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here are many exciting developments at
our Chapter that I want to share with
you. Two new fundraising initiatives in
September were very effective. The

Chapter launched its first two-day MS150, the
Twin Forks Bike Tour, with 180 riders. It was very
moving to see people from all over
LI and beyond, united in their
commitment to fight MS. Kudos
to the staff and volunteers for your
attention to every detail in creating
a fun-filled event for everyone! 

The Chapter also held its first
Dinner of Champions honoring
members of the Long Island 
business community and an
Everyday Hero at a lovely 
banquet. These events raise MS
awareness in our community and
raise financial resources to 
support local programming and
services and important research initiatives.

The Chapter’s programs team is busy developing
new programs to meet member needs. If you have
a special occasion coming up, it’s the perfect time
for some pampering under the See Me Smile
Program. If the holidays are a difficult time for
you, please seek support through the Self Help
Groups and other programs. The programs staff
can help you to figure out which program or 
service is right for you, just call and ask.

Like most of you, I struggle with the effects of MS
every day.  I am grateful to have the MS Society to
support me in celebrating my successes and facing
my challenges.  Remember -- success is a journey,
not a destination.  Wishing you a healthy and a
happy new year!  
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For the last 19 years, Bob Zeien has driven
his Chevy Astro Van along countless roads
for the Long Island Chapter’s MS Bike Tour
for his role as SAG: Support and Gear 
driver. 

Whether he is performing a
quick tune-up on a bicycle,
transporting tired bikers to
the nearest rest stop or
trailing behind the last
rider to the finish line,
Zeien really enjoys helping
out.

Bob, a bio-engineer who
designs high-speed surface
measurement devices for
the reproduction of body
surfaces for prosthetics and
orthotics for the medical
field, has made his living helping others.
The technology he has created is so
advanced it can reproduce a surface for an
amputee or a mask for a burn victim within
the blink of an eye.  This is such a gratifying
feeling for Zeien whose devices, which are
used in hospitals across the country and in
Europe, have helped hundreds of thousands
of people.

His involvement with National Multiple
Sclerosis Society, Long Island Chapter
began in the late 1980’s when his friend,
Paul Langer, a volunteer at the time, who
today is the Chairman of the MS Bike Tour,
told him about the organization.  Zeien
signed on and nearly two decades later still
donates his time to the cause and enjoys
every minute of it.

“The people are amazing.  They put so
much of their time in helping,” said Zeien.
“That type of energy is contagious.”Energy.
Indeed.

The night before this year’s 150-mile Twin
Forks Bike Tour, Zeien and
a friend were out burning
the midnight oil marking
the route, while battling
Mother Nature and the
blustery weather 
conditions. 

Non-stop action is what
Bob is used to.  In fact, it is
not unusual for Bob to
work an 80-hour week, fly
his single-engine high 
performance-plane, “A
Beech Bonanza”, enjoy

boating off the waters of Long Island and
still find time to volunteer at the Chapter.

Bob, who does not have multiple sclerosis,
admits that he did not know much about
the disease before he became a volunteer.
He has since developed a great appreciation
for those living with MS. 

“It is amazing how prevalent it is,”
commented Bob.  “There are so many 
people who have it and don’t even know it.
If I can help raise funds and awareness for
multiple sclerosis, then it is all 
worthwhile.”

A Model Volunteer

Bob Zeien



“STORY MEMORY TECHNIQUE”
MAY IMPROVE MEMORY
Many studies have shown that learning

something new is a key prob-
lem for many people with
MS. A small, Society-fund-
ed study last year suggest-
ed that using a memory
exercise called “story
memory technique” sig-
nificantly improved this

ability in people with mod-
erate to severe MS cognitive

impairment. Nancy Chiaravalloti, PhD,
and colleagues at Kessler Medical
Rehabilitation Research and Education
Corporation in West Orange, New Jersey,

published their results in the February
2005 issue of Multiple Sclerosis.

Story memory technique involves
creating mental pictures and a context,
or story, to help commit something to
memory. The technique was so successful
in last year’s study—88% of participants
showed significant improvement—that
Dr. Chiaravalloti’s team is now testing it
in a clinical trial that will involve 200
people with MS-related learning and
memory deficits.

The researchers expect to complete
the trial in late 2009 and are currently
seeking volunteers. For information, see
www.clinicaltrials.gov/ct/show/
NCT00166283.

R E S E A R C H FALL2006
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here are many MS therapies cur-
rently being studied in clinical tri-
als. You’ve read about some of
them, and you’ll be reading about

many more in the future, as new drugs
and treatment approaches are developed.
The current FDA-approved therapies for
MS were studied for decades before being
released to market, and studies didn’t end
with approval. Here’s a look at the process
that every drug goes through, from labora-
tory to local pharmacy.

“Early studies”; “basic research”
Before a drug can be tested in humans,
scientists must have a solid rationale as to
why it would be helpful. They must also
be reasonably certain that the drug won’t
cause more harm than good. Preliminary
research under either name usually
involves years of experiments in animals
and cells mandated by FDA regulations.

MS drugs are often tested in
lab animals with an MS-like
disease called EAE (experi-
mental allergic encephalo-
myelitis). Only humans get MS,
so researchers must use a “model”
disease at this stage.

If the results are encouraging, they
will be submitted to the FDA with a
request for permission to begin testing in
people.

“Clinical trials,” aka testing in
people
Clinical trials are normally done in three
phases. They are defined by the FDA and
each successive phase involves a larger
number of people.

Phase I: Is it safe?
• Usually lasts several months
• Involves a small number of healthy vol-

Drug Trials: What do the names mean?

T
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unteers or people with MS
• Determines how a drug is absorbed and

metabolized by the human body,
including any side effects

• “Open-label,” meaning that everyone
knows what the volunteers are taking.

Phase II: How well does it work to
treat the disease?
• Lasts from several months to several

years
• Involves larger numbers of participants

with the disease
• Most are “randomized,” meaning one

randomly chosen group receives the
active drug, while a second “control”
group gets either another treatment or
an inactive look alike, or “placebo”

• Can be “double-blind,” meaning nei-
ther the researchers nor participants
know who is taking what until the
trial’s completion

Phase III: Does it work over time for
many people?
• Referred to as “pivotal” trials because, if

successful, the next step is an applica-
tion for FDA approval

• Lasts until all endpoints are met (often
around two years)

• Involves several hundred to several
thousand participants

• Often conducted by multiple teams at
different sites around the country—or
the world

• Provides more extensive understanding
of the drug’s effectiveness and the range
of possible side effects

• Typically randomized and double-
blind, for the most persuasive data

Late Phase III/Phase IV: How does it
perform out in the world?
Just because the FDA has approved a new
drug, the research isn’t over. Most of the
FDA-approved MS therapies—Copaxone,
Betaseron, Rebif, and Avonex—are still in
“post-marketing” studies. Tysabri, which
was approved for rerelease in June (see
NEWS on page 3), will be closely studied
for the next five years in some 5,000 peo-
ple as part of an agreement between
Tysabri’s sponsors, Biogen Idec and Elan
Pharmaceuticals, Inc., and the FDA.

Generally, those studies fall into one
of three categories:
• Comparisons with other available drugs
• Studies of long-term safety and effec-

tiveness and impact on the quality of
people’s lives

• Cost-effectiveness relative to other
therapies

R E S E A R C H
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Drug Trials: What do the names mean? (continued)

Clinical Trials in MS
The National MS Society’s 2006 listing
of clinical trials in MS features ongoing
MS trials, trials being planned, and
recently completed trials. This year’s list
includes 141 studies in MS research,
with everything from small, early-phase
studies to later-stage trials involving
hundreds and even thousands of people.

“Clinical Trials in MS” can be read
on our Web site at nationalmssociety.
org/clinicaltrials, where it is available in
two versions: a basic chart of agents
under study, and an extended version
with detailed scientific information and
results. There is also a list, by state, of the
clinical trials recruiting volunteers.

No Web access? Call us at 1-800-
FIGHT-MS and request a copy.
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A D V O C A C Y

ost people don’t plan to be
activists. But there are times
when problems or issues shake
our lives. We don’t have to join

a rally to make our opinions known. We
can make a rallying cry from the comfort
of home: Write a letter! 

Some general guidelines
for letters

• Include your name and complete
address. Legislators pay attention to
constituents.

• First paragraph—state your purpose for
writing. Name the legislation or issue.

• Next paragraph—state what you want
your legislator to do, such as vote for or
against a bill.

• Say why the issue is important to you.
Give it a “hook”—tell your personal
reasons in a few sentences. If you use
some prewritten text from a form letter
or petition, alter it a bit by adding per-
sonal comments. 

• Last paragraph—thank the legislator for
considering your letter and, if possible,
for past efforts on issues important to
you. Try posing a question so their
office will follow-up with you. Say that
you look forward to a reply.

• Keep it to one issue and make it short—
don’t go beyond one page.

• Stick to the facts. You are educating
your reader. Never use the “BAT”—don’t
beg; don’t assume knowledge you
aren’t sure of; and never threaten. 

• Proofread before you
send.

• Find
contact infor-

mation for legislators at
capwiz.com/nmss/dbq/officials. Or
call your chapter.

Mail vs. e-mail 
Every letter has impact. But be aware that
due to security issues, postal mail to legis-
lators may be delayed. The quickest way
to send a letter is by e-mail or fax if you
can. Otherwise, mail your letter.
Legislators will receive it. 

Other things to do
• Ask friends and family to write a letter.

And ask them to join the MS Action
Network. Responding to timely issues is
easy. Go to nationalmssociety.org/
ActionNetwork. The more people who
respond, the greater the impact on
legislators.

• Write a letter to the editor. It’s a widely
read part of the newspaper.

• If you listen to talk radio, call in when
an issue important to you is brought up.

• Make a phone call to your legislator,
especially if time is a critical factor.

• Vote on election day! If you need
transportation, call your political party.

The Armchair Activist—Keep it to the letter

M
November/December

aybe some words from a veter-
an like me will help. Let me
skip to the “end of the story”
first. About 15 percent of us are

progressive from the start, as I was. Within
two years of my diagnosis, I was using a
scooter almost full-time, although I could
and I can still walk. The scooter didn’t
stop me from playing with my daughter,
or helping to care for my mother. I have
also dated, worked, and socialized.

The past 11 years have had highs,
lows, tears, laughter, and change. For me,
MS has not been a smooth, sight-seeing
kind of train ride, but it hasn’t been an
endlessly dark tunnel, either ...

Back when I was a full-time health
writer I was often asked if I liked the idea
of managed health care. My answer was,
“Sure, as long as I do the managing.” I
believe no one knows my body the way I
do and no one can be my medical advo-
cate better than me.

That doesn’t mean I do everything
alone! Far from it. Having support is vital.
Finding support sometimes takes a bit of
work. I found I needed more than a good
doctor and good friends. I’ve had a coun-
selor of one type or another ever since I
thought my bizarre symptoms meant I
was going crazy. Unlike family members, I
don’t have to worry that a counselor won’t
be able to handle it. It’s a professional
relationship ...

I wish I had learned sooner to keep
track of my health as it changed. So, here’s
a suggestion: Keep a journal in a bedside
drawer and whenever something changes
start a new page with the date at the top.
Draw a stick figure and use circles or

arrows to indi-
cate changes.
Take your jour-
nal with you to
your next
appointment. Write down your questions,
too, as you think of them.

Adapted from “So You Have Progressive
MS” by Sharon Brown. Read it at
nationalmssociety.org/Brochures-
Progressive.asp or call us for a copy.

N E W L Y  D I A G N O S E D

Visit our Website at: nationalmssociety.org
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Knowledge Is Power is a 6-week free,
at-home educational program for
people who are newly diagnosed.

Mail or e-mail formats. To register, call
1-800-FIGHT-MS (1-800-344-4867),
or visit www.nationalmssociety.org.

This is why we’re here.

Have you been diagnosed with “Progressive MS”?
by Sharon Brown

M

Progressive MS Resources on the Web
The National MS Society has devoted a
comprehensive Web page to progressive
MS at nationalmssociety.org/
ProgressiveMS with links to more than
two dozen articles on prognosis, symptom
management, treatments, current research,
life planning, and resources.

If you cannot access the Web, call us
and ask for our progressive MS materials.
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STEM CELL BILL VETOED
On July 19, President George W. Bush
vetoed the Stem Cell Research Enhance-
ment Act of 2005, which would have

increased the supply
and quality of human

embryonic stem cell
lines that can be

used in feder-
ally funded

research.
Hours
later, the

U.S. House of Representatives fell 51 votes
short of the two-thirds majority needed to
override Bush’s veto. The vote was 235 for,
193 against.

President Bush’s veto came in the
face of bi-partisan congressional backing
for the bill, and strong public support—
including thousands of people with MS
who called and e-mailed. Supporters
noted that the original federally approved
stem cell lines have been whittled down
to about 20, all of them contaminated.

Because of the veto, funding from the
National Institutes of Health remains
restricted to embryonic stem cell lines cre-
ated before August 9, 2001. The ban goes
beyond forbidding federal dollars to be
applied to such research. It is illegal for
any federally funded equipment to be
used for research on newer cell lines.

“We regret the decision to veto the
bill,” Joyce Nelson, president and CEO of
the Society said. “But we appreciate the
many congressional leaders who see the
promise in expanding this important
research area.”

TYSABRI AVAILABLE AGAIN
Tysabri (natalizumab)—the latest disease-
modifying drug for controlling MS—

returned to market this summer following
its second approval by the FDA. Biogen
Idec and Elan Pharmaceuticals anticipate
some delays over the next few weeks while
infusion professionals receive special
training and new infusion sites are set up.

The drug, given monthly by IV, is
only available to patients and physicians
who have registered in the TOUCH pre-
scribing program at authorized infusion
sites where medical personnel have been
trained to minimize the risk of PML. PML
(progressive multifocal leukoencephalo-
phy) is a brain disease that occurred in
three people who had been in Tysabri
clinical trials. Two of them died.

Under new FDA guidelines, Tysabri is
generally recommended for people who
are unable to tolerate or have had a poor
response to the other approved disease-
modifying MS therapies. It is not to be
combined with the chronic use of any
other immune-modifying agents and it is
not recommended for anyone with a
weakened immune system.

Complete information, including
frequently asked questions, is available
on our national Web site at nationalms
society.org/tysabri.asp, or by calling us,
or Biogen Idec (1-800-456-2255).

EXPERTS ONLINE
The Rocky Mountain MS Center has an
online Forum where anyone with a com-
puter can get answers to questions from
MS professionals as well as tap into the
collective wisdom of experts—people who
live with MS.

To participate, register at www.
mscenter.org/forum. The Forum is mod-
erated by the professional staff of the
Center who will do their best to answer
all questions.

November/December
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DEATH OF SENATE BILL 1955
When Society activists converged on
Washington last spring they hoped to stop
S. 1955, the Health Insurance Marketplace
Modernization and Affordability Act of
2005.

Despite the appeal of words like
modernize, affordability, and marketplace,
our policy analysts quickly saw the pitfalls
for people with MS. The bill would have
allowed small businesses to opt for inade-
quate health coverage and it would have
required them to pay higher insurance
rates for their employees with chronic
health problems. The MS community was
deeply concerned about the impact this
would have on getting or keeping a job
with a small firm.

MS activists visited 80 senators and
made their concerns known. So did mem-
bers of the Society’s Action Network, who
along with other advocacy groups, flood-
ed Senate offices with calls and emails. On
May 11th the Senate failed to invoke clo-
ture on S. 1955 (meaning a motion to
bring the bill to a vote). The maneuver
means the bill is dead.

An alternative bill, S. 2510, has been
introduced that may make insurance
more affordable for small business with-
out jeopardizing state health care protec-
tions. To keep abreast of federal insurance
legislation and more, join the MS Action

Network. Go to nationalmssociety.org/
ActionNetwork. Or call us.

MILESTONES IN MS CARE:
20, 9, AND 6 YEARS OF SERVICE
MS professional organizations are flour-
ishing—with success that brings benefits
to everyone contending with this disease.

20 YEARS: The Consortium of MS
Centers, or CMSC, pioneered the concept
that people with MS need medical care
plus rehabilitation, psychological, and
social supports by a team of specialists.
Today, CMSC connects 4,000 MS profes-
sionals in the U.S., Canada, and Europe.

Go to www.mscare.com for an
alphabetical list of the U.S. comprehensive
MS care centers that are CMSC members.

9 YEARS: International Organization of
MS Nurses, or IOMSN, was formed to
share the knowledge nurses need to best
care for people with MS. It encourages
nurse-led research and offers certification
examinations. In just 9 years, IOMSN has
certified 11,000 MS nurses in 29 countries.

If you see a nurse name tag with
“MSCN” on it, you have met an MS spe-
cialist. Visit www.iomsn.org.

6 YEARS: Latin Americas’ Committee for
Treatment and Research in Multiple
Sclerosis, or LACTRIMS, includes 500
professionals in 17 North, Central, and
South American countries. Once consid-
ered rare among people of Hispanic back-
grounds, MS is now reported at rates
matching the U.S. in areas where MRI is
readily available.

LACTRIMS helps establish clinical
care centers, stimulates research, and pro-
motes the best MS treatment. Go to
www.lactrims.org for more information.

N E W S FALL2006
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MS activitists at work during the 2006
Public Policy Conference.
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he doorbell rings. The
baby cries. The dog
barks. You freeze.
There’s too much

coming at you at once and
you’ve lost—in this moment
—that executive function:
what to do next. Cognitive prob-
lems can sneak up on people with MS.
There are many things that help: keep a
notebook and pen on hand for your to-do
list; use an electronic organizer or digital
recorder; post a family calendar on the
refrigerator. But what else?

Keep the brain on its toes
“Anything that keeps your mind engaged
and that’s fun is beneficial,” said Patricia
Bednarik, a speech language pathologist at
the University of Pittsburgh MS Center,
which sees over 2,000 people with MS.
“Puzzles and games of all kinds are won-
derful for the brain and really help exer-
cise concentration, organizing, planning,
and memory skills,” Bednarik said.

While waiting . . .
Challenge yourself whenever you have to
wait. Count backwards by 2, 3, or 5.
Name states that start with “M.” Carry
puzzle books or crafts.

Speaking of interactive
Solitaire is good but playing games with
others is better. If there’s a club for your
hobby or favorite game, join it. “Interact-
ing with other people has cognitive bene-
fits,” Bednarik said.

Get physical
“Work the other side of your brain. Brush
your teeth or hair with your other (non-

dominant) hand. Button a shirt
with your eyes closed, sitting
down,” Bednarik added.
“And remember physical
exercise helps too. The brain
benefits from the increased

oxygen that exercise brings.”

L I V I N G  W I T H  M S
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Mind Games: Make the best of your cognition

T
Brain Games

On the Web
www.gotofreegames.com
Offers games for sale—picture matching,
card games, jigsaws, and more—and
samples to play for free.
www.cut-the-knot.org
Has math games galore involving proba-
bility, illusions, fractals (if you play
you’ll find out what they are).
www.puzzledepot.com
Has everything from traditional board
games to animated cartoons. Some
require good hand-eye coordination or
may be hard to see, but sound effects
and lively graphics make them fun.
www.terrystickels.com
Offers excellent brain stimulators from
syndicated columnist Terry Stickels.

In the Books
Puzzle and game books are quieter and
easier to carry. Moreover books can be
used with magnifiers if MS is fuzzing
one’s vision.

To discover what’s personally
appealing, sample crosswords, Sudoku,
word search, acrostics, mazes, and more.
Puzzle books can be found everywhere
from dollar stores to bookstores.
Amazon.com has a huge selection.

November/December
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Computer Assistance
Program and 

Computer Training
Program

The National Multiple Sclerosis Society
Long Island Chapter offers refurbished
computers and two hours of training to
members who meet the financial criteria.
Our computer handyman, George
Waldbusser, will deliver, set up and train
those who are in need of assistance.  This
program is made possible by the
Christina Foundation and our members.

Ramp Program
The Long Island Chapter provides up to
$1,000 to those members who 
demonstrate a financial need for the 
purchase and installation of home ramps.
The member is responsible for obtaining
three competitive bids for the ramp 
project and choose the most economical
one that best fits their needs.

This program is funded by the Dee Kaplan
Memorial Fund & Citibank.

Grocery Shopping
Program

The Long Island Chapter offers a grocery
home delivery service for members in
both Nassau and Suffolk counties. The
Chapter will pay the delivery fees twice a
month, for those who can show financial
need. The member is responsible for 
paying for the groceries.

For more information, please contact Michelle Witchley at 
(631) 864-8337 or (516) 740-7227 Ext. 206 

or email her at mwitchley@nmssli.org.

P R O G R A M S



veryone loves to receive a gift.
Birthday, holiday, anniversary, it does
not make a difference.  A gift is a

great source of joy regardless of the reason.
While most have heard the saying, “it is better
to give than receive”, few actually take action.
The staff at South Shore Neurologic 
Associates, P.C. (SSNA) clearly believe the 
saying to be true, and did take some action. 

The entire SSNA staff work closely with 
people who have MS and witness first hand
the challenges and struggles they face.  They
have grown to understand some of these
challenges with insurance companies, 
prescription coverage, coordination of 
benefits, and the overall health care system.
Over time, the staff has grown to know and
care for the patients who have come in for
years for their care and treatment needs.  In
fact, two patients met in the waiting area, 
developed a friendship, progressed into a
romance, eventually married and now have a
beautiful baby girl.  

Anne Dunne, RN, MBA, MSCN is the
Executive Director of the Comprehensive
Multiple Sclerosis Care Center  at South
Shore Neurologic Associates, P.C.  She is a
member of the Long Island Chapter’s Board
of Directors, Clinical Advisory Committee,
Chapter Programs Committee and is a 
member of the Advisory Board of the
National Pediatric MS Center at Stony Brook.

In 1997, in lieu of a holiday gift the staff at
SSNA took up a collection as a gift for Anne.
That first year they collected $265.00, and
made a donation to the National Multiple
Sclerosis Society, Long Island Chapter
(NMSSLI) in her name. She is very proud of
her staff’s generosity and selflessness in taking

steps to continue in the fight against multiple
sclerosis.  Last year, the staff restricted its gift
to a fund exclusively for people with MS.

Now, almost ten years later, South Shore
Neurologic Associates, P.C. has its own
Comprehensive Multiple Sclerosis Care
Center affiliated with the NMSSLI.  As the
holidays approach, the staff is once again 
getting excited about starting their collection,
and exceeding last years donation of
$1,225.00.  Over the past few years the staff
has donated close to six thousand dollars to
the Long Island Chapter in Anne’s name and
these funds have been used exclusively for
our Long Island members.

For more information about donating
to this fund, contact Gene Veigl,

Program Director at the Long Island
Chapter at 631-864-8337 or 

516-740-7227 x222 or email at 
eveigl@nmssli.org

M S  C A R E  C E N T E R  S T A F F  G I F T November/December
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It’s Better to Give than Receive
Submitted by the staff at South Shore Neurologic Associates, P.C.
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Long Term Disability
w

Accidents
w

Disability
w

Lectured at MS conferences and support
groups; active on Long Island Chapter’s

MS Committees

25 YEARS EXPERIENCE

OFFICES
666 Old Country Road, Garden City NY

225 Broadway, New York NY

S O C I A L S E C U R I T Y

D I S A B I L I T Y

FREE CONSULTATION

LAW OFFICE OF GARY GLENN

(516) 829-5551

I wanted to let you know how much we
appreciate the help with the air condi-
tioner and wanted to thank you and the
people who donated and to the owner
of Sarjenco who took the time to bring
and drop off the air conditioner to us. 

Last year I took cold baths and soaked
my head in the sink to remain cool. I
carry ice packs with me and now do not
care what people think while I stand in
line waiting to check out in a store.
Most think I have a toothache! LOL! 

I wanted to say thank you and if you all
were here in front of me a big hug for
your help and I truly mean this from my
heart. Please let them know how much
this truly meant to me and pass along
my hugs. 

Yours truly,
Elaine Murphy

I’ve always enjoyed cooking, but was
frustrated when my MS symptoms pre-
vented me from continuing to do so.

Once I learned about the National MS
Society’s (homebound recreation) pro-
gram, I found out I could once again
enjoy the cooking experience. Enter
Dawn Demillo, sent by the Long Island
Chapter. She not only shares my inter-
est in cooking, but in many other
things, like playing scrabble. She has
also introduced me to the laptop!

Letters to the Long Island Chapter
For those reasons I call her a go-go
girl. Her friendly personality brightens
the times I spend with her and adds
an important element to my week.
She has introduced me to many
authentic recipes–and there is nothing
like her famous chicken parmesan!

I highly recommend the National MS
Society’s recreational program. It’s
enabled me to enjoy what I thought
was lost from me. 

Sincerely,
Mary Beth Kelly



C O U N S E L I N G  S E R I E S

Visit our Website at: www.nmssli.org
13

Adult Family Members
Melville
MS Society Chapter Office
Michael Greenberg, ACSW
Thursdays 7 p.m. - 8:30 p.m.
October 5th through December 7th
(No session November 23rd)

But You Look So Good
Syosset Hospital
Michael Greenberg, ACSW
Saturdays 10 a.m. - 11:30 a.m.
October 7th through December 2nd

Home Bound Conference Call
Thursdays 1 p.m. - 1:45 p.m.
October 26th through December 21st
(No session November 23rd)

Parenting Conference Call
Wednesdays 1 p.m. - 1:45 p.m.
October 25th through December 20th

Living With MS
Lake Ronkonkoma 
Lake Ronkonkoma, Senior Center
Karen Tuminello, MSW
Wednesdays  7 p.m. - 8:30 p.m.
October 25th through December 20th

Living With MS
Mather Memorial Hospital   
Karen Tuminello, MSW
Thursdays 7 p.m. - 8:30 p.m.
October 26th through December 21st
(No session November 23rd)

East End Support Group
Riverhead
Peconic Bay Hospital 
(Note: they have changed the name)
Karen Tuminello, MSW
Mondays 7 p.m. - 8 p.m.
Starting October 23rd to December 18th

$10 For Each Program
Please make checks payable to: National Multiple Sclerosis Society, Long Island Chapter

Name:_____________________________________________________________________
Address:___________________________________________________________________
City:__________________________________________State:________Zip:____________
Telephone:_________________________________________________________________
Email:_____________________________________________________________________

Series:_________________  Location:_________________  

Total Amount $_________

Mail this form to: National Multiple Sclerosis Society, Long Island Chapter
40 Marcus Drive, Suite 100
Melville, NY 11747

For more information, please contact Jane Reilly at (631) 864-8337 or (516) 740-7227 x 218
or email jreilly@nmssli.org
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Bayshore
4th Mon, 7 p.m.
Rich (631) 745-0478

Hauppauge
Free Spirits 
1st & 3rd Tues, 12 p.m.
Tom (516) 220-4869

Holbrook
MS Connection 
Support Group
Sachem Public Library
2nd Thurs, 7 p.m. - 8:30 p.m.
Arlene (631) 648-7529
Sharyn (631) 736-4371

Lake Success 
Care-Givers 
(Spouses or Partners)
Andrea (516) 466-4955

Lindenhurst
Sharing Our Cares Away 
1st Mon, 11 a.m.
Louise (631) 421-0846
Zaida (631) 243-3174

Long Beach
Parents, Caregivers and Friends
Support
Tuesday, November 14th*
6:30 p.m. - 8:30 p.m.
Sharon (516) 448-0928
* if unable to attend this date, but
interested in the group, call Sharon 

Lynbrook
Empower Me
2nd and 4th Fri., 11 a.m.
Tracy (516) 792-1567

Mastic
1st and 3rd Mon, 1 p.m.
Burt (631) 281-1264

Mattituck
Dates & time TBA
Sue (631) 734-7181
Anneen  (631) 298-0123

Melville
But You Look So Good 
3rd Tues, 6:30 p.m. 
(631) 531-5637 (day)  
(631) 351-3645 (night)

Port Jefferson
Handicapped Support, 
All Disabilities 
Last Tues, 
1:30 p.m. - 3:30 p.m.
Barbara (631) 474-6365

Riverhead 
First Monday
7 p.m. - 9 p.m.
Pam (631) 765-3765 
Diane (631) 653-5537

Seaford
Challengers
Alternate Wednesdays
11:30 a.m. 
Jim (516) 826-8514
Nancy (516) 489-9163  

Syosset
Couples Concerns 
3rd or last Thurs, 
6:30 p.m. - 8 p.m.
Call for dates. 
Jodi (917) 592-1376

Valley Stream
Friends
1st & 3rd Tues, 7:30 p.m. 
Tracy (516) 792-1567
Caregivers group
1st & 3rd Tues, 7:30 p.m. 
Darlene  (718) 229-7272    

Phone Support
Pregnancy and Post Partum Issues? Call Jodi at (917) 592-1376 in the afternoon

Have MS for more than 10 years and have trouble coping?  Call Sal at (516) 752-1116

Trouble leaving your home? Call Eileen at (516) 579-5097

Newly Diagnosed? Call Karleen, RN at (516) 876-9220 between 6-8 p.m.

Need to talk? Call Bob at (631) 648-0570 until 6 p.m.

Want to talk about your spiritual journey as you live with MS?  Call Sister Mary Jo (631) 928-2975 

leave a message until 8 p.m.

Please contact the peer facilitator before attending a meeting.
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Optimizing Communication 
With Your Healthcare Team

SSAATTUURRDDAAYY
DDeecceemmbbeerr 22,, 22000066

Registration starts: 8:30 am
Seminar:  9:30 am – 12:30 pm

Islandia Marriott Long Island
3635 Express Drive
North Islandia, NY 11749
For directions please call: 
631-232-3000
Complimentary parking in rear of
hotel is closest to seminar

Featured Speakers

Andrew Rogove, MD, PhD 
Long Island Neurology, PC
Bay Shore, NY

Shawn Clayton
MS Patient Advocate

New Developments in MS

WWEEDDNNEESSDDAAYY
NNoovveemmbbeerr 1155,, 22000066

Registration starts: 5:30 pm
Seminar:  6:30 pm – 9:00 pm

Holiday Inn JFK Airport
144-02 135th Avenue
Jamaica, NY 11436
For directions please call:      
718-659-0200
Complimentary parking available 
at the hotel

Featured Speaker

David Steiner, MD
Peninsula Hospital Center: 
•Chief of Neurology 
•Medical Director, Stroke Center & Stroke 
Unit
•Medical Director, Traumatic Brain Injury 
Unit

Five Towns Neurology, P.C. & Five Towns
Neuroscience Research:
•Medical Director

CODE: N



On the evening of Thursday, November 16, join young adults
living with MS nationwide for “Real Talk.  Real Answers.  Living
with MS in your 20s and 30s.” The National MS Society and MS
Lifelines are hosting an evening of frank discussion focused on
what it means to live with MS in your 20’s and 30’s.  
An interactive panel discussion will be moderated by a health

expert and will include a career coach, relationship expert and wellness expert.  Rounding out the
panel will be people with MS in their 20’s and 30’s who are in different stages of life but all 
coping with building work and life paths while coping with the unpredictability of MS.  

The event takes place in Washington DC -- but you have the opportunity to participate from
wherever you are!  The event will be webcast LIVE starting at 7 pm ET and will allow virtual 
participants to send in questions for the panel discussion.  

Visit www.realtalkrealanswers.com to read more about this exciting program and to sign up
today!  Information will be posted on a special website after the event for those who can’t watch
live.

For more information about the live webcast, please contact Tara Murphy (631) 864-8337 
or (516) 740-7227 x 209.

Toll-Free Number: 1 800 FIGHT MS
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ATTENTION WELLNESS PARTICIPANT:
Wellness Programs 2006-2007

As you are aware, the National Multiple Sclerosis Society, Long Island Chapter, will offer its
Wellness Programs through its instructors rather than through the Chapter Programs
Department.  This new approach of registering will also allow you as a member of the Society to
choose an activity, location and time that best fits your schedule and lifestyle.  A schedule of
classes has been published in our Wellness Program Booklet, which you should have received
in the mail.  If you have not received one or are interested in receiving one, please call
Tara Murphy at (631) 864-8337 or (516) 740-7227 x 209.

(Print Name)
Member of the National Multiple Sclerosis Society,

Long Island Chapter
Wellness Program Participant

40 Marcus Drive, Suite 100, Melville, NY 11747
Ph: 516.740.7227 or 631.864.8337

Long Island Chapter

Save the Date! 

P R O G R A M S November/December

Please cut and carry this membership card.
The facility and/or instructors will ask for
this card upon entry into their program.



Five Tips for Year-End Giving

ike most people, you probably do the majority of your 
charitable giving toward the end of the year. Year-end has

become the “season of giving” for personal and charitable gifts.
The closing of the tax season encourages itemizers to secure
income tax deductions, and non-profit organizations, including the
National MS Society, remind us to give with earnest end-of-year
appeals.

Here are five tips to help you make the most of your year-end giving:

1. Calculate your income.
Take the time to do some planning while you still have the opportunity to make a year-end 
charitable gift. If you will owe more taxes this year, you may want to create a larger charitable tax
deduction for yourself this year by increasing your giving before December 31st.

2. Review your stocks.
Look at the appreciated stocks you have held for more than a year. It may be prudent for you to
make your year-end gift using appreciated stocks and avoid capital gains tax in the process. By 
giving the stock to the Society and allowing us to sell it, you also get a charitable deduction for
the full value of the stock, just as you would with gifts of cash.

3. Consider a Charitable Gift Annuity.
The MS Society offers Charitable Gift Annuities, providing you with guaranteed payments for your
life as well as current tax benefits. Our Gift Annuity Administrator can provide confidential 
personalized illustrations and printed material to assist you and your advisor(s).

4. Do your giving early.
This is especially true if you want to make a gift of non-cash assets (stock, real estate, etc.) 
life-income gifts (gift annuities, trust arrangements, etc.). Your professional advisor(s) and the
Society’s Gift Planning Office will appreciate helping you avoid the end of the year rush with early
gift activity.

5. Talk to your advisor.
Before making any significant gift to the Society have your CPA, attorney or other advisor 
determine the impact of your gift on your income tax return and estate. The Society encourages
you to give prudently, joyfully and generously. 

For more information about the year-end giving opportunities at the National MS Society,
Long Island Chapter, contact Barbara Travis, Director of Major Gifts, at (631) 864-8337. 

We care about a cure … this is why we are here to help.

Visit our Website at: www.nmssli.org
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n August 17, 2006, President Bush
signed into law new tax incentives for

charitable gifts from donors who are 
70 ½ or older.  The Pension Protection Act
of 2006 encourages financial support of 
qualified charitable organizations such as
the National Multiple Sclerosis Society.
Under this new law, you can make a
lifetime gift using funds from your IRA
without undesirable tax effects.  Previously,
if you had taken a distribution from your
IRA or Roth IRA to make a gift to the MS
Society, you would have been required to
pay income tax on the distribution; then
you would have been entitled to a 
charitable deduction for the gift amount to
the MS Society.

Fortunately, now these IRA gifts can be
accomplished simply and with no out of
pocket tax expense to you.  Plus, you can
make a substantial gift now – while you are
living and able to witness the benefits of
your generosity.  This opportunity is 
available for both the 2006 and 2007 tax
years, so you will want to act soon!

You can benefit from this new law if:
• You are age 70 ½ or older 
• The gift is $100,000 or less each year
• You make the gift on or before
December 31, 2006 for the 2006 tax year;
or you make the gift on or before
December 31, 2007 for the 2007 tax year
• You transfer funds directly from an
IRA, Rollover IRA or a Roth IRA to the
National MS Society

An Example of How the New Law Works
Pat, aged 80, has $450,000 in an IRA and
has pledged to give the Society $75,000

this year as a charitable gift.  If Pat transfers
$75,000 from her IRA directly to the
Society, she will avoid paying income tax
on that amount.  She cannot, however,
claim a charitable deduction – it is a pure
“wash” and Pat has found an easy way to
benefit people with MS without tax 
complications.

If she desired, Pat could give more than
$100,000.  The legislation allows a 
maximum $100,000 gift in both the 2006
and the 2007 tax years.  So Pat could make
a gift of $100,000 each year.  Plus, if she
has a spouse aged 70 ½ or older with an
IRA, he can give a maximum of $200,000
over the same period.

How to Make a Gift
Contact your IRA custodian to transfer your
desired amount to the National MS Society.

For More Information
It is wise to consult tax professionals if you
are contemplating a gift under the new law.
The Society’s Special Gift Office is pleased
to provide you educational information
about the new law.  Call Barbara Travis,
Director of Major Gifts, Long Island
Chapter at (631) 864-8337 
or (516) 740-7227.

W A Y S  T O  G I V E November/December
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RETIREMENT
PAYMENTS
YOU CAN
DEPEND ON
With all the ups
and downs in the
financial markets,
many of the Society’s friends are turning
to our gift annuity program.

A gift annuity is a contract between a
donor and the Society wherein the donor
transfers money or property to the Society
in exchange for our promise to pay the
donor fixed annual payments for life. It
provides an ideal way for people to sup-
port the Society while making certain they
have first provided for themselves.

How it works
Mr. and Mrs. Smith are both 75 years old.
They donate $50,000 to the Society in

exchange for a charitable gift annuity that
pays them 6.3% percent (based on their
combined ages) or $3,150 every year for
the rest of their lives. And even when one
of them dies, the surviving spouse will
continue to receive the same fixed pay-
ments for the rest of his or her life.
Because the payments are backed by the
full assets of the National MS Society, the
Smiths can have confidence that their
annuity checks will always be there for
them. They also have confidence that their
charitable donation supports the Society’s
mission to end MS.

You don't have to be married to
obtain a gift annuity—single-life annuities
pay a higher rate. Also, the older a donor
is, the higher the payment rate. To learn
more, call our Special Gift Office at 800-
923-7727.

F U N D R A I S I N G FALL2006
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New Tax-Savings Opportunities for Donors Aged 70 ½
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National MS Society Scholarship Program

The National MS Society offers a scholarship program that assists families affected by multiple 
sclerosis. The program opened October 1, 2006 and closes January 15, 2007. There is no charge to
apply for the scholarship. 

Who is eligible?
•  High school seniors who are the children of people with MS who will be attending an accredited post 

secondary school for the first time. 
•  High school (or GED) graduates who are the children of people with MS who will be attending an accredited   

post secondary school for the first time. 
•  High school seniors who have MS and will be attending an accredited post secondary school for the first   

time. 
•  High school (or GED) graduates of any age who have MS who will be attending an accredited post secondary  

school for the first time. 
•  Applicants must be a United States citizen or legal resident who plans to  

enroll in an undergraduate course of study at an accredited two-or 
four-year college, university, or vocational-technical school located in the     
United States. Applicants must be enrolled in at least six credit hours per  
semester in course work leading to a degree, license, or certificate.

The application is available at www.nationalmssociety.org 
or by contacting Gene Veigl at the Chapter office 

(631) 864-8337 ext 222, or (516) 740-7227 ext. 222

G I F T  G I V I N G
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co-sponsored by

®

HOLIDAY SHOPPING BENEFIT

Help support our organization by doing your holiday shopping at participating Americana Manhasset and

Wheatley Plaza stores from Wednesday, November 29 to Sunday, December 3 during regular shopping center

hours. Select our organization when registering for your CHAMPION CARD. Champions for Charity® is a holiday

shopping benefit where 25% of your pre-tax purchase will be donated to those charities you select. Your

purchases are not automatically eligible. Your CHAMPION CARD is required to allocate your donation and

MUST be presented at the time of each purchase. All 2006 Champions for Charity® shoppers will be eligible to

win a $2,000 Americana Manhasset GiftCard.

To register for your CHAMPION CARD and for further information about Champions for Charity®, visit

championsforcharity.org, call 516.627.2277 or visit Americana Manhasset’s Concierge Store.

AMERICANA MANHASSET • Prada • Loro Piana • Louis Vuitton • Hirshleifer’s • Giorgio Armani • Hermès • Dolce & Gabbana

Oscar de la Renta • J. Mendel • Barneys New York • Donna Karan New York • Jil Sander • Burberry • London Jewelers • Ralph Lauren

Gucci • Dior • Bottega Veneta • Fendi • Intermix • Estée Lauder Spa • MaxMara • Kate Spade • Malandrino • David Yurman

Et ro • Salvatore Ferragamo • Michael Kors • Cole Haan • Brooks Brothers • CH Carol ina Herrera • St . John • Escada

Cartier • Anne Fontaine • Morgenthal Frederics • Dani Lingerie • Vilebrequin • Gap Kids • Williams-Sonoma • Ann Taylor

Jimmy Choo • Cipollini Trattoria & Bar • Wolford • Tiffany & Co. • Cipollini Pronto Caffe • Shoe Box • Coach • Wallach Jewelers

Chanel • Valentino • Van Cleef & Arpels • Lacoste • Banana Republic • Gap • Talbots • Athlete’s Foot • Leggiadro • Fendi Casa

WHEATLEY PLAZA • ABS • Shoe Box • Annex Shoppe • Ben’s Del i • Athle te ’s Foot • Par ty Basket • London Jewelers

Scoop • Mansouri • Liz Lange Maternity • Funky Monkey • Replicas at Shoe Box • Two Worlds Dance and Fitness Store

A M E R I C A N A M A N H A S S E T
WHEATLEY PLAZA

®

©2006 CASTAGNA REALTY CO., INC

®

A M E R I C A N A M A N H A S S E T

PLEASE JOIN US IN SUPPORT OF

(YOUR LOGO HERE)

WEDNESDAY, NOVEMBER 29 - SUNDAY, DECEMBER 3

25% OF YOUR PURCHASES WILL BE DONATED TO

THE PARTICIPATING ORGANIZATIONS OF YOUR CHOICE!

Long Island Chapter
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Congratulations to all the participants, 
volunteers, sponsors and supporters of 
the MS 150!

2006 MS150 Twin Forks Bike Tour

Each of you gave your personal best, and we thank you from the
bottom of our hearts….
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Volunteers are vital to the work of the National MS Society. We welcome volunteers with a wide
range of talents and skills.  There is only one requirement: to want to do something about MS
NOW.  Your valuable skills and fresh perspectives will make the Society a stronger and better
organization. There are so many ways to contribute; whether through advocacy, programs, 
fund-raising or special projects; we can use your help, now. 

Our Vision
The National MS Society strives to be known and respected for excellence in volunteerism among
the country's voluntary health agencies. We envision an organization in which volunteers work as
partners on all levels, an environment that embraces, values, and recognizes every contribution. 
Volunteer involvement is continually expanded and enhanced through exemplary training 
programs and tools. Our organization welcomes the diversity that individuals bring to our efforts,
and is dedicated to providing growth and development to everyone involved with our programs.

To Volunteer at the Long Island Chapter please call Stefanie Taylor at 631-864-8337 or 
516-740-7227 x215 or email her at staylor@nmssli.org

Thank you for opening the world of 
possibilities for people with MS.

R o n a l d  F a t o u l l a h  &  A s s o c i a t e s
A t t o r n e y s  a t  L a w

Preservation of Assets
Supplemental Needs Trust

Medicaid Planning
Elder Law

Guardianship
Trusts and Wills

Powers of Attorney
Health Care Proxies

Locations:
Great Neck - Main Office

425 Northern Blvd. Suite 20
Great Neck, NY 11201

(516)466-4422

Forest Hills
100-15 Queens Blvd. Suite 1

Forest Hills, NY 11375
(718)261-1700

Brooklyn
186 186th Street

Brooklyn, NY 11214
(718)621-5300

November/December
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Equipment for Sale

Power Wheelchair
Pronto Sure Step M91 Invacare
Manual fully reclining back, 
fully detachable armrests, safety
belt/pelvic belt, UICL sealed 
batteries, standard right-hand
power control
Paid: $6,000 Asking: $4,500
Contact Mary Lombardino at
(631) 563-8526

VMI Elite Scooter Wheelchair lift
Handle-held, wireless keychain
remote
Model#: VMSA9595
Lift support up to 300lbs.
No drilling or major 
modifications necessary
Paid: $3,500 Asking: $2,000
Contact Mary Lombardino at
(631) 563-8526

Invacare Wheelchair
Only used once
Excellent Condition
Asking: $1,500.00
Call Charlie at (631) 587-1558

Invacare Electric P7E
Special seat, anti tippers
Excellent Condition
Asking: $1,275
Contact Mike at (631) 273-2023

Donating Stair Lift
Climbs five stairs with landing
Good condition
Includes chair, batteries, remote &
booklet
Contact Vivian at (631) 864-1754

Golden Alero 2000 Wheelchair
Includes a charger
Portable & climbs stairs
Good Condition 
Needs new batteries
Asking: $1,000 negotiable 
Contact John at (516) 812-9715

Cars for Sale

1994 Dodge Caravan
Equipped with Braun Curbside
Electric Scooter Lift 
(not for electric wheelchair)
Tow Hitch
Miles: 57,000
Excellent Condition
Asking: $2,900
Contact Geraldine Sullivan at
(631) 661-3391

2000 Chevy Conversion Van
Fully loaded, 65,000 miles
Equipped with folding lift
Electric tie down system and
reclining wheelchair
Asking: $15,000
Call Charlie at (631) 587-1558

1995 Dodge Caravan
Fully equipped
Wheelchair accessible 
Call for details
Asking: $8,000 negotiable 
Contact Bob at (516) 579-4376 

Rascal 245 Scooter
New batteries & charger
Excellent Condition
Asking: $1,000
Contact Jerry at (631) 957-2444

Electric Mobility Scooter
Includes horn, lights & 2 baskets
(front & back) 
Five years old-Good condition
Bruno Curbside Lift
4 years old-Good condition
Asking: $1,000 for both
Contact Ann Bono at              
(631) 331-9060 or (631) 331-7481

Equipment Donations Needed!

The Long Island Chapter is in need of 
electric wheelchairs and scooters for our Loan
Closet.  If you have any equipment to donate,

please contact Michelle Witchley, Program
Coordinator at (631) 864-8337 or 

(516) 740-7227 or email her at 
mwitchley@nmssli.org.

If You or Someone You Know Has MS
Studies show that early and ongoing 

treatment with an FDA-approved therapy can
reduce future disease activity and improve quality

of life for many people with multiple sclerosis. Talk
to your health care professional or contact the

National MS Society at www.nationalmssociety.org
or 1-800-FIGHT-MS to learn about ways to help

manage multiple sclerosis and about current
research that may one day reveal a cure.

For more information about 
placing an ad:

Call Tara Murphy at 
(631)864-8337

or (516)740-7227 Ext. 209 
or email her at 

tmurphy@nmssli.org.



National Multiple Sclerosis Society
Long Island Chapter
40 Marcus Drive, Suite 100
Melville, NY 11747

NON-PROFIT
ORGANIZATION

U.S. POSTAGE
PAID

HICKSVILLE, NY
Permit #204

Long Island Chapter

Toll-Free Number: 1 800 FIGHT MS

September/October 2006

We are eager to hear your thoughts and comments!  If you
have participated in a program, used a service and/or have
a comment about this MSConnection, write to the Editor 

at editor@nmssli.org.

Enclosed please find a
small donation (a little late I
might add). Perhaps it will
help in M.S. Research in some
small way.

All tests are still not
complete with my Daughter, as
of yet. However, I cannot thank
you enough for your kindness
and support, as well as the
informative packet. I will be in
touch. Thank you!

Bless you,
Susan

I wanted to thank you
and our organization so much
for the response to my e-mail. 

I enjoyed talking to you
today as it gave me and the
others who are concerned
about my sister’s Multiple
Sclerosis some avenues to
explore. I am looking forward
to receiving the information
that my sister will need to fill
out prior to my trip to Long
Island next week. I will help
her fill it out, as I am uncertain
to her eyesight is such, to 

prepare the paperwork for you.
I want you to know that

as the oldest of the siblings, I
am trying to be as proactive as
I can be from so long a 
distance. 

Once again….many thanks,
Bob
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