MEET THE DOCTOR

If you plan to attend please

RSVP to Kelley at

kdevincentis@optonline.net

or call 800-437-4949.

Meet the doctor

On March 9™, 2008 the
Garden State Chapter of
Myasthenia Gravis Founda-
tion is going to have a spe-

cial luncheon in conjunc-
tion with our general
membership meeting.

Our speaker for this pro-
gram will be Dr. Campel-
lone.

Born and raised in the
suburbs of Philadelphia,
Dr. Joseph Campellone
majored in chemistry and
biology in the pre -
medical program at West
Chester University. He
then received his M.D.
degree from Temple Uni-
versity School of Medicine
and completed his resi-
dency in Neurology at
Pennsylvania Hospital. He
continued his training as
a fellow in neuromuscu-
lar disease and electromy-
ography at the University
of Pittsburgh.

For the past ten years, Dr.
Campellone has been
with the faculty at Coo-
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per University Hospital,
where he specializes in
neuromuscular disease
and electromyography.
He is an Associate Profes-
sor of Medicine
(Neurology) at the
Robert Wood Johnson
Medical School and the
University of Medicine
and Dentistry of New
Jersey and has written
and co-authored several
papers and book chap-

Have some lunch

The Division of Neurology at Cooper University Hospital is seeking patients with
rheumatoid arthritis in addition to people with myasthenia gravis. See bottom of

page 2 for contact information.
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Partnership for Prescription Assistance Program Overview

The Partnership for Prescription
Assistance brings together Amer-
ica's pharmaceutical companies,
doctors, other health care providers,
patient advocacy organizations and
community groups to help qualify-
ing patients who lack prescription
coverage get the medicines they
need through the public or private
program that's right for them. Many

will get them free or nearly free.
Among the organizations collabo-
rating on this program are the
American Academy of Family Phy-
sicians, the American Autoimmune
Related Diseases Association, the
Lupus Foundation of America, the
NAACP, the National Alliance for
Hispanic Health and the National
Medical Association. To access the

RxHope makes patient assistance easier

...for those who need it

Throughout the USA,
millions of patients and
their healthcare providers
depend on patient assis-
tance to help them obtain
needed medications.
RxHope makes this assis-

tance more accessible via
exclusive Web-based ap-
plication technologies and
a professionally-staffed
call center.

...and those who provide
it

Patient assistance pro-

Partnership for Prescription Assis-
tance by phone, you can call toll-
free, 1-888-4PPA-NOW (1-888-477
-2669).

Our Mission

Our mission is to increase aware-
ness of patient assistance programs
and boost enrollment of those who

(PrescriptionContinued on pag8)

grams can be complex and expen-
sive to administer. That's why
RxHope was established... to enable
more pharmaceutical companies to
provide them cost-effectively, using
new technologies. It began as a
grassroots effort of the Patient As-
(RxHopeContinuedon paged)

Researchers Stop Muscle Weakness Caused by

Myasthenia Gravis

Severe muscle weakness caused
by myasthenia gravis i a highly
debilitating autoimmune disorder 1
can be prevented or reversed by
blocking a key step in the immune
response that brings on the
disease, researchers at the Saint
Louis University School of
Medicine have found.

Newswise d Severe muscle weak-
ness caused by myasthenia gravis 1
a highly debilitating autoimmune
disorder i can be prevented or re-
versed by blocking a key step in the
immune response that brings on the
disease, researchers at the Saint
Louis University School of Medi-
cine have found.

Myasthenia gravis, which affects
about 120,000 Americans, is caused
when the immune system produces

antibodies that attack and damage
acetylcholine receptors, which are
mechanisms that play a key role in
transmitting the electrical impulses
that cause muscles to move and
contract.

The immune response at the heart
of this process is called a comple-
ment cascade T a complex chain of
chemical reactions in which pro-

(anti-C5 ageniContinued on pagé)

The Division of Neurology at Cooper University Hospital is seeking patients with myasthenia gravis. Patients are
being asked to participate in a research study involving memory function in patients with MG. Participants will be
compensated for their time. No blood work or procedures are involved. To find out more information, please con-

tact Dr. Joseph Campellone at (856) 342-2445.
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Executive Director Message

tion of two new enthusiastic
Board Members and were de-

A New Year: A Renewed Hope
For A Cure!

| truly believe that with each
new year we become closer and
closer to reaching our ultimate
goal: A World Without MG.

Since | 6ve been
Garden State
nessed first hand the many
achievements and steps towards
this goal. From successful fund-
raisers and general meetings to
an outstanding promotional pro-
gram, new lending library and a
wonderfully crafted website, this
Chapter has actively taken a
stance against MG. In doing so,
our Chapter has helped many
myasthenic patients and their
families around the world.

At our annual luncheon last No-
vember, we welcomed the addi-

Ch a

lighted by the great turnout.
Programs such as our general
membership meetings are devel-
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oped to help you o the myas-
thenic and your family members.
This is a great way for you to
meet others, share your experi-
ences and provide helpful tips
and support. Therefore | en-
courage you to attend our next
meeting set for March 2" at the
Cooper Educational Facility in
Voorhees (details on last page.)
Looking towards the future,
wedl |l continue
successful programs and hope-
fully inspire new initiatives and
ideas. In the meantime, have a
Healthy & Happy New Year.

Kelley A. DeVincentis
Executive Director
& a myasthenic

(PrescriptionContinued from pagg)

are eligible. The Partnership for
Prescription Assistance offers a sin-
gle point of access to more than 475
public and private patient assistance
programs, including more than 180
programs offered by pharmaceutical
companies.

Help is Here Express

Find out more on the web about the
"Help is Here Express"” Bus Tour -
visiting communities across the
country.
https://www.pparx.org/bus/
Medicare Prescription Drug Cov-
erage

Starting January 1, 2006, Medicare
offered prescription drug coverage
to people with Medicare. To find
out more about this program, go to
the web at:

https://www.pparx.org/

medicare.php
What We Offer
Help for Those in Need

Many people have difficulty afford-
ing health care, including prescrip-
tion medicines. A number of patient
assistance programs provide help to
patients who lack prescription drug
coverage and earn less than 200% of
the federal poverty level
(approximately $19,000 for an indi-
vidual or $32,000 for a family of
three).*

fIn 2003, more than 29 million peo-
ple in the United States made less
than 200% of the federal poverty
level and have no health insurance.

Access to the Medicines They Need

Patients will be directed to the public
or private programs most likely to
meet their needs. The Partnership for
Prescription Assistance helps quali-
fying patients without prescription

coverage:

TEnroll in more than 475 patient
assistance programs

TAccess more than 2,500 medicines

flLearn how to contact government
programs for which they may qual-
ify, such as Medicaid, Medicare, or
the State Children's Health Insur-
ance Program

Help with Insurance Premiums
and Copays

Co-Pay programs are independent
public non-profit organizations that
provide financial assistance for cer-
tain healthcare costs to patients who
qualify financially and medically.

New Jersey

Catastrophic Illness in Children
Relief Fund Program

Medicaid for Families with Chil-
dren

Medicaid for Pregnant WWomen

(PrescriptionContinued on pags)



https://www.pparx.org/bus/index.php
https://www.pparx.org/ViewProgramDetails.php?program_id=536
https://www.pparx.org/ViewProgramDetails.php?program_id=536
https://www.pparx.org/ViewProgramDetails.php?program_id=393
https://www.pparx.org/ViewProgramDetails.php?program_id=393
https://www.pparx.org/ViewProgramDetails.php?program_id=394
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(RxHopeContinued from pag#)

sistance Managers and Directors of
PhRMA (Pharmaceutical and Re-
search Manufacturers of America)-
member companies. Today, it is the
largest independent Web-based pa-
tient assistance program resource,
processing and fulfilling thousands
of requests every day. RxHope re-
mains the only one that is supported
by both PhARMA and participating
pharmaceutical companies.
Security is probably one of the most

significant concerns for RxHope
and our customers. RxHope is HI-
PAA and PDMA compliant, and
employs a combination of both es-
tablished and innovative techniques
to ensure the security and integrity
of all sensitive data.

All communication between the
user and RxHope is encrypted to the
maximum strength supported by the
browser using TLS or SSL
(security). Our public web servers
are certified by Thawte, a public
Certificate Authority, ensuring that
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patients and health care providers
alike can have confidence that no-
body can impersonate RxHope to
obtain confidential information.

All external communication with
RxHope is encapsulated by our own
encrypted and digitally-signed pro-
tocol; which uses a combination of
standard methods such as PGP, and
128 bit encryption to ensure that the
information passed is secure and
tamper-proof.

(anti-C5 agentContinued from pag#)

teins bind together to attack a cell
by punching a hole in it. When ace-
tylcholine receptors are damaged in
this way, muscle movement is se-
verely impaired.

Using an animal model, the SLU
scientists found they could prevent
muscle weakness, or restore muscle
strength, caused by myasthenia gra-
vis by stopping the complement
cascade at a step called C51 before
the series of chemical reactions had
finished. They did this by adminis-
tering an anti-C5 agent, which tar-
gets one of the proteins involved in
the cascade and thus stops the proc-
ess.

The researchers
lished in a recent edition of the
Journal of Immunologyhttp://
www.jimmunol.org/cgi/
reprint/179/12/8562).

Henry J. Kaminski, M.D., professor
and chairman of the department of
neurology and psychiatry at the
Saint Louis University School of
Medi ci ne, one
thors, said the findings are promis-
ing enough that human clinical tri-
als involving the anti-C5 agent i

(@)

of

called eculizumab T are likely
within a year.

ifWe believe this
proach has strong potential for im-
proving the lives of patients with
myasthenia gravi
AAnd i f it prove
could also one day help us find new
therapies for other auto-immune
disorders, such as rheumatoid ar-
thritis and lupu

Myasthenia gravis affects roughly
400 per 1 million people. The se-
vere muscle weakness caused by the
disease brings a host of other com-
plications, including difficulty
breathing, difficulty chewing and
swallowing, slurred speech, droopy
eyelids and blurred or double vi-
sipnj By praventigasor reyersing the u
muscle weakness, the other symp-
toms are prevented or reversed as
well.

Myasthenia gravi
but it is sometimes treated with sur-
gery to remove the thymus (which
plays a role in the immune system)

or with various drugs. Surgery often
diotees NHtt y Py d 1 ga U -€
the medications typically decrease

in effectiveness over time or, in the
case of immunosupressants and cor-

ticosteriods, have severe side ef-
fects.

| fhgaapPrevdhct 8pPK
authors include Yuefang Zhou,

Ph.D., and Bendi Gong, Ph.D., both

&f Safht L&UR UhivétsRyKMI. EdS a |
Ward ¢Medef AvEDs, &nd Fénlg Lirt, h e
Ph.D., both of the Institute of Pa-
thology at Case Western Reserve
University in Cleveland; and Rus-

&Il Rdther, Ph.D., of Alexion Phar-
maceuticals in Cheshire, Conn.

The research was supported by
grants from the National Institutes
of Health.

Established in 1836, Saint Louis
University School of Medicine has
the distinction of awarding the first
medical degree west of the Missis-
Qippi River. The school educates
physicians and biomedical scien-
tists, conducts medical research, and
provides health care on a local, na-
fonaFadd h@rhatioRaFlevef. Rel € d
search at the school seeks new cures
and treatments in five key areas:
cancer, liver disease, heart/lung dis-
ease, aging and brain disease, and
infecofis disedde@ We v er ,

HiH

a

a mi

nd


http://www.jimmunol.org/cgi/reprint/179/12/8562
http://www.jimmunol.org/cgi/reprint/179/12/8562
http://www.jimmunol.org/cgi/reprint/179/12/8562
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(PrescriptionContinued from pag8)

New Jersey AIDS Drugs Distribu-

tion Program
New Jersey Medicaid

NJFamilyCare
Pharmaceutical Assistance to the

Aged and Disabled
Senior Gold Prescription Discount

Program
SLMB Qualified Individual-1

(SLMB QI-1)

Specified Low-Income Medicare
Beneficiary (SLMB)
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Download a Directory of PhRMA
Member Company Patient Assistance
Programs (PDF) at:

https://www.pparx.org/ViewCom
panies.php

Qualifications vary by programs.
Income levels vary by state.

About Benefits CheckUp

Many older people need help pay-
ing for prescription drugs, health
care, utilities and other basic needs.
Ironically, millions of older Ameri-
cans & especially those with lim-
ited incomes & are eligible for but
not receiving benefits from existing
federal, state and local programs.
Ranging from heating and energy
assistance to prescription savings
programs to income supplements,
there are many public programs
available to seniors in need if they
only knew about them and how to
apply for them.

Developed and maintained by The

National Council on Aging
(NCOA), BenefitsCheckUp is the

nation's most comprehensive Web-
based service to screen for benefits
programs for seniors with limited
income and resources.

BenefitsCheckUp includes more
than 1,550 public and private bene-
fits programs from all 50 states and
the District of Columbia, such as:

SIPrescription drugs

fNutrition (including Food Stamps)
TEnergy assistance

fIFinancial

fLegal

fHealth care

fISocial Security

fHousing

flin-home services

Tax relief

fITransportation

YIEducational assistance
YEmployment

Volunteer services

Since 2001, millions of people
have used BenefitsCheckUp to
find benefits programs that help
them pay for prescription drugs,
health care, rent, utilities, and
other needs. For more information
on BenefitsCheckUp, contact us
at com-
ments@benefitscheckup.org.

Current Clinical Trials

MM-093 is a recombinant version
of human alpha-fetoprotein (hAFP),
an immunomodulatory serum pro-
tein normally produced at very high
levels by the fetus and present in
low levels in the blood of adults and
children. Research on AFP suggests
that it may play a role in modulating
the immune system of the mother in
order to protect the developing fetus
during pregnancy. The presence of
hAFP in the
blood has long been associated with
remission of many autoimmune dis-
eases, including rheumatoid arthri-
tis, psoriasis and multiple sclerosis,

preg

during the third trimester of preg-
nancy.

We are conducting research to bet-
ter understand the role of AFP in
modulating the immune system and
toassessMM-0 9 3 0 s
improve the treatment of autoim-
mune disease. We have conducted
an extensive set of pre-clinical
safety and efficacy studies in ani-
mals that provided compelling evi-

N98nle tof thé) p%téntri]aleo -093

in multiple indications. Merrimack
has completed both a Phase 1
healthy volunteer study and a pilot
study of MM-093 in patients with

moderate to severe rheumatoid
arthritis. These preliminary stud-
ies demonstrate that MM-093
was well tolerated and supports
the hypothesis that MM-093 may

p 0t e nbkan @nportaht Aew therapeutic

in the treatment of autoimmune
disease. We are continuing to
advance MM-093 in further clini-
cal studies. For more informa-
tion on our current clinical trials,
please go

to www.clinicaltrials.gov and
type in "MM-093" in the search
box.



https://www.pparx.org/ViewProgramDetails.php?program_id=395
https://www.pparx.org/ViewProgramDetails.php?program_id=395
https://www.pparx.org/ViewProgramDetails.php?program_id=390
https://www.pparx.org/ViewProgramDetails.php?program_id=202
https://www.pparx.org/ViewProgramDetails.php?program_id=203
https://www.pparx.org/ViewProgramDetails.php?program_id=203
https://www.pparx.org/ViewProgramDetails.php?program_id=204
https://www.pparx.org/ViewProgramDetails.php?program_id=204
https://www.pparx.org/ViewProgramDetails.php?program_id=534
https://www.pparx.org/ViewProgramDetails.php?program_id=534
https://www.pparx.org/ViewProgramDetails.php?program_id=533
https://www.pparx.org/ViewProgramDetails.php?program_id=533
http://www.ncoa.org
mailto:comments@benefitscheckup.org
mailto:comments@benefitscheckup.org
http://www.clinicaltrials.gov/
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Molecular switch that may treat chronic autoimmune disorders

identified

December 14th, 20072:52 pm

ICT by admin Washington , Dec 14

(ANI):

A research has discovered a new
and powerful molecular switch that
manages the inflammatory response
of the immune system, and may
also lead to the discovery of a treat-
ment for lupus.

The findings may be used to de-
velop methods to shut down uncon-
trolled inflammation, restore im-
mune system regulation, and treat
chronic autoimmune disorders such
as lupus.

The research was led by Greg
Lemke, PhD, professor of Molecu-
lar Neurobiology at the Salk Insti-
tute and he was funded by the Lu-
pus Research Institute (LRI).

By autoimmunity, it is meant that
the immune system which is de-
signed to repel outside invaders by
mistake builds up an incontrollable
destructive inflammatory attack
against the bodys own tissues and
organs.

We have found an essential switch
that controls immune inflammation,
said Dr Lemke.

In this study, Dr. Lemke mounts on
findings that he and his team previ-
ously reported, when he noticed
that mice genetically engineered to
be born without a tiny family of
three receptorsTAM receptor tyro-
sine kinasesdeveloped an autoim-
mune illness similar to lupus in hu-
mans.

Dr. Lemke illustrated how under
normal circumstances, these TAM
receptors, are pivotal in stopping
the immune system from building
up an incontrollable inflammatory
response against invading viruses
and bacteria.

He also explained that when im-
mune cells are prompted by chemi-
cal messengers (cytokines) to at-
tack, they also activate TAM recep-
tors, which then alert the cells to no
longer react to the cytokines. This
keeps the immune system orderly as
well as relatively quiet.

However, in people with lupus
and certain other autoimmune
ilinesses, the TAM signalling net-
work may be seriously compro-
mised.

The switch to restrain inflamma-
tion on this network may be ab-
sent thus resulting in immune sys-
tem chaos.

Those who are affected by lupus
tend to have low levels of a blood
factor (proteins S) that TAM re-
ceptors require to carry out their
job.

Administering modified versions
of protein S, or its related TAM
activator Gas6, to people with
lupus may signify a way of stop-
ping the immune system destruc-
tion of precious organs and tis-
sues.

This is definitely something we
intend to investigate, said Dr.
Lemke.

This finding is reported in the re-
cent issue of the journal Cell.
(ANI)

Rx4NJ

Who We Are

Rx4NJ is a program that connects
qualified, low-income people with
discount prescription drugs, direct
from the pharmaceutical manufac-
turer.

Our Mission
Our mission is to increase aware-
ness of and enrollment in existing

patient assistance programs for
those who may be eligible. Rx4NJ

offers a single point of access to
public and private patient assistance
programs, including more than 150
programs offered by pharmaceutical
companies.

What We Offer

Help for Those in Need

Many people have difficulty afford-
ing health care, including prescrip-

tion medicines. A number of patient
assistance programs provide help to

patients who lack prescription
drug coverage and earn less than
200% of the federal poverty level
(approximately $19,000 for an
individual or $31,000 for a family
of three).*
More than 27 million people in
the United States make less than
200% of the federal poverty level
and are uninsured.

(Rx4NJ Continuedn page?)



http://amazon.com/gp/product/0123044200?ie=UTF8&tag=thainindiaint-20&link_code=em1&camp=212341&creative=384049&creativeASIN=0123044200&adid=f5eb43ca-f891-4a52-b82b-087fa6432512
http://amazon.com/gp/product/0123044200?ie=UTF8&tag=thainindiaint-20&link_code=em1&camp=212341&creative=384049&creativeASIN=0123044200&adid=f5eb43ca-f891-4a52-b82b-087fa6432512
http://amazon.com/gp/product/B000G2FFU2?ie=UTF8&tag=thainindiaint-20&link_code=em1&camp=212341&creative=384049&creativeASIN=B000G2FFU2&adid=3c986b5a-50c6-4199-8aca-b02fb4b350af
http://amazon.com/gp/product/1568982003?ie=UTF8&tag=thainindiaint-20&link_code=em1&camp=212341&creative=384049&creativeASIN=1568982003&adid=fcbba678-f747-4d66-9c73-6e2ad0857ec4
http://amazon.com/gp/product/1568982003?ie=UTF8&tag=thainindiaint-20&link_code=em1&camp=212341&creative=384049&creativeASIN=1568982003&adid=fcbba678-f747-4d66-9c73-6e2ad0857ec4
http://amazon.com/gp/product/0195095286?ie=UTF8&tag=thainindiaint-20&link_code=em1&camp=212341&creative=384049&creativeASIN=0195095286&adid=01d1d176-eb73-41fd-8153-34d4fe752cc4
http://amazon.com/gp/product/0195095286?ie=UTF8&tag=thainindiaint-20&link_code=em1&camp=212341&creative=384049&creativeASIN=0195095286&adid=01d1d176-eb73-41fd-8153-34d4fe752cc4
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(Rx4NJContinued from pagé)

Y[Access more than 1,200 medicines
for free or at a low cost

cines for Those Who Qualify

Patients will be directed to the pub-
lic or private programs most likely
to meet their needs. Rx4NJ helps
low-income, uninsured patients:

YEnroll in more than 150 company
patient assistance programs

programs for which they may qual-
ify, such as Medicaid, Medicare, or
the State
ance Program

* Qualifications vary by programs.

http://www.rx4nj.org/who/

Childr el
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e Medicare Rights Center

Your Guide Through the Medicare Maze

About MRC

Medicare Rights Center (MRC) is
the largest independent source of
health care information and assis-
tance in the United States for people
with Medicare. Founded in 1989,
MRC helps older adults and people
with disabilities get good, affordable
health care.

Our enrollment projects help peo-
ple with limited incomes access
benefits that can help pay their
Medicare premiums, deductibles and
copays.

MRC provides telephone hotline
servicesto individuals who need
answers to Medicare questions or
help securing coverage and getting
the health care they need.

Our education departmentworks
to teach people with Medicare and
those who counsel them--health care
providers, social service workers,
family members, and others--about
Medicare benefits and rights. Our
MRC in Westchester program trains
volunteers to educate Westchester
County (NY) residents about Medi-
care issues.

Through public policy efforts, MRC
brings the consumer voice to the
national debate on Medicare reform.

And through communicationsef-
forts, MRC works closely with local
and national media outlets to ensure
public awareness and understanding
of Medicare issues.

Learn more about MRC by going to
their website at:

http://www.medicarerights.org/Ind
ex.html

If you have a question for a hotline
counselor, call the Medicare Rights
Centerds con&8® me
3334114 between 9 a.m. and 6
p.m., Eastern Time, Monday
through Friday. A Medicare coun-
selor will be happy to answer your
guestions about health insurance
choices, Medicare rights and pro-
tections, dealing with payment de-
nials or appeals, complaints about
care or treatment, and Medicare
bills.

520 Eighth Ave.
North Wing, 3rd FI.
New York, NY 10018
Phone: 212-869-3850
Fax: 212-869-3532

Coming Soon - Garden State Chapter Library

mailing will be sent to existing Gar-
den State Chapter members.

The Garden State Chapter will soon
begin setting up a library for loan-
ing MG related reading materials. Interested people can contact us at
mgnj@mgnj.org and place the word

Library in the subject line.

Carolyn Cooperman and Ellen Kus-
netz will be library facilitators.

Information about the new library
will be in the next Flash and a



http://www.medicarerights.org/maincontentenrollment.html
http://www.medicarerights.org/maincontentprograms.html#direct
http://www.medicarerights.org/maincontentprograms.html#direct
http://www.medicarerights.org/maincontentprograms.html#education
http://www.medicarerights.org/westchesterframeset.html
http://www.medicarerights.org/maincontentprograms.html#policy
http://www.medicarerights.org/maincontentprograms.html#communications
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=" Medicare

What is Medicare prescription drug
coverage?

Medicare prescription drug cover-
age is insurance that covers both
brand-name and generic prescrip-
tion drugs at participating pharma-
cies in your area. Medicare pre-
scription drug coverage provides
protection for people who have very
high drug costs or from unexpected
prescription drug bills in the future.

1-800-MEDICARE
(1-800-633-4227)

TTY: 1-877-486-2048

When can | get Medicare prescrip-
tion drug coverage?

You may sign up when you first
become eligible for Medicare (three
months before the month you turn

age 65 until three months after you
turn age 65). If you get Medicare

THE FLASH

due to a disability, you can join
from three months before to three
months after your 25th month of
cash disability payments. If you
don't sign up when you are first eli-
gible, you may pay a penalty. If you
didn't join when you were first eli-
gible, your next opportunity to join
will be from November 15, 2008 to
December 31, 2008.

CN7S,

The Centers for Medicare & Medi-
caid Services (CMS) is establishing
partnerships with organizations,
agencies, and other groups that pro-
vide advocacy and support services
to persons with disabilities and their
caregivers. These partnerships have
three primary purposes

Provide credible information about
our programs, services, and protec-
tions to this diverse, hard-to-reach
group of our customers via telecon-
ference and advocacy meetings;

Facilitate opportunities for receiv-
ing feedback on the effectiveness
and/or impact of CMS programs

Office on Disability

The Health and Human Services
Office on Disability was created in
October 2002 in response to Presi-
dent Bush's New Freedom Initiative
(NFI). The office oversees the im-
plementation and coordination of
disability programs, policies and
special initiatives pertaining to the
over 54 million persons with dis-
abilities in the United States. The
New Freedom Initiative established

and outreach activities on the dis-
ability community; and

Increase awareness and sensitivity
about the concerns and issues of
disability community among CMS
staff, agents and partners, including
provider and insurance communi-
ties.

Contact Information for Social Se-
curity, Disability Issues, or Supple-
mental Security Income

Social Security: 800-772-1213

See "Related Links Outside CMS"
below

Contact information for CMS Re-

seven distinct domains in the area
of disability: community integra-
tion, education, employment,
health, housing, technology, and
transportation. The Office on Dis-
ability focuses its efforts on these
seven domains. The Director of the
Office reports to the Secretary and
serves as an advisor on HHS activi-
ties related to disabilities.

The Americans with Disabilities
Act (ADA)

Centers for Medicare & Medicaid Services

gional Office

Provides contact information for
your CMS Regional Office, and
specific program issue contacts are
also available as PDF download.
See "Related Links Inside CMS"
below

CMS Baltimore Headquarters Tele-
phone Numbers

Toll-Free: 877-267-2323
(Employee directory available)

Local: 410-786-3000
TTY Toll-Free: 866-226-1819
TTY Local: 410-786-0727

Overview

The Americans with Disabilities
Act (ADA) is landmark civil rights
legislation that is the result of dec-
ades of advocacy to improve the
lives and the role in society of per-
sons with disabilities. Although it
is certainly the best known law pro-
tecting the rights of persons with
disabilities, the ADA was not the

(HHS Continued on pad®
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country's first step toward legislat-
ing equality for people with dis-
abilities. Other important federal
laws existed before the ADA was
enacted; each was designed to pro-
hibit discrimination based on dis-
ability and to promote accessibility
for persons with disabilities. For
example, the Architectural Barriers
Act of 1968 requires federal build-
ings and facilities, and places leased
by agencies receiving federal funds,
to meet certain accessibility stan-
dards. Section 504 of the Rehabili-
tation Act of 1973 prohibits dis-
crimination against persons with
disabilities in programs or activities
either conducted by federal agencies
or by organizations receiving fed-
eral funds. However, while well
intended, these earlier civil rights
laws often were not strongly en-
forced.

During the 1970s and up to the pre-
sent, advocacy by persons with dis-
abilities has become increasingly
visible, both nationally and interna-
tionally. The emergence of the dis-
ability rights and independent living
movements has been pivotal in the
development of state and federal
disability policy leading up to and
including the Americans with Dis-
abilities Act of 1990. Disability
advocacy also has been directed
toward the development of services
and resources to support the per-
sonal independence of persons with
disabilities and to expand commu-
nity-based living options that can
promote full participation in com-
munity life.

In 1986, the National Council on
Disability issued Toward Independ-
ence recommending enactment of a
comprehensive law requiring equal
opportunity for persons with dis-
abilities. The Council drafted the

first version of the ADA, which was
introduced in both the U.S. House
of Representatives and in the U.S.
Senate in 1988. Hearings on the
legislation were held in every state.
A second version of the Act was
introduced in May of 1989 and, in
just over a year, a final version
passed both House and Senate by
overwhelming majorities. Key
sponsors and supporters came from
both sides of the aisle and the Dis-
ability Rights Education and De-
fense Fund spearheaded an effective
negotiating team on behalf of the
disability community. With 3000
disability rights advocates, members
of Congress and the Administration
looking on, the ADA was signed
into law on the morning of July 26,
1990 by President George H.W.
Bush. The ADA reaches farther
than previous laws by applying to
private entities not linked to federal
funds, and to places of public ac-
commodation (such as restaurants,
hotels, theaters and shopping cen-
ters).

The Act and Enforcement of Rights

The ADA is a federal law that pro-
tects over 54 million Americans
with physical or mental impair-
ments that substantially limit daily
activities. These activities include
working, walking, talking, seeing,
hearing, or caring for oneself.
Those with a record of such an im-
pairment and those regarded as hav-
ing an impairment also are pro-
tected under the ADA. Whether a
particular condition constitutes a
disability within the meaning of the
ADA requires a case-by-case deter-
mination. The ADA provides com-
prehensive civil rights protections to
individuals with disabilities in the
areas of employment, state and local
government services, public accom-
modations, transportation, and tele-
communications. This law protects

THE FLASH

members of the disability commu-
nity across the lifespan, from new-
borns to older adults with disabili-
ties.

The five major Titles of the ADA
are enforced by one or more federal
agencies:

Employment

State and Local Government
Public Accommodations
Telecommunications
Miscellaneous Provisions

Enforcement of the ADA is a com-
plaint-driven process. If a person
with a disability believes that he or
she is being discriminated against, it
is in his or her best interest to bring
this issue to the attention of some-
one who can assess, address, and
remedy the situation. This person
could be an employer, a mediator,
an attorney, or someone at the fed-
eral government agency responsible
for enforcing the particular provi-
sion of the law. ADA protection is
afforded to all persons with disabili-
ties regardless of their age or kind
of disability. However, the ways in
which the law is enforced varies
based on the individual case.

Sometimes action on a claim of dis-
crimination against a person with a
disability is taken to the judiciary
branch in the form of a lawsuit.

The state legal system in the United
States most often is three-tiered:
District, Appellate and Supreme
Court. A case is typically brought
by the complainant at the lowest
level or court, usually a "District" or
"Trial" court. Once a case is heard
and a decision, or "judgment”, is
made, both the defendant and the
plaintiff have the opportunity to
appeal the decision to an "Appellate
Court" or "Court of Appeals.” In
other words, they can try to get the
trial court decision reversed by ask-

(HHS Continued on pagkl)
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2008 WALK-A-THON

A New Year ~ A Renewed Hope For A Cure!
Save the date!

WHAT: Eleventh Annual MG Walk-A-Thon
WHEN: Saturday, May 10"

TIME: 9:45AM Registration / 10AM Walk Begins
WHERE: Packanack Lakei 1 Lap (approx 3 miles)

Immaculate Heart of Mary Church Parking Lot
580 Ratzer Road
Wayne, NJ 07470

The 11" Annual Myasthenia Gravis (MG) Walk-A-Thon is set for Saturday, May 10thbeginning at 10:00AM,
registration begins 9:45AM. This approximate 3-mile walk around Packanack Lake will help create awareness and
raise funds for research, patient services, public education and information in the fight against Myasthenia Gravis
(MG).

Myasthenia Gravis (MG) is a chronic disabling autoimmune, neuromuscular disease of severe crippling weakness.
Symptoms include but are not limited to, difficulty in moving, breathing, chewing, swallowing, speaking and see-
ing. Often misdiagnosed, MG can be fatal if untreated

How Do | Sign Up?
To sign up, please call 1-800-437-49490r log onto our website at www.mgnj.org.

This year, please expect the following
Free T-Shirt
Fun raffle

Free water and snacks
Help Find A Cure!
If you are unable to walk, you can participate by doing the following

Ask your family, friends, neighbors, classmates and co-workers to walk for you.

Ask your company if they have a matching gift program.

Ask your company to donate product/funds. (Corporate Sponsor)

Be a volunteer at the Walk-A-Thon.

Provide a monetary donation T ALL DONATIONS ARE TAX DEDUCTIBLE

Bring a chair, come, sité and see what all the

If you need additional information including promotional flyers, please just let us know.
Stay tuned for future reminders!

Every Step Counts!

us


http://www.mgnj.org/
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ing the next higher level in the court
system to review the case. However
an appeal can be entered if the party
believes the judge made a legal error.
Disappointment in the outcome is
insufficient grounds for an appeal.
After the Appellate Court hears the
case, the parties can appeal once
more to the highest court, usually
called the Supreme Court and usu-
ally composed of nine justices. All
50 states and the federal courts have
some version of a Supreme Court.
The Supreme Court decides issues in
the same manner as the Appellate
Court. However, because no court is
higher than the Supreme Court, no
further appeal is possible. The judg-
ment of the Supreme Court is final.

Sometimes a discrimination issue

can be resolved without the need to
take a case all the way through the
court system. Some litigation is
resolved when a suit is first filed or
shortly thereafter using what is
called a negotiated consent decree.
Consent decrees and formal writ-
ten settlement agreements are two
ways in which ADA disputes often
are resolved. A consent decree is a
judicial declaration expressing a
voluntary agreement between par-
ties to a suit, in this case most of-
ten an agreement by a defendant to
cease activities alleged by the gov-
ernment to be in violation of the
ADA, in return for an end to the
lawsuit, are monitored and en-
forced by the Federal court in
which they are entered. Formal
written settlement agreements are
utilized when the entity blamed for

THE FLASH

violating ADA provisions agrees to
discontinue discrimination and alter
its policy without the need to in-
volve the court system. In some
instances, the public accommoda-
tion, commercial facility, or State or
local government promptly agrees
to take the necessary actions to
achieve compliance. In others, ex-
tensive negotiations are required,
but these entities eventually do
comply. An increasing number of
people with disabilities and disabil-
ity rights organizations are specifi-
cally requesting referrals of their
complaints to mediation. More than
400 professional mediators are
available nationwide to mediate
ADA cases. Over 75% of the cases
in which mediation has been com-
pleted have been successfully re-
solved.

\

ANNUAL
MG WALK -A-THON

May 10, 2008
AWARENESS MONTH

January 12, 2008~ 11:00 a.m.

March 9, 2008 ~ immediately following the general

June 2008

August
MG GOLF CLASSIC

August 18,2008
A Jazz Tea

August 10, 2008

membership meeting
May 3, 2008 ~ immediately following the general

Sept. 14, 2008 ~ immediately following the general

!
|

I

membership meeting

i
Nov. 2, 2008~ immediately following the general
membership meeting

Dec. 6, 2008~ 11:00 a.m

membership meeting I
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Drugs that impair neuromuscular transmission

Drugs that impair neuromuscular

transmission and may increase weak-

ness in patients with underlying neu-
romuscular junction disorders:

ANTIBIOTICS
Aminoglycosides
Tobramycin
Gentamicin

Netilmicin

Neomycin
Streptomycin
Kanamycin

Fluoroquinolones
Ciprofloxacin
Norfloxacin

Ofloxacin

Other antibiotics
Tetracyclines
Sulfonamides
Penicillins

Amino acid antibiotics
Macrolides
Azithromycin
Clarithromycin
Ritonavir

Other Quinolones
Quinidine
Quinine
Chloroquine

Drugs implicated as potentially
harmful in myasthenia gravis pa-

tients based on either anecdotal case

reports or in-vitro microelectrode
studies (or both)

Beta blockers
Propranolol
Oxprenolol
Timolol

Practolol

Atenolol

Labetalol
Metoprolol
Nadolol

Calcium channel blockers

Verapamil

Other cardiac drugs
Procainamide
Bretylium
Trimethaphan

Anticonvulsant medica-
tion

Phenytoin

Barbiturates

Ethosuximide

Carbamazepine

Gabapentin

Ophthalmologic medica-
tions

Timolol

Betaxolol hydrochloride echothio-
phate (a long-acting cholinesterase
inhibitor used in the treatment of
open angle glaucoma)

Psychiatric drugs
Lithium carbonate
Phenothiazines
Amitriptyline
Imipramine
Amphetamines
Haloperidol

Other drugs prescribed by

neurologists
Riluzole

HiH

GARDEN STATE CHAPTER FUNDRAISERS

The Garden State Chapter currently
runs four fundraisers. The board of
directors wants to thank the three
program directors and the many
helpers who have made these
events successful.

THANK YQOU!
Annual Golf

1 Edward M. O'Mara - Devel-
opment Director/Golf Outing

1 Jason Gershwin - Golf Com-
mittee Chairman

1 Members - Golf Committee
Walk-A-Thon

1 Kelley A. DeVincentis -
Program Chair

Sit-A-Thon

1 Maryann Pasqualone -
Program Chair

A Jazz Tea

1 Celeste Bateman

These events and the funds gener-
ated have created over 1/4 million

dollars over the past three years.
This money is used for provide in-
formation and education to medical
professionals, promote public
awareness, and fund MG research.

By: Chairman Garden State Chap-
ter, Robert Allen
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Memorials

Robert & Diana Allen
Tracy Lynn Allen

Catherine Motta

Rose & Edgar Bracco

Estelle Wilk

Kenneth & Rosemary Schreiner
Nora S. Wilmot

Mr. & Mrs. Jack B Joyce
Gerald Usefof

Ellen & Martin Kusnetz

Eleanor Pupello

Ellen & Martin Kusnetz

John J. Paylo

Staff at the Wyckoff Motor Vehi-

cle Commission
Catherine & Daniel Pilla

Support Services

If you are interested in participating in a support group
in the following areas, please contact :

Warren County area:

Edward Hultberg

PO Box 104
Blairstown, NJ 07825
908/362-9449

Mercer County area:

Johanna Haagi

wanting to start a support group

38 Pine Knoll Drive,

Lawrenceville, NJ 08648 at 609-883-4728
Camden County area:

Stephen Slepner

302 CambridgeRoad

Cherry Hill, NJ 08034-1820

(856) 667-3504.

MEMORIALS AND
TRIBUTES

PAGE 13

In Honor of :
Kell ey DeVincentis6é Birth
day!

Ed & Bertha Simpson
In Honor of Ruth Sampson

Stephanie Laucius

Spencer Forman

312 Prospect Ave
Princeton, NJ 08540
(H) 609-924-0926
732-521-0294
szforman@verizon.net

Passaic/Bergen County Area

Carolyn Cooperman
21 Vale Road
Wayne, NJ (973) 839-0273

Anyone seeking to join a support group, please call
Kelley at the Garden State Chapter Office at:1-800-
437-4949



mailto:szforman@verizon.net
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MEMORIALS-TRIBUTES

On happy or sad occasions, you may wish to let
friends or relatives know you are thinking of them.
An appropriate and meaningful way is through a gift
to the Chapter for one of its projects to help those

who are trying to cope with MG.

Enclosed is my gift of $

In memory of
In honor of
Occasion

2007 DUES NEEDED

Please pay your dues today!!!
Make checks payable to:
Garden State Chapter of MGFA

PO Box 4258

Wayne, NJ 074744258
Regular $20

Sustaining $35
Supporting $75

Life $150
| am a:
Patient

Other

Family Member

NEWSLETTERTITLE

Send acknowledgment card to:
Name:

Address:

City:
State: Zip:
Donotrl/s:

Name:

Address:

Enclosed is $ for my 2008 dues
Name

Address:

I am also enclosing an additional donation

of $

You may, if you choose to do so, specify the purpose for
which this donation is to be used (research, literature,
patient services, etc.) Your gift then will be allocated to
that particular account.

___ Research
__ Literature
___ Patient Services
Other

Join the crusade against MG!

The first step you can take is to become active in the work of your Chapter. Much remains to be done in creating a
full awareness about Myasthenia Gravis throughout the entire medical community and the general public.

Here are some of the ways you can help:
1Become a dues-paying member of the Garden State Chapter;

TAttend quarterly membership meetings that are held around the State;

TAsk for guidance as to how you might start up an MG Support Group in your area;

fProvide newsworthy material for the Flash Newsletter; and Volunteer to serve on one of our several committees.
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# Phone Friends and Pen Pals Comer

The following members would like to hear from those of you who wish to become a pen pal or phone friend. If you would like to join our
Phone Friends and Pen Pals Corner, please complete the authorization below and return to: Garden State Chapter/MG Foundation, P.O Box

4258, Wayne, N.J. 07474.
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UNDER 21

Kieona Briggs
49 Fisher Drive
Franklin Park, NJ 08823
(732) 951-9614

Amie Krout

215 Fenimore Drive,
Williamstown, NJ 08094
(609) 567-0885

21-30

Janel Burgos

619 Colonial Road
Franklin Lakes, NJ 07417
(201)921-3015

Betsy D. Cruz

1026 S. Merrimac Road
Camden, NJ 08104
(856) 962-6060

Sandra Gulla

14 Dey Hill Trail,
Totowa, NJ 07512
(973) 942-0650

Colleen Rue

12 Charlotte Ave.
Trenton, NJ 08629
Colleenrue@yahoo.com

3140

Linda Hawkins

214 Volari Apartments
Burlington, NJ 08016
(609) 386-0437
MzLinda@webtv.net

Brenda D. Holding
98 Central Avenue
Apt. C-40
(856)-453-1425

Fiona Keyes

102 Mill Road
Oreland, PA 19075
(215) 885-6848

Jimmy Koutros
255 Demott Lane
Somerset, NJ 08875
(732) 873-3401

Joanna Turner
644 High Street,
Perth Amboy, NJ 08861
(732) 697-0801

41-50

Beth Bariss

483 Genista Avenue
Galloway Twp, NJ 08205
(609) 652-2514

Debbie Borrelli
Salem Ave.
Turnersville, NJ 08012
(856) 232-1562
gert2258@aol.com

Celeste Bateman Mangan
68 Shepard Avenue

Newark, NJ 07112

(973) 705-8253

Georgianne Perrotti

21 Harding Ave.

Edison, NJ 08820

(732) 494-6452
mjp.mack@worldnet.att.net

51-60

Edward Hultberg
P.O. Box 104
Blairstown, NJ 07825
(908) 362-9449

Nana D. Tucker
46A Pain Ave #6
Irvington, NJ 07111
(973) 416-9769

Kathleen Tarabocchia
1506 79" Street
North Bergen, NJ 07047
(201) 854-8190

61 AND OVER

Elizabeth Burton

11 Gilbert Place

West Milford NJ 07480
(973) 697-5396

George Brennan

124 Hatch Lane
Manahawkin, NJ 08050
(609) 978-5157

Thomas Butler
360 Kennedy Street
Iselin, NJ 08830
(732) 382-3005

Mary Byrnes

70 Glenbrook Road
Morris Plains, NJ 07950
(973) 538-1330
mlbyrnes@juno.com

Dorothy Dunning

36 Mt. Bethel Rd.

Port Murray, NJ 07865
(908) 850-3059

Dalphine Johnson
50 Bedford Terrace
Irvington, NJ 07111
(973) 373-7820

Jean Blachford Jurow
502-B Springfield Way
Monroe, NJ 08831
(609) 655-8558

Phyllis Knowles

31 N Maple Ave Apt 199
Marlton N J 08053
Pknowles10@AOL.com
(856) 797-1580

Bill Nothnagel

57 Red Hill Road
Manchester NJ 08759
(732) 408-1979
poorbill@webtv.net

Herbert Seidman

709 Wayne Road
Lindenwold, NJ 08021-2929
(856) 783-3420
H1s@snip.net

Stephen M. Slepner

302 Cambridge Road
Cherry Hill, NJ 08034-1820
(856) 667-3504
Slepner@comcast.net

Sam Straniero
340 Middle Road
Hazlet, NJ 07730
(732) 264-0751

Helen Worman

54 E. Locust Avenue
Colonia, NJ

(732) 381-7064

Len Borkland

7 Ches Oak Drive,

CMCH, NJ 08210
609-465-5068

609-675-5421 (cell i verizon)

| authorize the Garden State Chapter of the Myasthenia Gravis Foundation to list my name, address, and telephone number in the
newsletter so that | may be contacted by other individuals with MG.

Name:

Under: 21 21-30
Signed:

Address:

31-40 41-50

Telephone:

51-60 61 & Over

Date:




THE GARDEN STATE CHA PTER OF
MGFA

P.O. Box 4258
Wayne, N.J. 07474

WHAT IS MG?

Myasthenia Gravis (MG) is a chronic disabling neuromuscular
disease of severe, crippling weakness of voluntary muscles and
increases with activity and decreases with times of rest. Symp-
toms include difficulty in moving, breathing, chewing, swal-
lowing, speaking, and seeing. Often misdiagnosed, it can be
fatal if untreated.

Phone: 800-437-4949 (NJ Only)
Phone: 973-835-4444

Fax: 973-835-4452

E-mail: mgnj@magnj.org

Lets Find A Cure

Our Mission

The Garden State Chapter's mission is to assist MG patients,
provide information and education to medical professionals, and
promote public awareness and fund mg research.

Wedre on th

http://www.mgnj.org

Chapter Profile

It is with a great deal of pride that we introduce this Garden
State Chapters Home Page. Our chapter was organized in 1972

.\\ 7 at Englewood Hospital as the Northern New Jersey Chapter.
-QO- . From a very small, but dedicated group of volunteers who
AN COITI[HUHIW helped less than forty myasthenia's living in the seven northern

Health Charities

WORKING FOR A HEALTHY AMERICA

counties of New Jersey. We have grown to the point where,
since 1980 being assigned the responsibility for the whole state,
our volunteers serve over 750 patients in the State of New Jer-

sey.

General membership meeting and lunch March 9™ 2008. Meet the doctor Dr. Campellone at
the Cooper Educational facility in Voorhees, N.J.

FROM NORTH NJ
1. Turn right to merge onto 1-287 S

2. Take exit 37 to merge onto RT-24
E toward Springfield/I-78 E

3. Take the exit onto 1-78 E toward
Newark/Garden State Pkwy/Local
Lanes

4. Take exit 52 for Garden State
Pkwy

5. Keep right at the fork, follow
signs for Pkwy S and merge onto
Garden State Pkwy S, Partial toll
road

6. Take exit 129 for New Jersey
Turnpike/1-95, Toll road

7. Follow signs for 1-95 S/NJ Turn-
pike S, Toll road

8. Keep right at the fork, follow signs

for Trucks-Buses/Cars and merge
onto 1-95 S/New Jersey Turnpike S

9. Take exit 4 to merge onto RT-73 S

10. Turn right toward RT-73 S
11. Turnright at RT-73 S
12. Turn right at Evesham Rd

13. Turn left at Centennial Blvd,
931 Centennial Blvd

FROM TOMS RIVER NJ
1. Slight left at RT-70 W

2. At the traffic circle, take the 5th
exit and stay on RT-70 W

3. At the traffic circle, take the 3rd
exit onto RT-70

4. At the traffic circle, take the 2nd
exit onto RT-70 S

5. Turn left toward RT-73 S

6. Turnright at RT-73 S
7. Turn right at Evesham Rd

8. Turn left at Centennial Blvd To:
931 Centennial Blvd

FROM CAMDEN NJ

1. Merge onto US-30 E via the
ramp to New Jersey Turnpike

2. Slight left at Kaighn Ave

3. Slight right at Marlton Pike/RT-
70E

4. Turn right at Springdale Rd
5. Turn left at Kresson Rd

6. Turn left at Centennial Blvd
To: 931 Centennial Blvd
Voorhees, NJ 08043




