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WHAT IS MYASTHENIA GRAVIS?

The first descriptions of Myasthenia Gravis, (MG) cases occurred more than 300
years ago, yet it was not until a series of discoveries in the mid 1970s that an understanding
of and general consensus that MG symptoms are due to an autoimmune response
impacting neuromuscular functions developed. The distinctive feature of MG is fluctuating
muscle weakness, made worse by use of those muscles and improved at least partially by
resting them. The muscles affected are call ec
the time, such as those used to move the eyes or hold the eyelids open. The muscles used
for facial expressions, chewing, talking or swallowing can be selectively affected. MG can
affect neck muscles holding up the head which can go into spasm because they are weak.
Muscles affecting the limbs can prevent a person from accomplishing activities of daily
living such as holding up an arm to comb hair, shave, shampoo or put on makeup.
Getting out of the bathtub or up from a sofa, climbing stairs or walking distances may be
i mpaired. We take these muscles for granted
With MG, the bodyds———"—""== =--=* ==
mistakenly attacks and destroys its own special S
proteins (acetylcholine receptors) located on the
muscle surface where a nerve meets the muscle
If some acetylcholine receptors are destroyed
the muscle response is reduced and weakness
occurs.
The seriousness of MG is particularly
noticeable when some muscles that we use in

breathing are affected. If the ability to breathe - S o ,e/pt — e
becomes insufficient, the patient is said to be in
a OMyasthenic crisiso6 and mechanical breathincg

assistance in a hospital may be necessary. Different muscle groups are affected from patient
to patient and some only have Ocular Myasthenia involving the eye muscles. Although

MG can be fatal if a respiratory crisis is not treated immediately, with proper treatment,
normal life expectancy is the rule.

Myasthenia Gravis means oOgrave weaknesso.
ethnic groups and in both sexes, from infancy to old age. It is not uncommon for family
members to have the same or different autoimmune diseases and some individuals can have
more than one autoimmune condition. The prevalence rate of patients with MG is
estimated to be 1 in 5,000, but because MG is often misdiagnosed, the rate may be higher.
At present, the cause of MG is unknown and there is no cure.

Similar to other chronic diseases, treatment can be complex, debilitating and
expensive. Potent medications and intravenous immune globulin (IVIG) and
plasmapheresis, which are dispensed in a drip method through a vein, can provide side
effects in themselves. Because the thymus glad is an organ involved in the development of
the immune system, removal is often recommended for patients diagnosed with MG. The
operation is called a thymectomy and although there may be a lessening of symptoms and
reduction of MG -related drugs, there are risks with surgery and relapse is possible. As
always, patients must become their own health care advocate in order to deal with
insurance companies, pharmacies, physicians and other allied health professionals.
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DERIVATIVE of the same -
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rare museular malady.
The disease is myasthenia

avis, which weakens the

In 1954, while Joan & Rev. William Stackhouse were in West i

A greater Kansas City cha)
fer of myasthenia gravis h

Africa, Joan was diagnosed with Myasthenia Gravis. Joan and e iexe
Bill were missionaries with the United Presbyterian Church but o

after Joands diagnosis, they f:“”" " Yo
could receive treatment. Just as Joan became aware of the MG W

Foundation of America in NYC, Bill was transferred to Kansas i & ol s on ot D
City where there wasndt a MG ;i S WS e ar

‘missionaries in

f lney returnea to the zov's

d States and Mr. St ent]
cta

was at the Mayo Clinic in Minnesota. In 1960 Joan set her sights i

on forming a local association and received support from their

pastor, his wife and other parishioners of the Southridge

Presbyterian Church in Mission, Kansas. Joan met Cecile Wu, s -a

who was also living with MG and motivated by their shared ST

diagnosis, and with the cooperation of other MG patients and

doctors in the community, the MGA was established. The charter meeting of the Kansas City MGA

was held at Menorah Medical Center on April 9th, 1961. Later that year, the United Campaign
(United Way) provided the asso
enabling them to hire the MGAS

I n 1962, Dr. William Wu, MGAG®G

Board Chair and Joan, were instrumental in establishing the

first MG outpatient clinic at Menorah Medical Center to be

under the direction of Dr. Dewey Ziegler. In 1964, Dr.

Ronald Youmans

assumed directorship

and established a
) MGA office space at
: ‘ the hospital. Soon
after, a MG Drug Bank through the Menorah Pharmacy was
developed and made it possible for those living with MG to
afford costly medications.
Myasthenia Gravis meant that there were limited treatment
options, lack of understanding
and fear. An organizational
emphasis was placed on
increasing public awareness and
providing professional education as well as educating patients,
providing support and linking patients with MG -knowledgeable
y neurologists and community resources.

The first few years were filled with growth and excitement
and little did these early MGA pioneers realize that they were laying
the foundation for an association that would become an innovative
—eesmmmm . health services nonprofit in the greater Kansas City area that would
help thousands of people living in Kansas and Missouri for over 50 years.

sufferers today take

o o physically
12, unable to smile,” Mrs. Stack-
| house said. “Yef myasthenia is

as eadhlsfamly o “more contagious than a
s, leave June 1 for New York,!broken bone.”
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ADVANCING THE CAUSE

The MGA began as a chapter of the national Myasthenla Gravis Foundation of
America located in New York. Non -profit
status was simplified by chapter affiliation and a
united relationship enhanced both associations.

In 1994, the
MGA voted to
]00 000 Amerlcans unaffiliate with the national association and form their
own 501(c)3 non-profit association. Over the years
have nerves that programs and services have developed because of
can t Cﬂmmunlcatev patient, family and caregiver need and because of the
Wlth their mUSCIes. need to promote public awareness and educate health
' : : professionals. Support for the MGA has come from
many directions. Menorah Medical Center provided an
office and MG Outpatient Clinic for over 30 years and
Research Medical Center then supported our MG Clinic
and office for the next ten years, and they continue to
help the MGA today. The MGA has been very
“There is no permanent cure for  fortunate indeed to have the assistance of these fine
Myasthenia Gravis. Mo provet™Sy  medical institutions and to have safe and affordable

Let’s find one.

MYASTHENIA GRAVIS
FOUNDATION OF AMERICA, INC,

National Campaign Chairman Offlce Space
e Awarding continuous funding since 1961, the
""‘“”‘""M Gggﬁﬁm United Way has provided the means for the MGA to
fulfill their

mi ssi on. The United o
guidance has enabled the MGA to grow as a UnltEd
professional association and meet every
principle and guideline mandated for
charitable non-profits. Funding from the
United Way has meant that qualified staff
can be hired to advance the cause. The balance of funding from volunteer efforts,

membership drives and

contributions from

members, family and friends, has

made the difference in
ability to serve. It is heartwarming

to recognize the generosity of so

many who choose to improve the

lives of those living with Myasthenia

Y Gravis.

s WOV,

Npues, |

o Mty of Terry Wand
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MGA LEADERSHIP

For 50 years, physicians, patients, relatives and friends have enthusiastically worked
to expand MGA programs, support research and provide professional services. Until a cure
is found, the Myasthenia Gravis Association serving Kansas and Missouri will continue to
provide information and referral, support groups, newsletters, MG Clinics, public
awareness and professional education.

Each year at our annual meeting, aBoard of

MGA BOARD OF DIRECTORs = Directors and Officers are elected to fulfill our mission

through financial and organizational responsibilities. The

Board creates a yearly strategic plan and is expected to

), meet its goals and objectives. Board members are chosen

omsano | wose s womiewens | DECAUSE they can bring experience and expertise to move
the association forward. Some Board members are people

living with MG, some are professionals in a healthrelated

o | g | field that impacts MG and others simply believe in the

wosenan waemen - weess s mission and want to make a difference. Part of the fiduciary

responsibility of the Board of Directors requires making sure

that the association has the financial resources it needs.

The Board hires and oversees the actions and
performance of an Executive Director that is responsible for

JOHN PERYAM LISA SACKUVICH, RN DENNIS WISE

the day-to-day administration, leadership and on-going
success of the MGA. Working in tandem with the Executive Director, theProgram
Coordinator provides administrative support and coordinates MG Clinic activities,
Support Groups and the annual benefit/auction.

Neurologists, Ophthalmologists, Nurses and other allied|  pc A MEDICAL ADVISORY
health professionals join the MGA Medical Advisory COMMITTEE
Committee . The Committee compl i
effectiveness by bringing unique knowledge, skills, credibility
and recommendations. They also act as ambassadors for the | ¥ [« .
association and assist with fundraising aspects of the P G o ot
association.

Over the years hundreds ofvolunteers have given their
time and talent to enhance the MGA mission. From helping
with annual benefit/auctions, annual meetings and support
groups, organlzmg MGA Walk For Awareness events,

: selling holiday cards, candles,
cookies and plants, to helping
in the office and updating our
membership |istseée. .t he MGA
couldndot do without these genero
Because our annual benefit/auction requires yealong
' organization, a Benefit/Auction Committee directs the
work needed for a successful fundraising event. Thanks to
~ all these marvelous people who have enabled the MGA to
el exist for over 50 years!

Teri Smith, RN

Dr. Bill W llac: Dian: Wlmolh RN
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PROGRAMS & ACTIVITIES
INFORMATION & REFERRAL

The MGA staff provides information about MG to
callers and sends ouNEW PATIENT PACKETS to
those newly diagnosed or to those who are new to the
MGA. The packets contain over 20 pieces of literature
of interest to those living with MG or their families or
friends. Many patients share this information with
their physmans The MGAwebsite is the place to go
to discover information
about MGA events and
activities, photos of our members and of those associated with
I the MGA. The website provides links to videos of past
support group presentations, and to MG-related resources.
The MGA makesreferrals to MG -knowledgeable
neurologists through recommendations from our members.
The MGA informational brochure is available for members
§ to give to their physicians, for distribution at health fairs and
to the general public.

CONNECTIONS

NEW PATIENT PACKETS

A% AORG AN
an (\‘

The heart of the Myasthenia Gravis Association is Strength and Hope Through
associated with our quarterly newsletter that N\ CONNECTIONS
reaches over 1,000 people living in Kansas and Varme 0 e T _

Missouri. The newsletter contains articles about
MG research, treatment, other healthrelated
issues, links to resources of interest and MGA
sponsored events. Those living with MG are
invited to submit their personal stories about
being diagnosed and their journey in coping with
the disease. Whether patients, caregivers, family
or friends are able to attend MGA sponsored
activities, the newsletter provides a connection to ; e
better understanding and managing MG. It also T e o G R
promotes a sense of camaraderie and confirms
that there are others who are dealing with similar
issues. Advertising (for a modest rate), is always
welcome.

MAKING OUR HISTORY
COME ALIVE

In 1962, Dr. William Wu, MGA's first Medical Advisory
Board Chair, was instrumental in establishing the first
MG Clinic at Menorah Medical Center to be under the
direction of Dr. Dewey Ziegler. In 1964, Dr. Ronald
‘Youmans assumed directorship and established a MGA
office space at the hospital, and a United Way

grant helped io professionalize the association’s
activities. Soon after, a MG Drug Bank through the
Menorah Pharmacy was developed. The first few years
were filled with growth and excitement. Thanks to all
those who gave of their time and dedication!
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It can be difficult for family and friends to
understand the consequences of living with
Myasthenia Gravis. While one day you may
be able to achieve the tasks of daily living,
the next day you may not. Being able to
communicate with others who are also
dealing with symptoms, going through
similar
treatment
and coping with the side effects of
medication can be valuable. Support
Groups provide an environment for shared
learning from personal experience and
*1 from formal presentations. Guest speakers
C % 9 o g 0 0
 of interest to those living with MG provide
information and raise consciousness.
Opportunities for socialization and links to
community resources are appreciated.

MGA Support Groups are held in Kansas City, Springfield,
St. Joseph and North Kansas City, Missouri and in
Wichita, Lawrence and Hays, Kansas.
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