Myasthenia Gravis Association of Western Pennsylvania
at Allegheny General Hospital

490 East North Avenue, Suite 410

Pittsburgh, PA 15212
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5t Annual COMEDY FOR A
CAUSE
APRIL 27, 2019
Sokol Club, South Side
Details on page 1
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WALK FOR A
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May 11 Stage AE on North Shore 9:00 am
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Register online:
http://hcf.convio.net/mgawpa
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Support MGA in person,
or in spirit!
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National MG Awareness Month
Watch for details on our website
WwWw.mgawpa.org
and on our facebook page:
www.facebook.com/mgawpa
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“The Human Race has one really effective
weapon and that is Laughter.”-

Mark Twain

Don’t miss this great evening of good food and good
fun! The talent line-up is sure to please. Many
people know headliner Gene Collier from his work
as a sportswriter for The Post-Gazette, and as a
playwright who co-wrote “The Chief’ about Steelers
owner Art Rooney, and also “The Play” about Rocky
Bleier. His writing popularity has led him to a career
in comedy, where his deadpan, laidback delivery and
hilarious sarcastic wit truly shines. Gene will be
joined by feature comic, Baltimore’s funniest Larry
XL, and EmCee Joey Welsh, a local regular and
co-founder of We Got Next Comedy Group.

The Sokol Club Banquet Hall features plenty of free
parking in their huge lot, an affordable cash bar, and
the delicious food from Conrad Catering. We will
have fantastic silent auctions, basket raffles and
more. Reserved seats for dinner & show are $40 and
general admission for the show only are $20. Buy
tickets online at www.slapsticksproductions.com or
call us for mail order at 412-566-1545.
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Muyasthenia Gravis
Association of Western Pennsylvania

A at Allegheny General Hospital
A Treatment & Advocacy Center

SOKOL Club Banquet Hall
2912 East Carson Street - Pittsburgh, PA 15203
$40~Includes Dinner & Show « $20* Show Only « Cash Bar
Doors 6:30 « Dinner: 7:00 « Show 8:00 « Guests 21 & Over
Tickets On Sale at MGA Office: 412-566-1545

Purchase Tickets Online at www.slapsticksproductions.com

PLANNING ror 1+ FUTURE

Crlkey

The Myasthenia Gravis Association of Western PA is proud
of its legacy of caring for people affected by MG. Our
tagline — Strong Together Since 1955 — is more than just a
slogan. It’s a wish, a plan...a promise.

If you or your loved ones are among the thousands of
patients served by MGA over the years, we call on you now
to help us fulfill that promise. We are thankful for your
generous, ongoing support. We are grateful too, for our
partnership with AHN/Allegheny General Hospital which
provides partial financial support for our operations. Due
to recent funding cuts, however, we are anticipating a
budget deficit of approximately $20,000 this year.
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We hold fundraisers throughout the year to help fill these
gaps in funding (Purple Party, Comedy Show, Highmark
Walk, Benefit Concert, Pooch Parade, Give Big Pittsburgh,
and Holiday Direct Mail Appeal). Memorial and honorarium
gifts, United Way contributor choice, allocations from
United Way of Beaver County and Lawrence County, and
general donations are other sources of support. Over the
last several years, we have reduced our operational budget
significantly, in response to funding cutbacks. We cut
personnel costs by going with a part-time medical team
(nurse and medical assistant) instead of full-time, reducing
benefits and other expenses. Several months ago, we
realized we needed to return to a full-time nurse, due to an
increased demand for services, but we still squeeze all we
can out of every dollar in our budget.

As we plan for the future of MGA, we ask you to continue
attending our events, and invite your friends and family
along whenever possible. We ask that you keep your
donations coming if you are able. Finally, we ask you to
please consider making a lasting gift to MGA in your will. It
is one more way to ensure that MGA’s legacy of caring,
which you have come to value, will be there for future MG
patients and their families. For more information about

planned giving, please call the MGA office at 412-566-1545.

NEW fuibiar

MGA is in need of some much needed new medical
equipment. Our goal is $3,000 and thanks to several
generous people we have to date received nearly
half of that goal.

Thank You to:
Erica Jones
Kathryn & Fred Guenther
Bob & Roxanne Reuse
Bill & Marilyn Nizinski
Tom & Dolores Quinn

There is still time to add your
name to the list! Make your gift
payable to MGA, mark any
donations as “Med Equip” and
Thank you for your generosity!!!

$1,2719

TX &X'
HIGHMARK WALK

FOR A HEALTHY COMMUNITY
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THE CHALLENGE IS ON! It’s time again for the Highmark Walk
@ Stage AE in Pittsburgh. On Saturday, May 11*" many
Myasthenia Gravis supporters will again put on their walking
shoes for MGA. The fun-filled festivities are rain or shine.
Donna’s team “It Takes a Pill-age” has already left the gate to
top last years’ goal of $1,545. To help MGA you can either
start your own team and get pledges from friends and family,
or donate to Donna’s team to help her meet her goal.
Whichever you choose please participate and show your
support of MGA and the services we provide.

Follow this link: http://hcf.convio.net/mgawpa to donate (or
send a check to MGA, 490 E. North Ave., Suite 410, Pittsburgh,
PA 15212. Be sure to note that your donation is for the
Highmark Walk or Donna’s team).
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Please note: Every effort has been made to ensure the accuracyof this list of donors. If you see an error or omission, please let us know.

PERPETUAL DONATION
In Memory of Ronald Clair Grafton
By Doris Grafton & Family

Paul Fleishchauer
By Jane Fleischauer
Ralph Getz
By Charlene Getz
MEMORIALS Rosemary Greenberg
Rose Ann Baird By Nancy & Robert MacLachlan
By Charles & Cheryl Lingenfelter  Joseph & Edna Hudachek
Mort Brambir By Joan Hudachek & Mike
By Albert Keller DiCicco
Anthony Castiglione Ed & Dolly Kalisek
By Maxine Castiglione By Maryann Wallace
Robert Dobkin Anita LaMendola

By Pat Khalil & Family By Christine Griffith
William Drylie Carol Sayenga Lynn

By Nancy & Ed Barbish By Patricia Addis

Steven Hensley/LTC Global, Inc. Carlene & Donald Sayenga

William Holtzer Ruth Pelo

Bernard Henn & Karl Holtzer By June Pelo

Beth Knizner Ruth Rubenstein
Dennis Felice By Albert Keller

On his birthday 12/15 and at
Christmas
By Gerri Felice

George Sayenga
By Carlene & Donald Sayenga

SUPPORT GROUP (IR

The Allegheny MG Support Group, facilitated by Cindy \

Spring, RN, CCM, now meets at the MGA office, 490 East
North Avenue, Suite 410, instead of the Allegheny General
Hospital Singer Library. Join us on the 3™ Saturday of every
month from 1:00pm to 2:30pm.

**NEWS FLASH!!** MGA is working on developing a
support group especially for those under 40 years of age,
to address the unique needs of our younger patients.
Watch our Facebook page for more details soon.

The Beaver MG Support Group, facilitated by Mel McRob-
erts (MGA Board President) has decided to meet on a
bi-monthly basis. Join us on the 3™ Saturday of the month,
from 1:00pm to 2:30pm at the Beaver Medical Center
(March, May, July, September & November).

To attend either support group meeting, please RSVP to
Donna at donnak@mgawpa.org or 412-566-1545. Please
note: a minimum of three people attending is required to
hold each support group, so it’s very important that you
RSVP in advance. We encourage everyone, including newly
diagnosed and seasoned patients, their family members and
friends to attend.
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Donna Kalisek
By Elizabeth Roskovich

Rita Specter
By Wallace Specter

Patsy Vardaro Judy & Lou Schrecker
By Anthony & Kathleen Rosemary Swartzbard
Vardaro Donna Kalisek’s 60th Birthday
Mary Verry By Anonymous
By Barbara & Patrick Walters William Fertig
Rosemarie White Maree Gallagher

By Eileen & Patrick White Fiona McGrath

John Winkler Elizabeth Roskovich
By John & Constance Judy & Lou Schrecker
Winkler Sherry Kiddney

By Geraldine Burlin
My Sister’s Birthday
By Charles D. Cooper
Arlene Weintraub
By Marilyn Deutsch
Morris & Eleanor Dickter
Bonnie Mokotoff
Arlene & David Weintraub
By Alice & Robert Kushner

HONORARIUMS
Lynn Baltes
By Edward Baltes
Robert Blume, MD
By Donna Kalisek
Maree Gallagher
By Patricia Zurawski
Tracy & Barbara Greenholt
By Lawrence & Ina Gumberg
Foundation

FUNDRAISING ON

aceboo

MGA is very grateful to our supporters who have designated

our organization to be the beneficiary of their fundraisers on
Facebook. Usually, these fundraisers are in honor of someone’s
birthday or other special occasion. This is an easy and conve-
nient way to get your friends and family to support a cause that
you care about.

Please note: If you hold a Facebook fundraiser benefitting
MGA, Facebook does not give us a list of your donors, so we
are not able to send a letter of acknowledgement to them.
Please check with your donors if they would like to receive an
acknowledgement of their donation and mail us their names
and addresses. We will be happy to send them a letter of
acknowledgement for their generosity.
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AHN Healthcare@Home
Home Infusion

Dennis & ColleenAitken

Allegheny Health Network/
Allegheny General Hospital

Amazon Smile Foundation

Anonymous

Rose Bachman

Gerald Barnes

Cherlyn Beatty

Charles & Sally Ann Beehn

Greg Behe

Terrie Berhalter

Amanda Beynon

Tom & Joan Bigley

Joanne Bikulege

Toby Blender

Stephanie Blinkhorn

John & Norene Block

Sandra Block

Irene Blum & Ron Wasserman

Patricia Bohcali

Michael Brosig

Mary Alice Bruder

Tony Buba

Vasu Chivukula

Gail Cohen F.I.B.A.

Carol & James Cole

Kristin Cole

Margaret Conners

Kim Corcoran

James & Kathleen Cordner

Richard Coyne

Victoria Cunningham

Diane Daly

Sylvia & Bob Danehy

Diana & Louis D’arco

Robert & Deborah Dearing

Jennifer Deigan

Scott DiBenedetto

Marianne DiVecchio

Mark & Suzanne Doppelheuer

Double Eagle Foundation

Bernard Dougherty

Erin Duffy

Janet & Patrick Duffy

Heather Edmondson

Jeff & Debra Eloi

Mary Evans

Brian Fazio

Gerri Felice

Mike & Tricia Fetsko

Beth Filipponi

Theresa Findle

Janet Y Flowers

Joel & Melissa Folman

Karen Fosbaugh

Steven & Cynthia Franceschi

Jill Frick

Rebecca Friedrich

Vincent Gaines

Dan & Maree Gallagher
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Hayley Gallagher

John Gallagher

Patric k & Bernice Gallagher
William Gandjos

Jeanne Glanville

Michael Glass

Jay Glover

Tom Golden

Dennis & Jennifer Goldenson
Janet Graham

Tracy & Barbara Greenholt
Bernard Gross

Kathryn & Fred Guenther
Nancy Harris

Carlton Hartman

Lorinda Hayes

Eric & Laura Heck

Daniel Hershberger
James & JoAnn Hockenberry
Bob & Anne Hornick
Allison Imhoff

Christina Imhoff

Richard & Barbara Imhoff
Laura & Haylee Inglis
Katherine Izzo

Judith Johnson

Erica Jones

Janelle Smith Jones
Donna Kalisek

Todd Karman

Lori Katlubeck

Marco Katz

Susan Kelly

David Kidder

Thomas Kidder

Mary Kincaid

William Kiszka

Pauline Kitchen

Elizabeth Klimchock
David Klingensmith
David Kolko

Carrie Koslow

Barbara Krasny

Karen Kruszka

William & Darlene Kuban
Robert & Alice Kushner
Barb & Doug Lefler
Catherine Lehman

Fred & Elizabeth Limberg
Eric Lucy

Paul Lukas

Melissa Lupetin

Jim Lynn

David & Katie Maloney
Michael Maloney

Susan Maloney

Darlene Malsch

Richard Mandera

Ed & Susan Maziarz
Dawn McBride

Hugh & Cecilia McGough
Fiona McGrath

The following donations were received between July 1 through December 31, 2018

Janet McNall

Linda Michling

Joanna Milholland

Richard Miller

Barbara Muller

J William Murtha

Mary Jane Mutchler

Pauline Napolitano

Network for Good

Jill Nixon

Bill & Marilyn Nizinski

Order of AHEPA/Beaver Valley
Chapter

DianePaige

Robert & Barbara Park

Christopher & Charlene Pasquale

Leonard Pruszynski

Thomas & Dolores Quinn

C R Radigan

Michele Ramage

Sandeep Rana

Beverly Rannigan

Bonnie Repasky

Robert Reuse

John Ritchie

Mitchell Robbins

Paul & Deborah Robinson

Richard Romig

Marilyn Rosenblatt

Kevin & Sarah Roskovich

Marc & Beverly Santicola

Donald & Carlene Sayenga

Lisa Scales

Judy Schiffbauer

Ron & Carolyn Schott

Art & Daniel Schrage

Alan Schultz

Jackie Schultz

John & Laurie Seaborn

Arthur Seidman

Karen Shastri

Randy Shellhammer

Aoreors

Robert Simon

George Small

Alden Small

Clarissa Smith

Susan Smith

Tim & Melinda Smith
Susan Sobolak

JoAnn Somma

Cindy Spring

Mary Lynn Steich

Reese & Nancy Stigliano
Janet Strahosky

Melissa Sullivan

Debora Sundo

Natalie & Ernie Tack
Elizabeth Tarczy-Freund
Thomas Totin

Lisa Turacy

United Way of Beaver County
United Way of Lawrence County
Amy & Larry Victor

EJ & Lisa Vilsack
Barbara Volpe

Louise Vuono

Maureen Walz

Janet Weber

Andrew & Jennifer Weintraub
David & Arlene Weintraub
David Wexler

John Weyandt

Cathy Whalen

Patrick & Eileen White
John Wiatrak

Doug Williams

Ann Winkelstein

Mike Winklman
Kenneth Winters
Eleanor Woods

Sarah G Writt

Gene Yatchyshyn

Vivian Zuccher

Designer: PilarDesigns
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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: Maree Gallagher, MGA Executive Director
Editorial Assistant: Donna Kalisek, MGA Administrative Coordinator
Contributor: Cindy Spring, RN, CCM, MGA Patient Support Coordinator

Printing: Courtesy of Highmark Print Shop

MGA, 490 East North Avenue, Suite 410, Pittsburgh, PA 15212
(412) 566—-1545 ¢ www.mgawpa.org
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By Cindy Spring, RN;.CCM
MGA Patient Support Coordinator

The name Myasthenia Gravis (MG) is of
Greek origin meaning “Grave Muscle
Weakness”. With today’s treatments,
most people with this diagnosis are able
to live fairly normal lives and expect a
normal life expectancy. The cause of
Myasthenia Gravis remains unclear. It is
considered an autoimmune disease
which simply means that the body’s
immune system is attacking itself. There
does seem to be a genetic tendency in
families with other autoimmune diseases
such as Lupus or Rheumatoid Arthritis to
name a couple. That does not mean that
Myasthenia Gravis will be passed from
generation to generation. It is rare to see
more than one member of a family with
this disease. There is no cure for Myas-
thenia Gravis.

How does it work? When an electrical
impulse that originates in the brain is sent
down to a motor nerve to create move-
ment in a voluntary muscle (one that you
control), the end of that motor nerve will
release a chemical called Acetylcholine.
This chemical binds to receptors on the
muscle fiber then acting as a bridge so
that the electrical impulse can get to the
muscle fiber allowing your muscle to get
the message to move. In Myasthenia
Gravis, the body produces antibodies or
immune proteins that break or destroy
the receptors on the muscle fiber.
Because the Acetylcholine has fewer
places to attach to build those bridges,
the electrical impulses are unable to
reach the muscle fibers. This impedes the
ability of the patient to move the muscle
and results in symptoms such as double
vision, drooping eyelids, difficulty chew-
ing or swallowing, the feeling of weakness
or fatigue and even difficulty breathing.

Diagnosis is reached through blood work
to look for the antibodies that destroy
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muscle receptors. Some MG patients are
negative for these. Research continues to
look for other more uncommon antibod-
ies than the typical Binding, Blocking,
Modulating and Musk that you hear
about. EMG is a test that sends little
electrical impulses through your muscles
and allows the doctor to trace and
measure their path before and after
exercise. Single Fiber EMG is a more
refined electrical test that can measure
the electrical impulses between
individual muscle fibers, again, before
and after exercise. Both EMG tests allow
the doctor to determine if you indeed
have a neuro-muscular disease which he
can then evaluate along with your symp-
toms to determine if it might be MG. A
chest CT will be done to evaluate your
Thymus Gland and often a brain MRI to
rule out other possible causes of your
symptoms. An accurate diagnosis is
important because there are many
potential short and long term side effects
to the medications for MG. Your doctors
do not want you to be exposed to these
unnecessarily.

Treatment options consist mainly of a
group of medications. Mestinon
(Pyridostigmine) is the foundation medi-
cation for treating Myasthenia Gravis. It
works by preventing the breakdown of
Acetylcholine (the bridge chemical).
Prednisone, a medication often used
when a patient is first diagnosed or has a
flare in symptoms, works by calming the
body’s immune system so that it does not
send out as many antibodies to attack the
muscle receptors. Imuran (Azathioprine)
and Cellcept (Mycophenolate) are both
drugs that work by interfering in DNA
replication in the immune cells which
slows the production of these cells,
therefore also slowing the attack on the
muscle receptors. Soliris (Eculizumab),

raled

the newest drug, is a complement inhibi>
tor. It binds to and inhibiis a_specific
protein key to a series of reactions that
trigger the immune response that
damages the muscle receptors.

Other treatments include IVIG, Plasma-
pheresis, and a surgical procedure called
Thymectomy. IVIG or Intravenous Immu-
noglobulin is a compound gathered from
thousands of donors’ blood plasma. It is
truly the equivalent of liquid gold and
most often used for patients in crisis,
those about to undergo surgery, while a
patient transitions to another treatment
such as Imuran or Cellcept or for patients
who are resistant to other forms of treat-
ment. Plasmapheresis is a treatment
similar to dialysis. It is essentially a blood
washing that filters out the antibodies
from the blood plasma. It again, is gener-
ally used for patients with acute symp-
toms or those resistant to other forms of
treatment. Finally, the Thymus gland
which lies beneath the breastbone is a
gland that was important when our
immune systems were developing. Over
time the Thymus Gland shrinks and is
replaced by fat cells. Benign or cancerous
tumors can form sometimes. Studies
have been done which link the removal
of the Thymus Gland with an improve-
ment in Myasthenia Gravis symptoms in
a significant percentage of patients
whether they have a tumor or not.

| hope that this information is helpful in
your understanding of how Myasthenia
Gravis works as well as your diagnosis
and treatment. It is always my pleasure to
answer your questions and address any
concerns you may have. Call 412-566-
1545.
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LEAD DOG SPONSOR:
Law Firm of
Vuono & Gray, LLC

BEST FRIEND SPONSORS:
Dunkin Donuts ~ United Dairy

SUPPORTERS:

Bethel Park Animal Clinic
Camp Bow Wow—Pgh South
Furry Friends

Kudla’s Service Center

Light Brothers

Ooh La La Boutique of Carnegie
Vera Bradley South Hills Village
Hello Fresh

DJ Darlene

SHIM Pet Food Drive
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BUSINESS DONORS:

African Wildlife Park

Allegheny Health Network
Andy Warhol Museum
Caliente Pizza & Draft House
Camp Bow Wow-Pgh South
Cool Springs Golf

Fun Fore All Family Fun Park
Heinz History Center

Hello Fresh

Holistica Massage

Little Lake Theatre Company
Louie Justin

Nothing Bundt Cakes

Ooh La La Boutique of Carnegie
Pitaland Middle Eastern Bakery
Pittsburgh Penquins

Pittsburgh PetExpo

Pittsburgh Steelers

Pittsburgh Trolley Museum

Red Lobster

Starbucks

Texas Road House

Trader Joe’s

Vera Bradley—South Hills Village
West AirComm FCU

Wet Pets & Friends

10™ ANNUAL

POOCH
PARADE

DONORS & VOLUNTEERS:

Kathy Bailey
JoBeth Barr

Laurie Benkovich
Toby Blender

Dee Carmichael
Kishore Chivukula
Vasudha Chivukula
Taunya Claude’
Bob & Lorna Cribbs
Mark Daday

DJ Darlene

Robert Dearing
Marilyn Deutsch

Anna Mae Duffy Family

Dan Gallagher
Kathryn Guenther

Jim Riley

Daniel Schrage
Karen Shastri
Cindy Spring

Mary Lynn Steich
Jamie Barr Stivers
Tim Stivers

Louise Vuono
Andrew Weintraub
David & Arlene Weintraub
Doug Williams
Ann Winkelstein

Joann & James Hockenberry

Mary Howe
Donna Kalisek

Alice & Robert Kushner

Darlene Malsch
Denise Marasco
Terry McNelis
Bonnie Mokotoff
James Nusser

Mary Linda Panasko
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O ALL WHO SUPPORTED OUR

PRESENTING SPONSOR:
OOH LA LA Boutique
JoBeth Barr, Proprietor

LIVE MUSIC SPONSORS:

AHN Healthcare@Home

Home Infusion
www.healthcareathome.com

VALET PARKING SPONSOR:

The Honorable Anita Astorino Kulik
PA State Representative
www.pahouse.com/kulik/

SPECIAL THANKS TO:

Larry Scott and George Arnold,
owners of Modern Mercantile
Pgh. We love these gentlemen for
all of the time and talent they give
to the Purple Party!! XOXO

EXTRA SPECIAL THANKS TO:
JoBeth Barr and her daughter
Jamie Jo Stivers for their hard work
and generosity in creating and
coordinating this fabulous event.
What would we do without you?
XOXO
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INDIVIDUAL DONO
Ron Balog

JoBeth Barr

Katie Baurnes
Laurie Benkovich
Loraine Benkovich
Sue & Karl Daugherty
Loretta Dawkin

Maree Gallagher
George Ann Goff Ridge
Jackie Hanna

Mike & Mary Jo Hensler
Joyce Irr

Donna Kalisek

The Kuczynski Family
Julie & Jason Lerro
Desiree Liberatore
Terry McNelis

Lisa Moretti

Sally Muzzie

John O’Toole

Rae Ott

Mary Linda Panasko
Beth Roedler

Connie Shaw

Jamie, Tim & Joey Stivers
Marilyn Sullivan

Val Valenti

Patricia Zurawski

BUSINESS DONORS:
Applelicious

Carnegie Carnegie, Maggie Forbes
Cefalo’s Banquet Center
Country Hammer Moonshine
Glam Earth LLC, Marianne Skiba
Michael Stephen Kavic Winery
LumberjAxes Pittsburgh
Modern Mercantile Pgh
Pittsburgh Winery

Puhlman Flower Shoppe

R** Bandana Winery

Quantum Spirits

Riley’s Pour House

Please note: Every effort has been made to
ensure the accuracy of this list of donors. We
apologize if there are any errors or omissions.




