Milord Company

Mrs. Erin Reardon Cohn

Revalesio

Mr. Thomas C. Reynolds

Ms. Kimberly Ringhausen

Sue Riordan

Ms. Angela Rivera

Robin Starnes

James M. and Louise C. Roche Foundation

Ms. Mary Roemer

Mr. Steve Roemer

Rose Paving Co.

Mr. and Mrs. Joseph Roselius

Mr. and Mrs. Rosenbloom

Mr. Kevin Ryan

Ms. Lorraine Ryg

Joe Saftig

Sanchez, Daniels & Hoffman LLP
Mr. Paul Santacaterina

Ms. Cindy Schirmang

Eric Schoonover

Mrs. Judy Schraiber

Mr. James G Schreiber

Mr. and Mrs. David B. Schulman

Mr. and Mrs. Philip S. Schwarz

Mr. and Mrs. John Seder

Ms. Jennifer Senkowski

Mark Sills

Calum Slowther

Mr. Michael Smid

Ms. Jenna Smietanski

Mr. Sarvesh Soi

Mr. and Mrs. Michael B. Solow
Southern Wine & Spirits Charitable Foundation
Mr. Kevin Spahn

Mr. and Mrs. Richard R. Stasiek

Mr. and Mrs. Tim Stawicki

Stewart’s Coffee

Mr. Michael Suggs

Mr. Thomas Sullivan

Susquehanna International Group LLP
Ms. Kara Sylvester

Ms. Judy Szatkowski

Team Eagle Packaging Systems, Inc
Mr. Barry Thrune

Mr. Andrew Tichawa

Mrs. Karen Toole

Mr. Paul Trainor

Tri-County Crisis Pregnancy
DBA Informed Choices

Turano Foundation

Mr. Carlos Urrea

Vermeer-lllinois, Inc.

Mr. and Mrs. Dennis J Vesci

Visa USA Inc.

Vivo Foundation

VMLY&R Foundation

Mr. Robert Voitik

Mr. and Mrs. Jonathan Walner

Mr. Jim E. Ward Sr.

Walt Disney Company Foundation

Mr. and Mrs. Max Wasserman

Mr. Scott Weiser

Whole Foods Community Giving

Rachel B. Williams FDN

Mr. Christopher Woelffer

Zurich Foundation

Monthly donations offer a flexible and
impactful way to support our mission.
We understand that donors have diverse
preferences, and monthly giving allows
you to choose a giving frequency that
suits you best. Whether you opt for
monthly, annual, or another interval, your
support is invaluable. Monthly donations
provide a steady and predictable cash
flow, allowing us to plan effectively

and be there for the ALS community
when they need us most. Thank you for
considering the giving option that aligns

with your preferences and for being a vital
part of our mission’s success.

“The Les Turner ALS Foundation was
our family’s lifeline during my husband'’s
flve-year journey with ALS,” says Mary
Roemer. “Because Dave often asked for
ALS research updates, | enrolled in the
Foundation's monthly giving program

to honor his memory and help ensure
the research and compassionate care
continue for people living with ALS.”

To learn more, visit lesturnerals.org/
sustainers.
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Financial Insights

Revenue

$600,000 M Les Turner ALS Center at

Northwestern University
Feinberg School of Medicine
(Research)

849,641 W Support Services

625,445 Core Mission Support

310,000 M Lois Insolia ALS Clinic
at the Les Turner ALS Center
at Northwestern Medicine

401,038 M Education

$2,786,124  Total Expenses

$1,762,725 M Individuals, Corporations,
Foundations
715,542 W Fundraising Events (Net)
153,121 M Grants and Contracts
28,645 M Investments

$2,660,033 Total Revenue

Independent Auditors
Wipfli

’ ACCREDITED
AN CHARITY
[=1=1=M bbb.org

Four Star Charity
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Our Team

Board of Directors

Executive Committee

Erin Reardon Cohn, Chair

Thomas F. Boleky, Vice Chair

John M. Coleman Ill, MD, Vice Chair
Robin Fern, Vice Chair

Jodi M. Harris, Vice Chair

Ken Hoffman, Treasurer

Joel A. Schechter, Vice Chair
Harvey Gaffen, Chair Emeritus

Rich Ashlin

Tina Cascio
Deborah Crockett
Aalok Davé

Sean Fallon

Bonny J. Gaffen
Frank Granata
Janene Jonas
Joshua P. Newsome
Diana Pisone

Mary Louise Pisone
Sarvesh Soi

Staff

Laura Freveletti
Chief Executive Officer

Mark Heiden, MS
Chief Communications Officer

Constance Paesel, MBA
Chief Operations Officer
Director of Finance and Human Resources

Steve Schapiro, MS
Chief Philanthropy Officer

Lauren Webb, LCSW
Chief Advocacy and Outreach Officer

Ange Bolton
Operations and Database Coordinator

Lauren Ferguson
Donor Relations Specialist

Cara Gallagher, MA, LCPC
Manager of Support Services

Riley Kelly
Special Events Associate

Kim Kempf
Senior Events Manager

Alden Kennedy
Communications and Marketing Manager

Sarah M. Reiter
Human Resources & Officer Coordinator

Michelle Shaker, LCSW
ALS Support Services Coordinator

Ashley Rosenbrock
Communications and Marketing Associate

Karen Raley Steffens, RN, CHPN, CCM
ALS Support Services Coordinator

Easton Stevenson, LCSW
ALS Support Services Coordinator

Rochelle Walwer, LCSW
ALS Support Services Coordinator

Anne Lidsky, PhD
Support Group Facilitator

Special thanks to Andrea Pauls Backman,
Emily Cerbone, Christina Esparza-Cassidy,
Karen Gianni, Madeline Hardy, Deb
Marron, and Julie Stowell for their

staff contributions in 2022.
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Moments of Extre

Despite her ALS diagnosis, Eloise Nilges
was committed to living to the fullest.
Her daughter Terri helped arrange for her
to receive treatment at the Lois Insolia
ALS Clinic at the Les Turner ALS Center
at Northwestern Medicine, and then the
family set out to make the most of every
moment together.

“My mom was known as ‘Grandma
Weezie' to her two grandkids,” says Terri.
“She loved being a grandma and was
always up for an adventure! We took her
and our two kids to Disney World. My
mom had always wanted to go with her
grandkids and at the time she was still
able to go on the rides with them.”

Shortly after that trip, Eloise underwent

a procedure for a feeding tube. Feeling
more energetic due to better hydration
and nutrition, Eloise set off with Terri and
her husband for a European getaway that
included Paris, Rome, and Florence.

When they returned, the family reached
out for assistance in obtaining mobility
equipment and a communication device.
Julie Stowell, RN, one of the Foundation'’s
ALS support services coordinators,
provided much-needed knowledge

and support.

“As my mom's disease really started
progressing, we would have been
lost without Julie,” says Terri. “Julie
was always able to communicate the
next steps with my mom in the most
compassionate and understanding
ways. Even when the conversations
were beyond difficult, she always had
a caring and calming presence.”

Since Eloise passed away, her family
has continued to receive guidance
and grief support.

“The Foundation was there for us at
every turn,” says Terri. “l will be forever
grateful to the Les Turner team!”
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Annual Events
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Thank you for being a vital part of our journey.

Your support has fueled our momentum, turning
moments of hope into progress. As we move forward,
we invite you to stay involved in our events, share in our
mission, and consider continuing your generous support.
Together, we can create more moments of impact and
bring us closer to a future without ALS.

5550 W. Touhy Ave.,
LES Suite 302

TURNER Skokie, IL 60077-3254
ALS 847.679.3311
FOUNDATION lesturnerals.org


https://www.lesturnerals.org
https://lesturnerals.org/
https://lesturnerals.org/events/hope-through-caring-award-gala/
https://lesturnerals.org/research-patient-center/als-symposium/
https://e.givesmart.com/events/xLq/
https://alswalkforlife.org
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