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M lyasthenia Gravis
Assoczatlon of Western Pennsylvania
A Support, Education, & Advocacy Center

MGA has expanded our reach to cover not
only Western Pennsylvania, but also across

the United States and the world.

Dear Friend of MGA:

As MGA celebrates our 70" anniversary, |
would ask that you read the Keystone of Hope
newsletter and | challenge you to get more
involved with the organization — promoting
and participating in an education or support
group program to raise awareness about
Myasthenia Gravis; attending a fundraising
event to benefit MGA; getting involved in a
Myasthenia Gravis research study; or joining a
MGA Committee or the MGA Board of
Directors. Every action will help MGA and the
people we serve and ensure that MGA can
continue our mission for another 70 years!

The year was 1955. Disneyland opened in
California, the $64,000 Question was the
top-rated television show, “Cherry Pink and
Apple Blossom White” topped the Billboard
Charts, and Lady and the Tramp was the top
grossing movie of the year.

| hope you enjoy this issue of the Keystone of
Hope newsletter. | look forward to the
opportunities that the coming months will
bring for us to connect and collaborate.

It was also the year that a small group of
individuals got together in Pittsburgh to
discuss and learn more about a mysterious
illness called Myasthenia Gravis. It was from =

these humble beginnings that the Myasthenia AT-H“ME RESEABGII /‘\.{
Gravis Association of Western Pennsylvania OPPORT“NITY ®
o—

Jim Joyce, Executive Director
MGA of WPA

was born.

Seventy years have passed since that first
meeting, but | am very proud to say that MGA
is still going strong providing education,
advocacy and support services to people with
Myasthenia Gravis, their family members, the
healthcare community and the general public.
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Sanguine Biosciences is looking for patients
with myasthenia gravis to participate in an
at-home research study to help advance
diagnostic and treatment options.

See page 5 for more information.
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EXPLORE THE POSSIBILITIES

Ask your doctor about VYVGART Hytrulo
(efgartigamod alfa and hyaluronidase-qvfc)
and VYVGART (efgartigamod alfa-fcab)

VY VGART Hytrulo

(efgartigimod alfa and
hyaluronidase-qvfc)

Subcutaneous Injection
180 mg/mL and 2000 U/mL vial

VY VGART®

(efgartigimod alfa-fcab)

Injection for Intravenous Use
400 mg/20 mL vial

Scan the QR code or visit
VYVGART.com to learn more

Questions? Call 1-833-VYVGART (1-833-898-4278)

argenx‘-’

the’Purple

MGA is pleased to invite you to the 6™
Annual Purple Party on Saturday, April 5,
2025 at Cefalo’s Banquet Center in
Carnegie, PA. For your $80 donation to
MGA, your will be treated to live music,
dancing, delicious food and desserts. A
cash bar will also be available.

There will be multiple raffles and
everyone who wears something purple
will be entered into a special raffle.

For more information or to purchase
tickets to the Purple Party, please contact
the MGA Office at 412-566-1545 or
mgaoffice@mgawpa.org.
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“HIGHMARK | Bright Blue Futures

The Highmark Walk for a Healthy Community is an annual
fundraising event to help participating organizations raise money
and public awareness for their missions. The Myasthenia Gravis
Association is excited to be participating again this year, and we
hope you will join us to make it a success!

This year the walk will take place at Stage AE (beside Acrisure
Stadium) on Saturday, June 14 at 9:00 a.m. There are multiple ways
to get involved and support MGA!

You can select Myasthenia Gravis Association of Western
Pennsylvania as your nonprofit of choice and then register to walk as
an individual or as part of a team by using the Highmark Walk online
portal (www.walkforahealthycommunity.org). On the same site
you can also donate directly to an individual or team to help them
meet their fundraising goals.

Registration is now open! Please consider supporting MGA by

walking, raising money, and spreading the word! Access the MGA
page at http://hcf.convio.net/admin/mgawpa2025 and then

select one of the 4 options listed below: SATU RDAY
7
1. Register as an individual 2. Form a team JUNE 14 2025
3. Join an existing team 4. Donate ’
. 9:00m | STAGE AE
You can also send a check to MGA, 505 Jackson Drive, Apollo, PA
15613. Be sure to note that your donation is for the Highmark

Walk. Contact Jim Joyce with questions, at (412) 566-1545 or jjoyce@mgawpa.org.

Myasthenia Gravis is often called the Snowflake Disease because it
impacts each person so differently. Because each MG patient has a

unique story to tell, MGA created the My MG Story Initiative.

STo nv My MG Story is a program being offered by MGA to allow

patients as well as their families and friends the opportunity to
share their stories, shine a light on our patients’ lives, and better
explain how MG has impacted them.

Would you like to participate in
the My MG Story Initiative?

Contact the MGA Office at /
412-566-1545 for more information! ”%:—é& w W’ & 7(‘: W w WZM”
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MGA is pleased to be able to highlight the members of
our Board of Directors. MGA’s Board of Directors play a
critical role in how MGA operates and provides services
to the community. In this issue of the Keystone of Hope
newsletter, we would like to recognize Louise Vouno,
Esquire.

Louise is the Managing Member at Vuono & Gray, LLC in
Pittsburgh, and has been practicing law for 30 years in
the areas of corporate law, succession planning,
commercial real estate, estate and trust planning, and
probate and estate administration. She has three sons,
the youngest of whom was diagnosed with MG when he
was just three years old. A long-time donor to MGA,
Louise joined the Board to become more involved in
MGA to help her son and others with MG.

UCB is committed to
helping improve the lives
of people living with
generalized myasthenia
gravis (gMQ)

Interested in learning more about being a
member of the MGA Board of Directors? Contact
Jim Joyce at 412-566-1545 or jjoyce@mgawpa.org

to discuss potential opportunities.

s N NoT ALONE!

MGA invites you to attend our 2025 in-person
support group meetings held at the Panera
Bread in the Waterworks Mall. These
meetings give patients and their family
members a chance to interact with other
individuals with Myasthenia Gravis in a safe
and relaxed environment.

There is no charge to attend the support
group meetings, but we ask that you RSVP by
phone at 412-566-1545 or by email
mgaoffice@mgawpa.org.

No two individuals with gMG have the same needs.

At UCB, we recognize that every individual has a
different journey—that's why we're proud to offer two
treatment options for adults living with gMG.

Vlﬁ Inspired by patients.

L4 Driven by science.
0 Page

Explore our two targeted
treatment options at
UCBforGMG.com

©2025 UCB, Inc., Smyrna, GA 30080. All rights reserved. US-DA-2400892
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MYASTHENIA
- GRAVIS

" SUPPORT
GROUP
MEETINGS

March 15
(12:00pm - 2:30pm)
April 19
(12:00pm - 2:30pm)

May 17
(12:00pm - 2:30pm)

June 21
(12:00pm - 2:30pm)

July 19
(12:00pm - 2:30pm)

August 16
(12:00pm - 2:30pm)

September 20
(12:00pm - 2:30pm)

October 18
(12:00pm - 2:30pm)

November 15
(12:00pm - 2:30pm)

Panera Bread - Waterworks
942 Freeport Road
Pittsburgh, PA 15238

Discussion Leader:
Cindy Spring, RN, CCM
Light refreshments will be

provided. The programs are
free, but registration is

requested: 412-566-1545 or
mgaoffice@mgawpa.org.
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The Myasthenia Gravis Association of Western Pennsylvania, in partnership
with Sanguine Biosciences, is reaching out to raise awareness about an
at-home research opportunity for patients diagnosed with myasthenia gravis.

What is the goal of the at-home research?
The goal of this research is to enhance their understanding of myasthenia
gravis in support of developing new diagnostic and treatment options for
patients living with the condition.

Who can participate?
You may qualify to participate if you:

* Are 18 to 85 years of age

* Are diagnosed with myasthenia gravis (AChR+, MuSK+,
Seronegative, or Ocular)

* Are not taking B-cell modifying therapies, such as Rituxan (rituximab),
Enspryng (satralizumab), Actemra (tocilizumab), Uplizna (inebilizumab),
Ocrevus (ocrelizumab), Kesimpta (ofatumumab), Briumvi (ublituximab),
atacicept, telitacicept, belimumab, tolebrutinib, evobrutinib,
fenebrutinib, remibrutinib, and CAR-T within the past 12 months

= Live in the United States

What would | have to do to participate?
Patients who qualify can support research by providing a one-time blood
donation from the comfort of their own homes. As a thank you for
participating, you will receive a $100 prepaid gift card after the collection
is complete.

To learn more or sign up, scan the QR code or call
(818)-583-8844 to speak with a research coordinator and
see if you qualify.

MYASTHENIA GRAVIS >2nguins
RESEARCH
STUDY

Help Advance Myasthenia Gravis
Research by Donating
White Blood Cells
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MGA LOTTERY TICKET:

FOURTH
SPEGIAL

Based on the popularity of this
fundraiser over the last several
years, MGA will be offering a
lottery ticket again this year.

This year’s lottery ticket — “MGA
Fourth of July Special” — is now
available for purchase. For your
$10 donation to MGA, you will
receive a lottery ticket with four
numbers on each ticket (only 250
tickets will be sold). Prizes for the
lottery include:

JULY 2, 2025: $100 cash
JULY 3, 2025: $250 cash
JULY 4, 2025: $500 cash
JULY 5, 2025: $250 cash
JULY 6, 2025: $100 cash

Winning number determined by
the first number drawn from the
7:00 p.m. PA Pick3 Lottery.

To purchase your tickets, contact
the MGA Office at 412-566-1545
or mgaoffice@mgawpa.org. Act
fast as we have sold out of these
tickets the last three years!

»

6 Page

Thank you to our generous donors!

Anonymous

William & Mary Anzalone
JoBeth Barr

Terrie Berhalter

Thomas & Joan Bigley
Stephanie Blinkhorn

Tony Buba

Regina Childs

Bob & Juanita Collet

MJ Cummings

Mark Daday

Elmo & Mariangela D’Amico
Cheryle Diethorn

Belle A. Fahrer

Edward Faust

Edward & Sandra Floyd
Judy Fritzges

Anthony Gabriel

William & Marlene Gandjos
Give with Bing/Microsoft Rewards
Global Charitable Fund
Dennis & Jennifer Goldenson
Tracy & Barbara Greenholt
Christine Hoffman

Metaxia Hubbard

Judith Johnson

Nancy Jones

Irene Joyce

Jim & Robin Joyce

Michael & Judy Joyce
Jackie Kaye

Katherine Kim

Elizabeth Klimchock

Fred & Susan Krawchick
Karen Kruszka

Joe & Anita Kulik

Patricia Lee

Robert Madrishin

Edward Maziarz
McLaughlin Distillery

The following donations were received between July 1, 2024 and December 31, 2024.

Luanne McNickle

Messimer Vocational Services

Phyllis Mrosco

Bill & Alice Murtha

Mary Nelson

Dan Orange

Rose Paluso

Courtney Pardue

Robert & Barbara Park

Peggy Patterson

PayPal Giving Fund

David & Erica Posipanka

Dolores Quinn

Brian & Elaine Richardson

Donovan & Keturah Roberts

Marc & Beverly Santicola

Charles & Mary Ellen Schneider

Randall Shellhammer

John & Corinne Shields

Michael & Verna Sisk

Gina Slattery

Sofis Company, Inc.

Everett & Gertrude Sopher

The Double Eagle Foundation

The Hershey Company

The Pittsburgh Steelers

David Theriault

UCB, Inc.

United Way of Beaver County

United Way of Lawrence County

United Way of Southwest
Pennsylvania

Cecile Usner

Louise Vuono

Keith & Eleanor Waltower

Gary Weinheimer

John Weyandt

Bernadette Weyandt-Bohm

Carole Ann Williams

Your Charity Auction, LLC
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Memorials & Honorariums

from July 1, 2024 to December 31, 2024

Please note: Every effort has been
made to ensure the accuracy of this
list of donors. If you see an error or
omission, please let us know.

PERPETUAL GIFT
In memory of
Ronald Clair Grafton

IN MEMORY OF

Rose Ann Baird

Fred & Anita
Berkowitz
Robert Blume, MD
Florence Burka
Helen Christy
Anne C. Clark
Anne C. Clark
Anne C. Clark
Anne C. Clark
Lena Colasurdo
Anna Crame
Anna Mae Duffy
Elen, Lyla L.
Mable Catherine
Gifford
Mable Catherine
Gifford
Rosemary Greenberg
Joseph M. &Edna
Hudachek
Bessie Kalick
Donna Kalisek
Donna Kalisek
Donna Kalisek
Donna Kalisek
Donna Kalisek
Donna Kalisek

Donna Kalisek
Donna Kalisek
Donna Kalisek
Donna Kalisek
Donna Kalisek
Doris Kocis
Carol Lynn
Carole K. Murtha
Thomas F. Quinn
Ann Radigan
Kenneth Rowe
Kenneth Rowe
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DONOR
Doris Grafton & Family

DONOR
Charles & Cheryl
Lingenfelter
Laura Berkowitz

Elizabeth Blume

Joe Sieniawski

Karen Christy

Anne Meyers

Edward & Ruth Monnie
Steven Monnie

Ann Marie Monnie
Barbara Volpe

Barbara Crame

Russell Duffy Jr.
Constance Elen
Nicholas & Linda Matteo

Robert & Phyllis Linton

Robert & Nancy Maclachlan
Joan Hudachek

Sheryl Kalick

Erica Jones

Linda Bosh

The Fink and Kalisek Families

Donna Ruscitto

John & Corinne Shields

Anthony Buba & Janice
McMannis

Janet Bowie

Judy Schrecker

Irene Bain

Judy Schiffbauer

Elizabeth Roskovich

Joe Sieniawski

Scott Lynn

Bill & Alice Murtha

Michael T. Quinn

C. Raymond & Aileen Radigan

Donald & Geraldine Rowe

Richard & Kathleen Stees

Joyce Sarver
George Sayenga
Luke Senise
Everett Sopher
Helen Stees
Karen E. Swenson
Sharon Vance
Patsy J. Vardaro
Mary Verry
Lenore Weiss

IN HONOR OF
A. Aggarwal, MD
Patricia Ann Buck
Tom Golden
Barbara & Tracy
Greenholt
Annamarie Lazzara
Leonard J. Leone, DO
Phyllis Linton
Wendy Mclntyre
Felicia Morgan
Daniel Schrage
George Small, MD
George Small, MD
John G. Tatusko
Louise Vuone
Jack Weyandt

Maret & Lorne Beal

Scott Lynn

Robert Simon

Gertrude Sopher

Richard & Kathleen Stees
Swen E. Swenson Il

M.W. Vance

Anthony Vardaro

Patrick & Barbara Walters
David Dods

DONOR NAME
David Klingensmith
Judy Schiffbauer
Lawrence & Amy Victor
Lawrence & Ina Gumberg

Frank Lazzara

Drew Dennington
Nicholas & Linda Matteo
Luann McNickle

Beth Filipponi

Lisa Hernandez
Michael T. Quinn
Gerald & Janet Barnes
Salli Tatusko

Lisa Hernandez
Cynthia Woollett

KEYSTONE -/~

Keystone of Hope is published twice a year by the Myasthenia
Gravis Association of Western PA, and direct mailed to patients,
donors and friends. It is also available at www.mgawpa.org.

Editor: Jim Joyce, MIGA, Executive Director

Designer: PilarDesigns

MGA, 505 Jackson Drive, Apollo, PA 15613 | (412) 566—1545

MGA would like to thank our newsletter sponsors:
Alexion Pharmaceuticals, Amgen, argenx, and
Catalyst Pharmaceuticals

ALEXION
v

argenx e

AMGEN

W
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Myasthenia Gravis Association
of Western Pennsylvania

505 Jackson Drive

Apollo, PA 15613

RETURN SERVICE REQUESTED

MGA PURPLE PARTY

—  APRILS5, 2025
CEFALO’S BANQUET CENTER

I I I Carnegie, PA
Details on Page 2

HIGHMARK WALK FOR A
HEALTHY COMMUNITY

JUNE 14, 2025
STAGE AE
Details on Page 3

Non-Profit Org.
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FOURTH OF JULY
LOTTERY TICKET

JULY 2024
BUY YOURS TODAY!
Details on Page 6

VISIT US AT:
www.mgawpa.org and
on our facebook page:

n /mgawpa
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