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2024 marks 40 years
since the Philadelphia
Phillies began their
efforts to Strike Out ALS!

Over the past four decades, the Phillies have
raised over $22 million for ALS care and
research.

Thanks to everyone at the Phillies organization
for all that they do for the ALS cause. We will be
celebrating Lou Gehrig Day on Sunday, June 2,
at Citizens Bank Park.

Mark vyour calendar for the 2024 Annual
Celebration on Friday, November 15, at
Loews Philadelphia Hotel as we celebrate the
Philadelphia Phillies’ 40-year commitment to
the ALS cause.

The 2023 Lou Gehrig Day with the Phillies was a huge success. ===

The Phillies have led the fight to Strike Out ALS since 1984.

Sparks of Hope

The stories from the ALS community inspire the
mission of ALS United Mid-Atlantic. Each month,
we highlight a new Spark of Hope story at www.
alsmidatlantic.org to highlight people with ALS
who demonstrate how they are living their best
life possible.

In recent months, ALS United Mid-Atlantic
has shared stories about people with ALS like
Rita Snyder and her kayak adventures, Eric
Brunner’s achievements in art, Jessica Cassium
soaring through the air on a zipline, and Tim
Baird creating a community through gaming.

To share your own Spark of Hope story, or to
recommend someone who encourages you,
email alsunited@alsmidatlantic.org
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Rita Snyder continues to enjoy Jessica Cassium inspired
the outdoors even after her
ALS diagnosis.

us all with her ziplining
adventures.



BOARD MEMBERS ALS
DAN QUINN, CHAIR Introducing... Un |ted
AL SLIPAKOFF, VICE-CHAIR Mid-Atlantic

DALE MILLER, SECRETARY
We’re the Same Organization,

Same Mission Priorities / Same Board of Directors / Same Staff

With a New Name

That better describes the region we serve in PA, NJ, and DE.

JAMES PASSARO, TREASURER

LAURENCE J. DELANEY

REGINA EARNEST

CRYSTAL GOODWYN In a New Office
PATRICIA M. LAKE-QUINN 1015 Virginia Drive, Suite 110, Ft. Washington, PA 19034
TOMMCGIVNEY Doing the Same Great Work
BENJAMIN S. OHRENSTEIN, ESQ* Direct Care Programs / Funding Research / Federal & State Advocacy
ELLYN C. PHILLIPS® And Reinventing Ourselves
DAVID M. RICCI To Become Even Better
Expanded Collaborations / New Opportunities to Support Research
SANDRA SAGE
HONORARY BOARD MEMBER:
SUSANNA FOO
* BOARD CHAIR EMERITUS MISSION STATEMENT

To unite and empower the ALS community
through a collaborative approach to
fostering bold research initiatives, advancing
national and state advocacy, and providing
comprehensive care and support to
individuals and families affected by ALS.

Reach out to me or your care team to connect
and learn more about how these changes
benefit our ALS families.

Executive Director Jeff Cline

joined Dr. Mary Sedarous at the From Jeff Cline, Executive Director
2023 ALS United Mid-Atlantic

Annual Celebration in November.




o In the second half of 2023, we officially
A Unlted ApproaCh to became ALS United Mid-Atlantic. This

ALS ResearCh separationallowsustoretainourindependence
by Dan Quinn, Board Chair and preserves our nationally recognized care
programs. When we announced this change,
many of our supporters asked what this meant for
the future of ALS research.

As Board Chair for ALS United Mid-Atlantic, | want to promise you that not only will we continue to
fund advances in ALS care, but we plan to take bold and collaborative
steps to lead on ALS research in every way possible. Our board, our
ALS Treatment centers, and our staff are deeply committed to doing
all we can to discover new treatments for ALS, improve quality of life,
and finally put an end to ALS for good.

We have seen significant progress in research in the past few years.
The FDArecently approved new treatments for ALS, including Qalsody,
the first gene-based therapy for ALS. This means that people with ALS
now have a greater variety of FDA approved treatments available to
them, including Radicava, which was approved in 2017, and Riluzole.

. . . . : )
We are now partnering with groups like ALS TDI (Therapy Development  pan Quinn, Patti Lake-Quinn, and their

Institute) on research projects and expanding our advocacy through family enjoyed the 2023 Lou Gehrig Day
teamwork with | AM ALS. Our board meets regularly to fund exciting With the Philadelphia Phillies.
research projects here at our amazing local ALS Treatment Centers

and through our growing ALS United network of scientists.

For over 40 years, ALS United Mid-Atlantic has expanded the possibilities for ALS care and research. YOU
make this possible by donating, advocating, and volunteering. Our mission is to UNITE AND EMPOWER
the ALS community. Let’s show ALS just how powerful we can be when we unite to end ALS together.
Join us at www.alsmidatlantic.org and follow on social media @alsmidatlantic.

Perspective on ALS Research
By Stacy Farber

Three years ago | heard three letters that forever altered the trajectory
of my life: ALS. It was something | studied in medical school, but | never
imagined it would apply to me. | learned about researching drug trials,
rare diseases and so much more that | never thought would enter my
world.

Boy, was | wrong.

Stacy Lewin Farber and her family  After taking a moment to absorb the shock of my diagnosis, | dove into
g’ho,lkdpfi, ’”Sto‘” ALS Walflf ”; learning everything about ALS — accessibility, treatments, ventilators,
/aaelpnia. acy Is a nationa . . .. .. . . .
leader on ALS research. FRS (Functional Rating .Scale), C.|InIC visits, social security 'beneflts,

insurance coverage, voice banking, support groups, ongoing trials

and research.
To read more about Stacy’s

story, visit our website at The list was overwhelming, but breaking down each category helped

me navigate forward. Since there is no cure and very few available
approved drugs to treat ALS, | chose to research and become my Q

alsmidatlantic.org

own ambassador for learning about ongoing clinical drug trials.
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Learn More About

The ALS United Walk is a day-long celebration to celebrate those with
ALS and honor those who have passed away. Throughout the Walk,
connect with other members of the ALS community to hear about
their journey, share your story, and show that no one faces ALS alone.
Together, our community unites to march in the fight against ALS.

ALS United Mid-Atlantic supports over 1,200 people with ALS a year.
Donations from the ALS United Walk enable our organization to provide
essential care services. Your participation in the Seaside ALS United
Walk can help make a difference for local families impacted by ALS.

ALS United Mid-Atlantic will host seven ALS United Walks throughout
Delaware, New Jersey, and Pennsylvania.

Saturday, April 27
SCRANTON PNC Field in Moosic

Saturday, May 4
SEASIDE Seaside Heights Boardwalk

Saturday, June 8
HERSHEY Hershey Middle School

Saturday, September 7
REHOBOTH BEACH Rehoboth Boardwalk

Saturday, September 14
OCEAN CITY Sports & Civic Center

Saturday, September 28
LEHIGH VALLEY Cedar Crest College

Fall of 2024 (Date TBA) The ALS United Walk empowers everyone
PHILADELPHIA Citizens Bank Park impacted by ALS as they come together
to support quality ALS care and progress

o o . in research.
To learn more, visit www.alsunitedwalk.org




Annual Celebration Honors
ALS United Mid-Atlantic’s Mission Fiame of Hope for ALS Care to

Valarie Schwarz.

The 2023 Annual Celebration was held on Friday, November
10, 2023, at Loews Philadelphia Hotel to highlight the new
direction of ALS United Mid-Atlantic built upon over 40
years of progress in ALS care and research. Philadelphia
Phillies Ambassador Scott Palmer emceed the event, which
included a moving speech by ESPN Analyst Tim Kurkjian, a
presentation by the Philadelphia Phillies, and a rousing finale
by Marc Schefsky, who is living with ALS, and his wife Lori.

The event also featured the annual Flame of Hope Awards,
which this year recognized Valarie Schwarz for ALS Care
Services, Lisa and Randy Walker for ALS Advocacy, and Dr.
Mary Sedarous and Hackensack Meridian Health Jersey
Shore University Medical Center for ALS Research and
Innovation. Lisa Walker was also joined by Dr. Zachary
Simmons to surprise and thank Susan Walsh, RN, for her
decades of dedication as a nurse at The ALS Certified
Treatment Center of Excellence at Penn State Health Milton
S. Hershey Medical Center.

Videos from the Annual Celebration are now available
on the ALS United Mid-Atlantic YouTube page, including
the videos spotlighting the Flame of Hope honorees, at
youtube.com/@ALSMidAtlantic.

The Phillie Phanatic celebrates with Dr.
' Zachary Simmons and nurse Sue Walsh.

Marc Schefsky and his family
sharedtheir story with Pennsylvania
State Representative Kyle Mullins. |~

Dr. Mary Sedarous and her team received the
Flame of Hope for ALS Research and Innovation

Kelly Slipakoff presents the

Thank you to our sponsors for making this
Annual Celebration possible. ALS United
Mid-Atlantic is proud to be the principal
charity of the Philadelphia Phillies since 1984.

Presenting Hero Sponsors
Billy Lake Research Fund
Philadelphia Phillies

Visionary Sponsors
Conservest Capital Advisors, Inc.
The Farber Family Foundation
Parx Casino
John and Loretta Russo
Mission Advancement Sponsors
BDO
Citizens

Help & Hope Sponsors
BAYADA Home Health Care
Blank Rome
Cozen O’Connor
Griswold Home Care

Hackensack Meridian Neuroscience Institute
at Jersey Shore University Medical Center

Julius and Ray Charlestein Foundation
Christine Kanter
Susan and Leonard Lodish
Mattioni Plumbing, Heating & Cooling, Inc.
John Moran
Ellyn C. Phillips
Kelly and Al Slipakoff
Univest Financial

Advocate Sponsors
Amylyx Pharmaceuticals
Karen Bishop Maxwell & Family
Bryn Mawr Capital Management
CBIZ
Let Hope Grow
Robin and David Ricci
Regina Schwille
Total Mobility Service
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The. Widener Ur;ivérsityl Men’s Bas-eclvll eam h VOI u ntee rs Are at

earned the honors of being our 2023 Volunteers

of the Year. Each year, these young men and their t h H t f O
coaches volunteer at our for the Walk at Citizens e ea r o u r
Bank Park, setting up the stages and making sure ° °

that the day runs smoothly. A L S M I s s I o n

Congratulations to our ALS United Mid-Atlantic 2023 Volunteers of the Year...
The Widener University Men’s Baseball Team! Each year, these young men and
their coaches volunteer at our Walk at Citizens Bank Park, setting up the stages
and making sure that the day runs smoothly.

Supporting ALS families is a true team effort. That includes our dedicated
volunteers who give their time and compassion to the ALS cause. Volunteers
make a difference at events, by participating in ALS advocacy, helping in our

office, providing friendship to people with ALS, and more. =5
Robin Steiner volunteers

To learn about all of our volunteer opportunities, email Carla@alsmidatlantic.org. 7 ’;’;”Of of her beloved
mother.

Donors can recognize loved ones by creating a Named Fund with ALS United Mid-Atlantic. Named
Funds honor a person while supporting the programs and research efforts of ALS United Mid-Atlantic.
Friends and family can contribute to their fund as a way to create a lasting legacy. Since its inception in

2008, the Named Fund Program has generated more than $3 million in donations to 69 Funds.
To learn more about these funds, please visit alsmidatlantic.org or email Donna@alsmidatlantic.org

ALS United Mid-Atlantic is proud to highlight these new Named Funds:

The Patricia Kelley The Ben and Dottie The Carol Dugan The John K. Darr
Cunningham Fund Ohrenstein Research Fund Memorial Fund Memorial Fund
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ALS United Mid-Atlantic honors and remembers all those who passed
away from ALS, including Donna Scott, who was joined by her husband
Tony and friend Kelly Slipakoff at our ALS Walk in November.

10/10/23 Robin Abbott 12/27/23 Ricardo  Gonzalez-Garcia 11/11/23  Mary Nyce
8/4/23  Lorraine Aives 10/23/23 Charles  Guajardo 9/7/23 Patricia  O'Halloran
11/9/23  Kim Albers 8/4/23 Emily Hairston 12/24/23 Madeline Otero
12/14/23 Rick Ambridge 12/14/23  Charles Hall 11/7/23 Valerie Pepple
7/22/23 Susan Anderson 7/11/23 John Hamilton 12/12/23  Sal Platia
9/14/23 Alice Aydjian 9/24/23  Robert Hamlin 10/1/23  Kristy Plunkert
7/14/23 Claude Azar 9/19/23  Katherine Hanadel 8/22/23 Rosa Prieto
10/15/23 Vitaliy Bakaleynikov 8/15/23  Daniel Hare 11/6/23  Todd Rehrig
12/11/23 Dennis Bange 9/9/23 Candis Hewitt 7/18/23  Frances Roon
7/10/23  Frederick Bell 9/4/23 Jane Holland 9/25/23 Zdzislaw Rysz
9/12/23 Richard Bengtson 1119/23  Ronald Holley 12/12/23 Francis  Sabino
10/26/23 Richard Bennett 7/29/23  Natasha Holly 10/21/23 Cristina  Santana
12/5/23 Gregory Blair 10/22/23 Sidney Hughes 12/29/23 Percio Santana
7/27/23 John Bostock 10/8/23  Stephen Hulslander 11/28/23 James Scalleat
12/19/23 Patrick Brown 8/21/23  Steve Hymson 9/30/23 Roger Schell
7/19/23 Leslie Budinger 11/16/23  Carolyn  Javorka 7/6/23 Margaret Schlezes
8/11/23 John Buzby 12/28/23 Virginia  Jester 9/5/23 Jon Schnaars
9/29/23 Ralph Caldwell 7/22/23  Maria Jimenez 9/10/23  Rita Schweidler
10/17/23 Sangam Charotari 10/10/23 Megan Judson 11/29/23 Donna Scott
9/14/23 Lisa Cherry 12/14/23  Anthony Kalmanowicz 12/23/23 Joseph  Senick
12/19/23 Eleanor Chestnut 12/28/23 Kathleen Knapp 10/17/23 Jerome  Shetzler
11/7/23  Ana Colon 9/25/23  Russel Kopy 8/27/23  Vicki Shinoda
12/8/23 Patricia Connolly 8/19/23  Joseph Kraynak 11/5/23  Debra Siekonic
8/6/23 Ann Contardo 10/31/23 Cynthia  Lacey 7/8/23 Ellen Skill
7/17/23  Janet Crawford 7/9/23 Sarah Layfield 12/18/23 Donald  Snyder
10/22/23 Angela Csezmadia 9/7/23 Myrna Lesser 8/8/23 Linda Spangle
8/1/23  Patricia Kelly Cunningham 11/24/23  Brian Lighty 11/27/23 Georgia Sprenkel
12/2/23 Joan DelJean 10/18/23  Cheryl Lima 12/24/23 Denise  Stefanelli
9/5/23 Geraldine  Delong 9/20/23  Carol Mackes 9/27/23  Elizabeth Sterley
12/9/23 Ronald Dengler 11/9/23 Harold Martin 8/8/23 Madeline Sturm
11/13/23 Loretta DiRocco 7/25/23  Carl McAndrew 7/17/23  Richard = Summersgill
12/10/23 Thomas Dittoe 12/14/23  Kathy Medlar 712/23  Victoria  Swift
11/5/23 Lamar Dourte 8/15/23  Edward Mehl 7/21/23  Diana Swift
8/13/23 Douglas Dunkle 10/2/23  John Metts 9/10/23  Lisa Taddei
11/1/23  Dennis Durasoff 7/19/23  Connie  Metzger 11/3/23  Norma  Toland
11/20/23 Richard Einsig 8/13/23  Jorge Miramontes 8/2/23  Daniel Twardowski
10/4/23 Yvonne Evans 8/17/23  Robert Molchany 11/28/23 Colleen Van Natta
8/4/23  Anne Fahey 12/27/23 Francesca Mongiovi 9/27/23 Margaret Varner
11/18/23 Mike Fink 11/7/23 Robert Monn 11/12/23  Tony Vracarich
11/7/23  Lisa Fitzgerald 8/17/23  Gregory Moore 8/18/23  Kathy Walters
10/26/23 Michael Fletcher 8/29/23 Rebecca Moore 10/28/23 Dorothy Waltman
12/20/23 Charles Fletcher 10/25/23 Glenn Muhaw 8/22/23 Connie  Whalen
11/16/23 Charles Fols 9/20/23  Allan Myers 9/3/23 Kent Wiedemann
8/21/23 Edward Fosco 7/27/23  Robert Navitski 11/17/23  Emily Wilkins-Turner
9/2/23 Leslie Freeman 7/12/23 Karen Neff 12/24/23 Steven  Wilson
9/9/23  Maria Garcia 10/27/23 Douglas Nelson 7/3/23 Stanley  Wrobel
10/25/23 Dennis Gilbert 9/17/23 Bobbie Nobles




ALS United Mid-Atlantic
1015 Virginia Drive

Suite 110

Fort Washington, PA 19034

April 11th

Help & Hope Symposium

April 27th
Scranton ALS United Walk

May 4th
Seaside ALS United Walk

June 2nd
Lou Gehrig Day

June 8th
Hershey ALS United Walk

June 15th
2024 Jersey Shore ALS United Ride

July 13th
ALS Knoebels Family Fun Day

August
10-Year Anniversary of the Ice Bucket Challenge

September 7th
Rehoboth ALS United Walk

September 14th
Ocean City ALS United Walk

September 28th
Lehigh Valley ALS United Walk

November 15th
Annual Celebration




