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The Division of Neurology at Cooper University Hospital is seeking patients witjl my-
asthenia gravis. Patients are being asked to participate in a research study invalving
memory function in patients with MG. Participants will be compensated for theirtime.
No blood work or procedures are involved. To find out more information, pleasg|con-
tact Dr. Joseph Campellone at (856) -24125.
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My Story: The Personal Perspective Of A

Myasthenic

My Story: The Personal Perspec-
tive Of A Myasthenic

| have had general Myasthenia
Gravis for over 30 years. | have
used a variety of medications
(Mestinon, Prednisone, Imuran,
CellCept). My thymus was re-
moved not long after | was first

diagnosed with Myasthenia Gravis.

| am currently only using Mesti-
non. The medications provided
relief from general symptoms, but
not for the ocular myasthenia.

| had double vision and then over
the years the eyelids began to
close. My right eye closed com-
pletely. As my left eyelid began to

The Tenth Annual MG Walk
Celebrating 10 Years of Progress & Hope

close more and more, | used eyelid might. Each year he performs hun-
tape and then the ptosis crutch eye-dreds of surgeries for eyelids, but

glasses for my left eye. Both were
uncomfortable and ineffective.
Eventually I had to hold my left

eye open. My arm and hand would syspension with silicon rod on my

tire and ached from holding the
eye open.

Over the past few years | consid-
ered eye surgery. Everything |
read or could learn was not prom-
ising. | finally consulted with a
NeurcOpthalmologist. He ad-
vised that the normal surgery, to
lift the eyelid, would not work for
me. But, the use of silicon rod at-
tached to my eyebrow muscle

Takes Another Successful Leap Toward

Awareness

Ten years ago, close to 100 peo-
ple gathered in the parking lot of
Immaculate Heart of Mary
Church in Wayne NJ to walk and
raise awareness of MG. Together
that small group raised $11,000
that year and began a whole new
traditioni the Annual MG Walk
A-Thon. Ten years later, more
than 300 people gathered in that
same parking lot and raised
$25,000 and close to a $250,000
over a ten year period. The event
has been so successful that it has
even expanded beyond NJ and
close to a dozen Chapters across
the nation has followed in our
footsteps.

The concept of the MG Walk be-

gan in a hospital room. | was suf-

fering from a myasthenic crisis and even Good Day New York. Year

was too weak to walk, talk or swal-
low my own salvia. This was not
the first time that | suffered like
this. But this time, | had had
enough and wanted to do some-
thing that would better my overall
quality of life. After a few days, |
drafted the plan to execute the MG
Walk. Six months later the walk
became a reality and one of my
greatest personal achievements.

Throughout this ten year period, the more importantly, supports it.

walk has garnered a lot of aware-
ness for MG. From grassroots ef-
forts including handing out flyers
in local stores and in schools to
television segments on WABC,

the silicon rod to my eyebrow

-A-Thon:

The flash

only about 10 12 involving the
use of the silicon rod.

| finally had surgery, a Frontalis

left eye at the Wills Eye Hospital,
Philadelphia, PA. The attaching of

muscle lets me open and close my
left eye. My right eye remains
closed. If | had the same surgery
on that eye, | would have double
vision again.

| am very please with the results of
the surgery.

Sandy Holland

WNBC, News 12 NJ, NJN and

after year the walk is featured in
several newspapers includiige
Star LedgerThe RecordThe Her-
ald News The Wayne Todagnd it
doesndt stop the
even hit the radio airwaves and hag
been mentioned on 2100, WDHA
and even WWOR. Most of dll
the walk has reached a level of
awareness where the local commu-
nity expects it to happenand

The MG Walk would not happen
without the assistance of my fam-
ily, friends and even strangers.

(Walk Continued on pag®
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Executive Director Message

| was just sixteen years old when |
was diagnosed with MG. Before my
diagnosis, | was very active in High
School. | was a social butterfly and
participated on the soccer team, ran
track and skied. But within the first
year of diagnosis, all that quickly
changed. Instead of high school par-
ties | spent months at a time in the
hospital. | was so weak that | could
not walk, talk, swallow my own salvia
or even smile. | barely ate and was
put on life support three times. | felt
isolated and alongand at times,
ashamed.

I know that many of you have had
similar experiences and so you under-
stand just how frustrating it is when
your body wonot
was under the impression that once |
had my Thymectomy that | would get
better. But instead | got worse and
was suddenly hit with a strong reality
that | just might not ever get better.
Finally after a year of living with se-

vere weakness | asked my neurologist i N 9

when | was going to be able to run,
ski or even roller blade again. With-
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The flash

That very same week, | went out and
purchased a pair of roller blades and
skated up and down my street. | was
noét t Hautlddib cidght
years later, | went on a ski trip with
my friends and
the best skier, but | did it. And now
eighteen years later, on May™6
participated in a 5 mile race in Spring
Lake, NJ. I ran the entire 5 miles (I
didndét walk or ta
under 53 minutes. Throughout the
race, | felt a strong sense of accom-

out hesitation, she told me that | plishment and suddenly remembered
would have to accept my fateandwillt he day | was t ol

not lead the active lifestyle thatloncen, e v e r . o well | d

did. . _ That race wa$ and isi a huge per-
As you can imagine, | was devastatedsonal achievement for me and | hope
_ d)}dd“eaék didpRadt updeéest apas
had a chronic disease and that my life on their dreams. Yes, as myasthenic
as | knew it did changed. Butthat  \ve have a chronic disease and have
doesndt mean that| |mhpyei éd®s i yet U
of my dreams. Right then and there | to not give into MG and will continue
vowed that | would do everythlng n to set new goa|s for myse”:. who
my power to get stronger. | was go- knowsi one day | may even run a

to run againémdath¥h®@s going to s
againé and | was Igeﬁei ngeViﬁcgntisr ol I er
blade again. Y

Executive Director & a myasthenic

(Walk Continued from pag®

There are so many people to thank,
including the Wayne Fire Depart-

ment and Wayne Police Department

who volunteer their services for a
safe and productive event. Plus,
without the support of Wayne
Township, who grants us permis-
sion to conduct the Walk, this event
would not been possible.

With the 18" Annual MG Walk

now behind us, plans are already in
the works for the 11 Annual Myas-
thenia Gravis WalA-Thon for

May 10, 2008. So mark your calen-
dars now!

Kelley DeVincentis
Executive Director & a myasthenic

Father Dan of Immaculate Heart of Mary Church cuts the ribbon with
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Executive Director Kelley DeVincentis and officially kicks of the Walk.
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