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Caring
Cure

Empowerment
Quality of Life

I would not have survived the diagnosis 
without the Les Turner ALS Foundation’s 
support services team. It was overwhelming 
from the start, and any question I had, they 
had an answer. The last thing you want to do 
after the emotional stress of handling the 
diagnosis is to think logistics. A huge weight 
has been lifted and to be able to breathe 
after the diagnosis, it’s a true gift. 

– FROM 2023 EXPERIENCE OF CARE SURVEY

“

”
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Since 1977, our mission has been to provide the most comprehensive 
care and support to people living with ALS and their families so they can 
confidently navigate the disease, and advance scientific research for the 
prevention, treatment and cure of ALS. 

Our donors make that work possible. Their compassion and dedication 
inspire us every day, and we can’t thank them enough.

2023

Committed to 

4,231 care coordination meetings provided 
Up 6% from the year before

14 clinical trials and studies offered 
4 expanded access programs

60 support group participants per month 
Including new ‘Newly Diagnosed’ support group

121 needs-based grants delivered 
Including technology, home renovation, 
transportation, and caregiver support

Caring
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Committed to a Cure

2023 ALS Research Grants

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

Characterizing the Metabolite  
Changes in Lysosomal and 
Mitochondrial Compartments  
in ALS 
Navdeep Chandel, PhD 
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 2023, we funded over $1 million in ALS research grants and clinic 
and endowment support at the Les Turner ALS Center at Northwestern 
Medicine, led by Dr. Robert G. Kalb. These grants are intended to 
support investigators who are new to the ALS community, bringing 
fresh ideas and insights into the field.



52023  ANNUAL REPORT

One of the greatest challenges in 
combatting ALS is that the causes of 
the disease remain little understood. 
One of the first answers came in 1993 
when the first genetic mutation linked  
to cause ALS, SOD-1, was co-
discovered at the Les Turner ALS 
Center. That led to the first-ever 
treatment for a genetic form of ALS, 
Qalsody, which was approved by the 
FDA in 2023. That drug was studied 
and tested at our Lois Insolia ALS 
Clinic, which is led by Dr. Senda 
Ajroud-Driss.

NEK1 is known to be a significant 
genetic cause of ALS. However, 
until now, it hasn’t been known how 
mutations in the gene disrupt the 
function of motor neurons and cause 
them to degenerate and die. In 2023, 
scientists led by Dr. Evangelos Kiskinis 
at the Les Turner ALS Center discovered 
how mutations in NEK1 lead to ALS – 
and pointed the way forward to new 
therapeutic targets for the disease.

Clinical Trials  
Lead to Treatment  
Breakthrough

Revealing the  
Mechanisms of  
the Disease
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Committed to

In 2023, the American College 
of Chest Physicians released a 
new clinical practice guideline on 
respiratory management of patients 
with neuromuscular weakness. We 
represented the ALS community in 
the development of these evidence-
based recommendations, which include 
mouthpiece ventilation, transition to 
home mechanical ventilation, salivary 
secretion management, and airway 
clearance therapies. Dr. Lisa F. Wolfe, 
pulmonologist at the Lois Insolia ALS 
Clinic, was one of the authors.

Through leadership within organized 
medicine, we hope to help standardize 
and improve the respiratory care 
provided to people living with 
neuromuscular diseases, including  
ALS, across the United States.

When the Centers for Medicare and 
Medicaid Services (CMS) opened 
a comment period on Medicare 
coverage of power seat elevation 
systems in power wheelchairs, we 
organized support and lobbied in favor 
of coverage. We know that power seat 
elevating devices are important to the 
people we serve because they facilitate 
safer transfers from wheelchairs, 
improve reach and independence, and 
aid in communication by making it 
possible to talk at eye level, especially  
in crowds and noisy environments.

In 2023, CMS announced that Medicare 
will formally cover wheelchair seat 
elevating systems for many types 
of power wheelchairs. We applaud 
the decision and are proud to have 
advocated for it.  

Quality of Life
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In 2023, we hosted eleven ALS Learning 
Series webinars with 4,473 views, 
gathering experts on nutrition, exercise, 
tracheostomy, and other essential 
topics to inform and interact with  
our community. 

We also hosted the 13th annual Les 
Turner Symposium on ALS, uniting 
speakers from research and industry 
with people living with ALS to discuss 
the latest developments in treatment 
and care.

Our online resources continue to set 
the standard in ALS education. We 
launched the groundbreaking My ALS 
Decision Tool™ on Genetic Testing 
for People Living with ALS and began 
translating our complete set of ALS 
guides into Spanish in order to reach 
more people in need.

Our website and online ALS resources 
have seen a 314% increase in 
pageviews since 2019 – providing 
answers and encouragement to 
people from more than 175 countries 
worldwide.

Committed to Empowerment
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Heroes ($100,000 and above)
Barbara & Marvin Feig
Foglia Family Foundation
Gilbert and Jacqueline R. Fern 
  Foundation
Mary & Robert Ives

Champions ($50,000 - $99,999)
James Insolia Family Foundation
Trust of Anna Marie Linguidi
Joan & Paul Rubschlager
Walter Boughton Foundation, Inc.

Patrons ($25,000 - $49,999)
AbbVie Inc.
Amylyx Pharmaceuticals
Cole-Crone Family Foundation, Inc.
Virginia L. Eck
Haarlow Family Charitable  
  Foundation
Herbert C. Wenske Foundation
Richard A. Perritt Charitable 
Foundation
Simon Family Foundation
Victoria & Brian Turner
Willow Springs Charitable Trust

Advocates ($10,000 - $24,999)
Abe and Ida Cooper Foundation
American Airlines
Arlene Leff Foundation
Michelle & Paul Astolfi
Bartlett & Co Wealth  
  Management LLC
Biogen US Corporation
Brainstorm Cell Therapeutics Ltd.
Cathy & Chris Cassin
Charles and M.R.  Shapiro  
  Foundation Inc.

Cytokinetics, Inc.
The Dancing Skies Foundation
Laverne Dillon
Patrick Dillon
Robin D. Fern
Fifth Generation Inc. - Love, Tito’s
First Bank Chicago Foundation
Steve Greer
Dorothy Hardy
Joyce & Richard M. Hirsch
Illinois Tool Works Foundation
Integrated Respiratory Solutions
Joseph B. Heller Trust
Carla & Brian Lampsa
Lew Blond Memorial 5K Run/ Walk
Lincoln International LLC
Mayer, Brown, Rowe & Maw LLP
Sheila M. McCullough
Neal, Gerber & Eisenberg, LLP
Newsome Family Fund
Northwestern University Feinberg 
School of Medicine
Paul & Pearl Caslow Foundation
Paul F. Milano Trust
Skadden, Arps, Slate, Meagher  
   & Flom LLP
St. Pat’s 24 Hour Race
Nancy R. Stamm
Stantec Consulting Services Inc.
William and Wilma Dooley  
   Foundation

Supporters ($5,000 - $9,999)
Marcy and Billy Abt
Adreani Foundation
Arthur J. Gallagher Foundation
Curt Bailey
Michelle Bardas
Peter Barrett

Board of  
Directors

2023
Donors

Erin Reardon Cohn, 
Board Chair

Thomas F. Boleky, 
Vice Chair

John M. Coleman, III, 
MD, Vice Chair

Deborah Crockett, 
Treasurer

Robin Fern, Vice Chair

Harvey Gaffen,  
Chair Emeritus

Jodi M. Harris,  
Vice Chair

Kenneth A. Hoffman, 
Chair Emeritus

Janene Jonas, 
Secretary

Joel A. Schechter, 
Vice Chair

Tina Cascio
Aalok Davé
Sean Fallon
Bonny J. Gaffen
Frank Granata
Joshua P. Newsome
Diana Pisone
Mary Lou Pisone
Joe Roselius
Sarvesh Soi
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The Bill Bass Foundation
Alissa L. &  Thomas F. Boleky
Carol & Tim Cawley
Sandra & Joseph Centers
Chicago Wolves
ComEd - an Exelon Company
Brian M. Dacy
Anne M. Davis
Jane and Robert H. Dearborn
Dellora A. and Lester J. Norris  
   Foundation
FCL Builders
Cindy Fluxgold & Terry Peigh
Jennifer and P. Jay Fortner
Margo & David M. Fowler
Bonny & Harvey Gaffen
Richard J. Gay
Gurtz Family Foundation
Alison Hall
Jodi M. Harris
Mike Harris
The Harry T. Mangurian, Jr.  
   Foundation, Inc.
Melissa & Kenneth Hoffman
Ionis Pharmaceuticals, Inc.
John W. Anderson Foundation
Connie and Mike Joines
Joseph & Gail Gassner and Eric  
   & Jennifer Fried Family Fund
Julie Kane
The Kari and Dick Clark 
Foundation
Barbara & Kenneth Kaufman
Nadav Klugman
Ron Koch
Latham & Watkins LLP
Lightways Hospice
Sydney & Kevin McGivern
Neuvivo
Kristin & J. Paul Newsome
Benagh & Joshua P. Newsome
Shelley Ostric
Piper Sandler
Wayne Prindiville

Richard Rafanelli
Erin Reardon Cohn & Jon Cohn
Taxman Family Foundation
TCC Group
Marjorie & John Thompson
The Turano Foundation
Anita & Thomas Veldman
Deb & Bob Von Schaumburg
Kathleen & John Whelan
Janet L. Winter

Friends ($1,000 - $4,999)
Michael S. Abt
Ricky Abt
Abt Electronics
Thabraize Ahmed
Akava Therapeutics
William Akins
Leesa & Robert B. Akins
Rod Apfelbeck
Charlotte Apfelbeck
Sally Apostolopoulos
Ariel Investments, LLC
Molly Arnoldt
Monica Reardon & Michael Atkins
Andrea Pauls Backman &  
  Michael Siegel
Pamela Goodman Bahmandeji &  
  Hooman Bahmandeji
Jennifer and Thomas Baker
Jeff Bane
Barack Ferrazzano Kirschbaum  
  & Nagleberg LLP
Diane & Michael J. Baron
Robert Barr
Catherine & Brian D. Basler
Anne Baughman
Baxter Hillrom
Bronswick Benjamin
Steve Berliant
Suzanne Bessette-Smith
Boyle Family Foundation
Rebecca Braida
Miegan M. Bresingham

Rhona Bresler
Bright Start Learning Center
Mary Katherine & Edwin Brooks
Delores & Joseph Bryja
Heide Buckman
Meryl & Ellis Buffenstein
James Buik
David Bulanda
Bundy Baking Solutions
Barbara and Mike Cabay
Edward Campbell
CarMax
Zollie Carradine
Carrigan Family Foundation
Caitlin Caspersen
Barbara &  Bryan Casperson
The Cooper Foundation
CDW Corporation
Chicago Bears Football Club
Stephen D. Christian
Michael Chu
Club 400
Michael Coker
John Coleman & James Flamm
John & Joy Coleman
Laura & Joseph Collins
Kevin Connelly
Cheryl & Jim Cosgrove
Christine & Anthony Costello
Lynn & Matthew Creen
Deborah Crockett
Cubs Charities
Lora Davies
Eva Davis
Sean P. Deasy
Bradley Deetjen
Phil Di Venere
Debra Dillon
Mary Dillon Grant
Chris Dodge
Mike Doyle
Antoinette J. Drury
Kent Duffy
Sharon Edmonds
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Jennifer Tescher & Jonathan Eig
Aaron Eisenberg
Kim & Eric Ephraim
Ryan Esche
Extra Value Liquors - Churillo &  
  Westerman, INC
Clare Faherty
Suzanne Falk
Sean Fallon
Sara Farr & Franklin Brehmer
Karen & Donald Felch
Laurence Feld
Helene & Michael Fishman
Michelle Fitzgerald
John J. Fogarty
Ruth Fortney
Timothy Foster
James & Lin Francois
Susan & Arthur French
Laura & Joseph Freveletti
Robert Gardula
George Gesbocker
Jay Gibble
Adrienne Glazov
Paige Goepfert
Ethel & William Gofen
Charles S. Gofen
Marci & Larry Goldberg
Scott & Taryn Goldstein
Mikki & Larry Goodman
William Graham
Aleen & Brent Greenberg
Kimberly Griffith
The Gurke Family Charitable Fund
Evangeline R. Haarlow
Laurel & William N. Haarlow
Lisa & Robert Hamer
Estate of Charles Harris
David Harrison
Adam Hawks
Richard Heller
Diana & Lonnie Henegar
Mike Heslop
Lori & Robert A Hill

Sharon R. Hill
HLM Captial LLC.
Jeff Hoeksema
Renee Hoff
Barbara & Donald Hoffman
Kahlil Hogan
Rhonda Holcomb
Jack Holder
Gina & Patrick Horne
James Hougo
Denise & Jeffrey J. Huff
Brady Hurt
Linda & Carl Hussey
J & G Construction, Inc
Christian Jackson
Faye and Joshua J. Jacobs
Steven Jankelow
Daniel A. Jaszka
John McCabe & Associates, Ltd.
Janene & Joseph Jonas
Caren Kaplan
Lori & Gary Kash
Keating Family Foundation
Martin J. Keidan
Susan & Ziad Keldani
Laura Kelly
Edward Kelly
Andrew Kelly
Elizabeth Kennedy
Erika Kennedy
Jerry Kennedy
George Kennedy
Wayne Kimball
Larajoy & Robert Kimura
Kristen Kingsland
Tyler Klaver
Ellen & Steven Kollmann
Konica Minolta Business 
Solutions
Betsy & Christopher Kopec
Kovler Family Foundation
Jerry Kroshus
Malini Kumar
Manjari Kumar

Scotty W. Kummer
Kuper Technology, LLC
Linda & Stuart Kupfer
Mark Kurkowski
Dale J. LaGesse
Cristy & Brian Lane
Caryl & Burt Lasko
Cristina & Bennett Lasko
Anne & Jerome Laughlin
Brien Leahy
Laura Leff
Marcia M. Lehmann
Lemolade LLC
Adrienne Lenoir
Amy Lewis
Ashley & Daniel Libit
Life Tech
LinkedIn Corporation
Litco International Inc.
Lou Longo
Bonnie Lucas-Slavicek
Bethany Lusch
M & E Global Group Inc.
Joan Madeja
Magic Charitable Foundation
Mandel Metals Inc.
Michael Margelewski-Hall
Josh Markowitz
Steve Masters
Maxim Healthcare Services
Doug McClellan
Stuart McConaghy
Margaret & Michael McCotter
Paula & Gary McDaniel
Anne M. McDonagh
Greta & Allan McDonald
Lori & Shawn McDonald
Phaedra McLaughlin
Mercer Advisors
Metzner Family Foundation
Suzanne Meyering
Laura Michel
Millennium Trust Company, LLC
Jamie Mills
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Heather Mistele
Shigeru Mori
Moskal & Associates
Kathy & John Searle
Vivian Myers
Frederick W. Nagle
National Seating & Mobility, Inc.
Kristin & James Nelson
James Obbish
Daniel O’Connell
Old National Bank
Sharon & James J. O’Sullivan
Tim O’Toole
Derya B. Ozyurt
Steve N. Pangere
Vasilios K. Pantazis
Joe Passannante
Tyler Pate
Lynn & Michael Patton
Michael Payne
Elizabeth Pearson
Steven C. Pelke
Megan Pennington
Marilyn Perlman
Ruth Perlman
Steven Perlman
Ernest J. Peterek
Anju Peters
Sandra M. Peters
Patricia & Edward A. Petrick
Dan Pfahl
Erik Pioro
Diana Pisone
Eric Pogue
Helene & Herbert Potish
Scott Pretzlav
Marc P. Price
Prism Health Care Services, Inc.
David Proctor
Karen & Frank Ptak
R.T. Milord Company
Karen Radest
Kanchan Rai
Louis Rascia

Stacy Raven
Jill & Thomas Reardon
ResMed Corp.
Lori & Thomas C. Reynolds
Susan Riordan & Terrence J.  
  Riordan
Mary B. Roemer
Trish & Joseph Roselius
Marcy & Arnold W. Roth
Kevin Ryan
Carla Ryan
Lorraine Ryg
Joe Saftig
Stephanie & Scott Sagerman
Paul Santacaterina
Daliah Saper
Bambi Jacoby & Joel Schechter
Judith & Richard Scheck
Elizabeth & Richard Sciortino
Meg & Gregg Searle
Jennifer Senkowski
Leslie & Steven A. Shapiro
Mark Sills
Herbert & Arlene Singer
Jenna Smietanski
The Dennis J. Smith Legacy  
  Foundation Inc.
Sarvesh Soi
Ashley Sosa-MacDonald
Spahn Financial Inc.
St. Anne Church
Jane St. Pierre 
Robin Starnes
Nancy A. & Richard Stasiek
Julia Stelljes
Laura Stempien
Caroline F. Stewart
Jane & Michael Strauss
Sharon Stuckly & Mark Vilimek
Michael Suggs
Thomas Sullivan
Bhavna Swaroop
Kara Sylvester
Kathy & Frank Szatkowski

Temperature Equipment  
  Corporation
Shelisa Thomas
Keith Thompson
Barry Thrune
Rick Trossman
Susan Urban
Colin Uveges
Paul Vaglica
Carole & Michael Van de 
  Kerckhove
Gary Venuto
Vermeer-Illinois, Inc.
Barbara & Dennis Vesci
Gertrude Visser
Stephanie Wagner
Julie & Jonathan Walner
Julie & Jon Walner
Jim E. Ward
Carol & Myron Warshauer
Brenda & Max Wasserman
Gordon Weis
Helena & Scott Weiser
Dorthea H. White
Abbey Williams
Rachel B. Williams
Stuart Williams
Kevin J. Wilson
Christopher Woelffer
Tom Wollenberg
Joseph Wong
Rosa Worwa
Victor Yin

Thanks to all of our donors who 
wish to remain anonymous.
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Revenue
	 $1,781,787	 $ Individuals, 
		  Corporations, 
		  Foundations 
	 755,756	 $ Fundraising Events (Net) 
	 42,500	 $ Grants and Contracts 
	 102,365	 $ Investments 
	 $2,682,408	 Total Revenue
 

Expenses
	 $820,000	 $ Les Turner ALS Center  
		  at Northwestern  
		  University Feinberg  
		  School of Medicine  
		  (Research) 
	 861,953	 $ Support Services 
	 718,217	 $ Core Mission Support 
	 375,000	 $ Lois Insolia ALS Clinic  
		  at the Les Turner ALS  
		  Center at Northwestern  
		  Medicine 
	 580,770	 $ Education
	 $3,355,940	 Total Expenses 
 

2023 
Financials

Summary
Total Revenue: $2,682,408
Program Expenses: $2,637,723
Management Expenses: $269,128
Fundraising Expenses: $449,089
Total Expenses: $3,355,940
Ending Net Assets 12/31/2023: $3,286,760

Independent Auditors
Wipfli

66%

24%

17%
22%

11%

26%

28%

4%
2%
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Thank you  

for sharing our 
commitment  
to a world  
free of ALS.

5550 W. Touhy Ave., 
Suite 302
Skokie, IL 60077-3254
847.679.3311
lesturnerals.org


