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nnrrg TICKET

As part of the 2023 MGA Annual Appeal, MGA is
thrilled to be able to offer a raffle with a chance to

win a full-size guitar autographed by Taylor Swift
(COA included).

For your $20 donation to MGA, you will receive a
lottery ticket for your chance to win the Taylor Swift
guitar. Winning number determined by the first
number drawn from the 7:00 p.m. PA Pick3 Lottery
on December 13, 2023 (in honor of Taylor’s birthday)!
Contact the MGA Office at 412-566-1545 or
mgaoffice@mgawpa.org to purchase your tickets.
Act fast as we are sure that these tickets will go fast!
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Muyasthenia Gravis
Assoczatlon of Western Pennsylvania
A Support, Education, & Advocacy Center

Dear Friend of MGA:

If you have turned on the television recently, there is a
good chance that you have seen some commercials
focusing on Myasthenia Gravis. With the FDA approving
treatments like Ultomiris and Vyvgart, the number of
commercials, social media posts, and podcasts
highlighting Myasthenia Gravis have increased greatly.

In turn, MGA has also seen a large increase in the
number of people reaching out to our office via the
telephone, email and through the MGA website. Many
of these people are looking for more information about
Myasthenia Gravis either for themselves, a relative or a
friend. In the last few months, MGA has supported not
only people in our region, but people from across the
United States and the world.

This truly is an exciting time in the advancement of
treatment and support services for people with
Myasthenia Gravis. MGA is proud to play our part in
offering continued support, education and advocacy
for all the people we serve.

My message to you today is that MGA can’t do this
alone — we need your support! | welcome you to read
this issue of the Keystone of Hope newsletter and to
think about ways you could be involved — promoting
and participating in an education program to raise
awareness about Myasthenia Gravis, hosting a
fundraising event to benefit MGA, getting involved in a
Myasthenia Gravis research study, or joining the MGA
Board of Directors. Every action — big or small — will
help in supporting MGA and the people we serve!

| 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.

Jim Joyce, Executive Director
MGA of WPA
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OPEN

The ME&MGopen study - Understanding
Myasthenia Gravis, Together

ME&MGopen is a smartphone application developed by Ad Scientiam.
The ME&MGopen application is an investigational software for research
purposes only. It features active tests to assess breathing, dysarthria
(difficulty speaking), ptosis (eyelid drooping), arm and leg weakness. The
mobile app also includes online questionnaires related to activities of daily
living, pain, insomnia, quality of life and depression.

The ME&MGopen study is a research
study which aims to better understand
and manage Myasthenia gravis.

Participants will get free access to the ME&MGopen app, which allows
participants to complete digital assessments and answer simple
guestionnaires; and take part in the study from the comfort of home. The
study takes place entirely online, so you don’t need to visit a doctor or
clinic to take part. The study lasts 12 months, and participants will be
compensated up to $500 USD for taking part!

Join our trial and help us explore innovative
approaches for people with Myasthenia Gravis.
Your participation can make a difference!

Sign up now directly with QR code or at: . ;
www.meandmgopen.com/mgawpa ti':-s 1
SCAN HERE » =|1|'

Or contact the study team directly at:
meandmgopen@lindushealth.com E

A webinar to raise awareness on Mpyasthenia Gravis and present
ME&MGopen study will be hosted in October by Ad Scientiam. Stay tuned
for more information.
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Myasthenia
Gravis SUPPORT
GROUP MEETING

SATURDAY,
SEPTEMBER 30, 2023
12:00pu 70 2:00pm

SATURDAY,
OCTOBER 28, 2023
12:00pm 70 2:00m

LOCATION:

PANERA BREAD - WATERWORKS
942 FREEPORT ROAD
PITTSBURGH, PA 15238

DISCUSSION LEADER:
GINDY SPRING, RN, CCM

Light refreshments provided.
This program is free,
but registration is requested:

CALL: 412-566-1545

or email:

MGAOFFICE@MGAWPA.ORG
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Tours
Tasting
Event s

Many thanks to McLaughlin Distillery for partnering with
MGA to host a tour and tasting fundraiser at their
distillery in Sewickley, Pennsylvania.

Participants were treated to a tour of the distillery and
after the tour, they were able to participate in a tasting
event of some of the 40+ bourbons, whiskeys, vodkas
and flavored moonshine products created by McLaughlin
Distillery.

MGA would also like to send a special thanks to State
Representative Anita Astorino Kulik who provided
appetizers for the event and Jo Beth Barr from Ooh La La
Boutique for providing a wonderful gift basket that was
raffled off at the event!

SUPPORT FOR MYASTHENIA GRAVIS (MG)

Find ushal malees you ﬁj

MORE THAN MG

Join the community of patients, caregivers,
and other advocates

Whether you're looking to hear more about MG, find a friend
with the same diagnosis, or receive some motivation, there's
aplace for you in the More Than MG community.

MORETHANMG.(OM

ey )
@MoreThanMG

AL eExion

AstraZensca Rare Disease

ﬁ e.'.i

ALEXION and the Alexion logo are registered trademarks
of Alexion Pharmaceuticals, Inc. © 2023, Alaxion
Pharmaceuticals, Inc. All rights reserved. 1215eaport Blvd,
Bostor, MA02210 US/UNB-g/0477 12/22
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MGA VIRTU OLIDAY

PRAINT (¢ SIP
FUNDRAISER

MGA is hosting its 4" Annual Virtual Holiday Paint & Sip
Celebration to benefit MGA’s FREE patient support services.

This year’s event will be held on Thursday, December 7, 2023
at 7:00 p.m. For their $50 donation to MGA, participants will
receive a link to participate in the virtual holiday paint and sip
event, the supplies needed to create their own snowflake
inspired art, and two bottles of wine from Kavic Winery of
Carnegie, PA. The creation of the snowflake inspired art will
be led by Kristy Walter, Art Therapist and the wine tasting
will be led by Michael and Patricia Kavic from Kavic Winery.

Myasthenia Gravis is often called the “Snowflake Disease”
because it manifests itself differently in every patient. MGA
believes that having participants create snowflake inspired
art at the event will not only allow them to have a beautiful
decoration for their home, but also help raise awareness
about Myasthenia Gravis and the work done at MGA.

Contact MGA at mgaoffice@mgawpa.org or 412-566-1545
for more information.
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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 Tom Golden
who has served on the MGA Board of
Directors for many years.

Before joining MGA’s Board of
Directors, Tom had a long
professional relationship with MGA.
As the professional relationship was
concluded, Tom’s recommendation
for board service was a natural fit.

INTERESTED IN LEARNING
more about heing
a member of the
MGA Board of Directors?

Contact Jim Joyce
at 412-566-1545 or
jjoyce@mgawpa.org
to discuss potential
opportunities.
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WALKING AN MG JOURNEY:

Raising Awareness and Funds at the
Highmark Walk for a Healthy Community

MG and Me by Wendy Mclntyre

While taking pictures for our family
Christmas card on my birthday in 2017, |
noticed a one-sided droopiness in my
smile... was | having a stroke? As a nurse, |
was aware that a trip to the ER seemed to
be looming, but as fast as it appeared, it
was gone, and | returned to my normal self.

As the months continued, | developed
droopiness (ptosis) in my eyelids, my speech

would intermittently become slurry, and swallowing became difficult at
times. After the long-awaited neurology appointment, | was diagnosed
with Myasthenia Gravis AChR positive in September 2018.

Compared to many stories I've heard; this was a quick diagnosis for which
| am very grateful. As many can relate, the emotional struggle while wait-
ing for answers was hard. The usual medication course (prednisone,
pyridostigmine, and then mycophenolate) and some dosage adjustments
along the way were able to control my symptoms. Through the process, |
continued my lifelong career as an Operating Room nurse for three more
years. Knowing the demands of this role, | transitioned to the less physical
position of screening patients for surgery in 2020.

Day to day life continued as “normally” as possible with this “snowflake”
disease, until a couple of months after a battle with Covid in July 2022. Suddenly,
no medication adjustments were able to manage my breakthrough MG
symptoms, so | was hospitalized for IVIG. The months to follow included various
treatments with additional medication adjustments, plasmapheresis, speech
evaluations, testing, Vyvgart infusions, and now pending plans for Ultomiris.

Along with the daily fatigue, the unpredictable, intermittent symptoms of
blurry vision, difficulty swallowing, chewing fatigue, shortness of breath,
arm and leg weakness, and—most noticeable to others—slurry speech
(dysarthria) is like riding a roller coaster. It is explained that everyone
experiences different symptoms, and each day is different. Life has
changed from fast-paced multi-tasking to a snail’s paced attempt to
accomplish small tasks each day while keeping a positive attitude.

My faith and trust that God is in control and guiding my journey gives me
hope each day. | am blessed with an incredibly supportive and loving circle
of family and friends who lift me up, a caring medical team, and my
amazing husband who walks each step with me (even though my steps are
much slower). | am grateful for each one, as well as the dedicated work of
Jim Joyce and MGA of WPA.
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Although | knew it was unrealistic for me to walk in the
Community walk, | wanted to help by creating a team. The
love and generosity shared by so many was overwhelming
and a great encouragement for increasing awareness of
this little-known disease.

ASON’S PERSPECTIVE

by Andy Mcintyre

Aside from The Purple Party my mom invited me to a couple
years ago, | didn’t know much about her battle with MG. |
remember the fear during that Christmas card moment
when her symptoms first appeared, and her confusion trying
to figure out why her body refused to smile. It made me
angry—that a woman so in love with taking pictures with
her friends and family had something attacking her smile.

She sheltered me and my sister because it seemed to be
managed, and because she wanted to protect us. But over
the last year or so, her increased flare-ups made it time for
all of us to fight together, so to speak.

But how? | tried to understand the situation (challenging in
itself), told her | loved her, and made myself available as
best as | could, but otherwise, my hands felt tied. Then, five
days before the Highmark Walk for a Healthy Community,
my mom invited me to join her team.

| thought—dang, a little last-minute. | wished | had more
time. But, following my mom’s optimistic lead, | figured this
was as good a chance as any to support her. | needed to
work with what | had.

Four days before the walk, | made a post on Instagram to
raise awareness, explain my mom'’s situation, and announce
that we hoped to raise $500 for MG at the Highmark Walk.
| knew it was a longshot, so to encourage donors in this
tough economy that a little would go a long way, | started
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the hashtag: “#throwten” asking that people donate just
$10 each to the cause—OR— simply, walk with us.

Quickly, people messaged and commented with support.
Some even used the space to share their own MG stories. It
was a beautiful, invigorating response, and soon, the
donations came in.

And then they came in some more. We reached our goal on
the first night!

Each day, to thank and encourage donors, | made new posts
with updates, responses, and shout-outs. In two days, we
raised $1000. My friends, some who have known my mom
almost as long as me, made videos on their own pages. One,
who couldn’t walk in the event, filmed himself playing a hole of
disc golf in his yard. It was creative, hilarious, and he directed
folks to my mom’s team page, generating more contributions.

Usually on my Instagram, | make goofy, informal coffee
reviews. So as a final incentive, | promised to review the
free coffee provided at the Highmark Walk for a Healthy
Community if we could reach a new goal of $1500.

But the cause maintained its own momentum. What
started as a slap dash campaign snowballed into an ener-
gized community of friends and family who felt my mom’s
care and generosity and decided to return the favor.

On event day, we had a great crew for the rainy walk. We
found out together that our team raised the most money
for the MG cause, which meant our donation would be
matched by a generous donor up to $2000! | shared the
news with our online community, and donations even
continued for a few days after the event. By the end, all
combined donors raised a total of $5856.

We were blown away and so thankful. It was a display of
love, and not only did it culminate in financial support, but
more importantly, it raised awareness and increased
support for all MG patients, especially my mom, from the
people who love and walk beside her on her MG journey.
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Thank you to all of our generous donors!

The following donations were received between January 1, 2023 and June 30, 2023.

Alexion Pharmaceuticals
Altoona Curve

Amazon Smile

Anderson, Bill & Stacy
Anonymous

argenx

Auen, Lance and Joanna
Barnes, Gerald and Janet
Barr, Jo Beth

Beehn, Charles and Sally Ann
Big Burrito Restaurant Group
Bigley, Thomas and Joan
Blackbaud Giving Fund
Blayney, Lester and Allene
Block, Norene

Bloom, Robert & Diane
Blum, Irene

Blume, Elizabeth

Buba, Anthony

Carr, Jill

Castoro, Michael

Cohen, Lillian

Collet, Bob & Juanita
Crame, Barbara

Crayola Experience
Cribbs, Bob

Cybergrants

Daday, Mark

Deitke, Kevin and Karen
Dorney Park and Wildwater Kingdom
Dougherty, Bernard & Joanne
DSC Consulting

Dudas, Gerald

Eat'n Park

Facebook Donations
Faust, Edward

Filipczyk, Frank and Barbara
Floyd, Edward & Sandra
Fodness, Jeannette A.

Fun Fore All

Getz, A. Charlene

Glass, Michael

Golden, Tom and Barbara
Hartman, Carlton
Hatcher, Kurt

Hendricks, Cheryl
Hershberger, Daniel
Heveker, Nancy

Joyce, Irene

Joyce, Jim & Robin
Kalisek, Donna

Kitchen, Pauline
Klimchock, Elizabeth
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Klingensmith, David
Krikston, Joel

Kulik, Joe

Lavin, Elizabeth

Lazzara, Frank & Annamarie
Lucille Ball/Desi Arnaz Museum
Madrishin, Robert

Mason, Robert

Mayer, Marcia

Maziarz, Susan and Ed
Mclntyre, Maureen
Mclntyre, Mike and Wendy
McKenna, Chris

MclLean, Gary

McNickle, Luann
McRoberts, Mel

Merlo, Charles

Microsoft Rewards/Give with Bing

Miron, Normand

Mitchell, Regina

Mittica, James & Donna

Mrosco, Phyllis

Munn, Carole

Murtha, Bill

National Comedy Museum

NuFactor

Oswald, Cindy

Palaika, Carolyn

Paypal Giving Fund

Pearson, Alan & Nancy

Pittsburgh Steelers

Pittsburgh Zoo and Aquarium

Preferred Home Health Care &
Nursing Services

Quinn, Dolores

Radigan, C. Raymond

Rauch, Judith

Reihart, Carol

Ridge, Hannah

Rocchi, Herman and Arlene

Rotthoff, Tara

Santicola, Marc and Beverly

Schiffbauer, Judith

Schrage, Arthur

Schrecker, Judith

Shellhammer, Randall

Shields, John & Corinne

Simon, Robert

Slapsticks Productions, Inc.

Small, Alden

Small, George, MD

Somma, David and Joann

Spring, Cindy

Swain, Kip and Stephanie
Swearingen, Linda

Tarr, Audrey

The Double Eagle Foundation
The Michael S. Sisk Family
Tim, Kay

Timberlake-Cecil, Tammy
Todaro, Paul

United Way of Beaver County
United Way of Southwestern PA
United Way Suncoast

Vuono, Louise

Waltower, Keith

Washington Wildthings
Wasilowski, Rita

Weber, Janet

Weyandt, John J.
Weyandt-Bohm, Bernadette
Whitco, Gregory & Karen
White, Eileen

Willome, David and Donna
Winters, Kenneth & Elsie
Wodzenski, Amanda
Worchester, Bob and Barb
Young, Leonard
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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, MGA, Executive
Director

Editorial Assistant: Donna Kalisek

Designer: PilarDesigns

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

If you would prefer receiving this
newsletter electronically instead of
through the mail, please contact the
MGA Office at 412-566-1545.

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

ALEXION

yst

argenx‘-’

pharmaceuticals
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Honorariums & Memorials

from January 1, 2023 to June 30, 2023

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
Anna Mae Duffy
Arline Jacobson
Bessie Kalick

Calvin David Munn Il
Calvin David Munn Il
Calvin David Munn I
Calvin David Munn Il

Calvin David Munn I

Calvin David Munn Il

Calvin David Munn Il

Calvin David Munn I

Calvin David Munn I

Calvin David Munn I

Carol A. Hudachek,
PharmD

Carol Cordner

Doug Dennington

Dr. Francis Foldes

Dr. Pearl McNall

Dr. Robert Blume

Dr. Robert Blume

Edna Hudachek

George Sayenga &
Carol Lynn

George Sayenga &
Family

Jim & Carol Lynn

John J. Hendzell

Joseph F. Hudachek

Joseph M. Hudachek

Joyce Sarver

Judy Brady

Karen E. Swenson

Kay Anderson &
Doug Dennington

Ken Rowe

Ken Rowe

Loved Ones

Mable Gifford

Margaret Ann Mason
Graham

Mike Nocera
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DONOR
Doris Grafton & Family

DONOR

Russell Duffy Jr.

Robin Jacobson

Sheryl Kalick

Carole Munn

Barbara Lukowski

Daniel Pavasko

Andrew & Theresa
D’Alessandro

Edward & Mary Znosko

Randall & Lorrie DeVillars

Donald & Maureen McCamey

Bernard & Kathleen McGinley

John & Lisa Swedowski

AFSCME Local 2107

Susan Hudachek

Daisy Case

Drew Dennington

James & Rita Marsinek

James & Rita Marsinek

Elizabeth Blume

Donna Kalisek

Susan Hudachek

Mattheu & Michelle
Sayenga

James & Rita Marsinek

IN MEMORY OF DONOR
Robert G. Widder David Dods
Ronald Neal Donald & Barbara Neal

Rose Ann Baird C
Rosemary Greenberg

harles & Cheryl Lingenfelter
Robert MaclLachlan, MD &
Nancy MaclLachlan

Donna Kalisek

Donna Kalisek

Michael Quinn

Dolores Quinn

Cynthia Revay

The Fink Family
The Kalisek Family
Thomas F. Quinn
Thomas F. Quinn
Tony & Mary Kostka

IN HONOR OF

All Loved Ones
Donna Kalisek
Donna Kalisek
Donna Kalisek

Dr. Sandeep Rana
Edward Buckshaw
Jessica Stewart

Jo Beth Barr

John McMurray
Linda & Steve Sites
Living with MG for

DONOR NAME

Sopher, Gertrude & Everett
Nancy & Reese Stigliano
Kim & Darly Gamble
Donna Jean Ruscitto
Deborah Ann Davis

John Buckshaw

Tammy & Anthony Kohan
Janet Lee

Jill Methuen

Sister Elizabeth Hart
Randall Shellhammer

54 years
Melinda Smith Suzanne Doppelheuer
MGA Physicians and  Gerald & Janet Barnes
Staff

Barbara Muller
Roxanne C. Reuse

Patricia Buck
Robert H. Reuse

Bakerstown United
Methodist Church -
United Methodist Men

Carol A. Cooper

Susan Hudachek

Susan Hudachek

Maret Beal

David Dods

Swen E. Swenson Il

Drew Dennington

Donald & Gerry Rowe
Richard & Kathleen Stees
Everett & Gertrude Sopher
Phyllis Linton

Linda Eldridge

Donna Kalisek

MGA
SUPPORT GROUP SERIES:

MGA is pleased to continue the MGA Education/
Support Group Series in the fall of 2023. The education
calendar for the remainder of the year includes...
 October (10/19/23 at 6:00 pm)
— “Taking Charge or your Care: Accessing Insurance”
— Shelley Gerson, argenx
« December (12/13/23 from 6:00 - 7:00 pm)
— “Traveling with an Invisible Disease”
— Amy Grover, Catalyst

For more information or to reserve a space for these
programs, contact the MGA office at 412-566-1545 or
mgaoffice@mgawpa.org.
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Myasthenia Gravis Association
of Western Pennsylvania

505 Jackson Drive

Apollo, PA 15613

RETURN SERVICE REQUESTED

SAVE THE DATE

e Page

SEPTEMBER

MGA GOLF OUTING

SEPTEMBER 24, 2023
PHEASANT RIDGE GOLF CLUB
GIBSONIA, PA

MGA ANNUAL MEETING &
EDUCATION SYMPOSIUM

NOVEMBER 4, 2023

More details coming soon!

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

n /mgawpa

Non-Profit Org.
U.S. Postage
PAID
Pittsburgh, PA
Permit No. 442

MGA VIRTUAL HOLIDAY
PAINT & SIP

DECEMBER 7, 2023
Details on page 3

TAYLOR SWIFT RAFFLE

DECEMBER 13, 2023

Details on page 1

MGA ANNUAL APPEAL
Sent Out

DECEMBER 2023

Please give generously
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