
ith the hot summer
months upon us, 
everyone is looking for
ways to stay cool; but
staying out of the heat is

especially important for people with
multiple sclerosis (MS).  Many people
with MS find their symptoms are
aggravated by heat; therefore anyone
with MS should take extra 
precautions to stay cool.

The following tips list easy ways to
beat the heat:

• Use your air conditioner.
This is one of the easiest ways to
stay cool.  Even if you don’t
have air conditioning in your
home, go to a mall, library or
any place that has air 
conditioning and enjoy
theirs!
• Don’t go outside 
during the hottest times of
the day.  Instead, get out
early in the morning before
it has gotten too warm or at
night, when things have
cooled down.  Also, be sure 
to stay out of the direct sun.  
• Drink lots of water.  Carry
an insulated water bottle to all
of your summer activities.  Many

people with MS make the mistake of
cutting back on water to 
accommodate their bladder, but this
can lead to dehydration.  Instead,
plan trips to the bathroom or use
medications directed by your 
doctor to control this symptom.  
• Wear cotton clothing.  Cotton
allows the skin to breathe, which can
provide comfort in the hot weather.
There are also several products
designed to keep your body cool,
including cooling vests.  
• Take cool showers, baths or go
swimming.  This will lower your
body temperature and feel great!
• Talk to your doctor about tips
and specific suggestions for dealing
with the heat.

Stay cool and enjoy your summer!

To read more tips about 
living well with MS, visit: 

www.nationalmssociety.org
and     

www.MSLifeLines.com. 
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t is with deep sadness, that the chapter
recently lost a longtime friend and board
member of the chapter, Vinny Restituto, to
complications of MS.

For those of you that did not know Vinny,
he was an extremely active board member who
served on the chapter’s board for ten years. He 
participated on the Chapter’s Government
Relations Committee, Chapter Programs
Committee, Walk, Class Leadership Campaign,
and Renaissance Ball and was 
instrumental in implementing a
transportation program for our
members at the chapter.

Vinny also represented the 
chapter at the society’s National
Leadership Conference and
served on the National Program
Advisory Council. He worked as
a stockbroker and branch
manager with Century

Securities and served in the U.S.
Army for six and a half years attaining the rank
of Captain.

Of all the military bugle calls, none is so
easily recognized or more apt to render emotion
than Taps.  As a Navy Captain, Vinny was 
provided a Military Funeral Honors Ceremony
that included folding and presenting the United
States burial flag to his sister Donna and the
playing of Taps.  

There is something singularly beautiful
and appropriate in the music of this wonderful
call. Its strains are melancholy, yet full of rest and
peace. Its echoes linger in the heart long after its
tones have ceased to vibrate in the air. 

This too will be the case with Vinny – his
hard work, dedication and commitment to 
making a difference in the lives of people with
MS will be remembered forever.  His own fight
for life was nothing short of inspirational and
motivating.

It was a privilege to work with him and he will
be missed.

July/August
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hen it comes to cycling, Paul
Langer doesn’t fool around.

At 16 years old he rode his first
century (by the way, that is a 100-mile ride in
layman terms). That trip became his signature
ride. Thirty-four years later, Langer is still free
riding it, doing his signature
ride, plus a whole lot more.

For most of us just
the thought of cycling for
that long makes us out of
breath, but for Langer it’s all
in a day’s work. 

When seated on his
blue and white custom-made
27-speed Serotta, (a 
retirement present he bought
for himself in 2002) Langer
is king of the road.

“King of the Road,” is quite a fitting title
for someone who has been a volunteer and
member of the National Multiple Sclerosis
Society, Long Island Chapter for more than a
decade and chairperson of the popular MS Bike
Tour. 

Langer, who has been an avid cyclist most
of his life and was one of the first participants of
the MS bike tour when it started back in 1987,
was diagnosed with MS in 1997. For Langer it
was a diagnosis he did not expect, but one that
he had learned to live with as he resumed his
active lifestyle. 

“It is realistic to say having MS has set me
back in certain things, but I have managed it
well so it hasn’t been an issue,” said Langer, who
lives in Fort Salonga. “I have some of the same
difficulties a lot of people have with fatigue and
sensory issues, but I manage them by being 
careful not to overextend myself and give myself
the rest I need.”

Rest. Indeed. Langer needs all the R&R he
can get. Since March he has been training seven
days a week for the two-day 150-mile bike

excursion that takes place in mid-September.
The route that he helped coordinate starts in
Southhampton, travels to Montauk Point,
Shelter Island, Orient Point, Baiting Hollow and
back to Southhampton. 

“People with MS are challenged every day
so we are asking our riders to 
challenge themselves and do the
best they can,” said Langer, 50.

Mileage is not the only
thing Langer has been racking up.
Over the years he has been given
awards for his contributions to
different organizations. In 2001 he
received an honor by the
Huntington Breast Cancer Action
Coalition for his efforts on their
breast health survey. In 2003 he
was granted the 2003

Development Award and in 2005 an award for
being chairman of the MS Bike Tour from the
Long Island Chapter.

Langer, who is grateful for all the support
he has received from the Long Island Chapter,
advises others who are newly diagnosed with
MS to get acquainted with the MS Society and
find out what services are available to them. 

“I had no idea what to expect when I was
first diagnosed. The society was such a 
tremendous help. I was in a support group for a
year that I found very valuable and encourage
others to get involved.” 

Langer who has ridden his Serotta in 
different bike tours across the country including
Long Island, New York, California and in 
different terrains and weather conditions, is up
for the challenge of the upcoming tour.

“I love it,” said Langer, who will be the
bike-tour marshall.  “The chapter does so much
for us who have MS. It is a great feeling for me
to give back in some way.”

To learn more about the MS Bike Tour, please call
Nancy Rao @ (631) 864-8337 or (516) 740-7227

Ext. 229 or email her at nrao@nmssli.org
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mice, which shortened the life of their
oligodendrocytes. This suggests that testos-
terone keeps the oligodendrocytes revved
up longer, possibly providing greater pro-
tection to the nervous system.

This study was funded through the
National MS Society’s Initiative on Gender
Differences in MS and is reported in the
February 2006 issue of The Journal of
Neuroscience. It may shed a little more
light on why women are twice as likely to
develop MS as men. Exploring the role of
gender has already led to clinical trials
studying sex hormones in people with
MS. (See AAN Round Up in this issue.)

NATIONAL SURVEILLANCE
OF MS
Knowing how many people are diagnosed
with MS each year (“incidence”) and how
many have MS at present (“prevalence”) is
important information for health-care
policy, advocacy, and planning.

Federal agencies and state health
departments have not generally tracked
chronic neurological diseases such as MS,
focusing instead on infectious diseases
such as TB. Steps are now being taken to
change this. In March, researchers from
the Centers for Disease Control and
Prevention/Agency for Toxic Substances
and Disease Registry (CDC/ATSDR) held a
workshop to discuss national surveillance
of MS and ALS (amyotrophic lateral scle-
rosis, or Lou Gehrig’s disease).

Plans are in the pipeline to develop
pilot studies to track MS and ALS in a few
geographic areas. The CDC is using MS
and ALS to test the feasibility of ongoing
surveillance for a number of chronic dis-
eases, in part because substantial work,
much of it supported by the Society, has
already been done.

The CDC/ATSDR has funded small
studies in a few areas of the U.S. where
possible MS clusters have been reported.
However, it’s difficult to determine
whether a true cluster exists without solid
numbers for the normal incidence and
prevalence of MS in a given region. A sur-
veillance system would establish those
numbers. If clusters can be verified, they
may provide clues to environmental and
genetic risk factors which might con-
tribute to triggering the disease.

Obtaining an up-to-date count of
people with MS in the U.S. is one of the
issues being considered by the Society’s
new Task Force on the Epidemiology of
MS. (Epidemiology is the study of who
gets a disease, its geographic distribution,
and events that may contribute to a per-
son’s risk of getting it.)

The Task Force will be collaborating
closely with the CDC/ATSDR in their
efforts to develop a national surveillance
system for MS. The Task Force will also
consider the feasibility of MS studies on
environmental risk factors, migration pat-
terns, and racial/ethnic distribution. Better
numbers about MS will help the Society
in developing research initiatives, service
programs, and advocacy priorities.

R E S E A R C H

Visit our Website at: nationalmssociety.org
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A GIFT FOR THE FUTURE:
TISSUE DONATION
Researchers study MS with cutting-edge
technologies. But it takes more than tech-
nology to do the job. Sometimes
researchers also need tissue from people
who lived with the disease.

Tissue donations support such
research as the Society’s MS Lesion Project,
an initiative of Promise 2010, which led to
the discovery that there are four types of
lesions, each of which can now be identi-
fied by MRI. Understanding lesion pat-
terns and identifying the immune factors
involved with tissue destruction can pro-
vide information about why the disease
affects people differently and could lead
to developing individualized treatment.

The decision to donate should be
shared with family and doctors because
all arrangements must be made in
advance. Tissue is taken within a few
hours of death. Minimal paperwork is
involved and there is no cost to the donor
or family. Strict privacy practices assure
that tissue and medical records are not
identified by name. Donation will not
prevent normal funeral arrangements.

There is no substitute for this gift
from individuals and families committed
to MS research. Simply contact the Rocky
Mountain MS Center Tissue Bank, 303-
788-4030, ext. 105, www.mscenter.org, or
the MS Human Neurospecimen Bank at
UCLA, 310-268-3536, www.loni.ucla.edu/
uclabrainbank. Both are supported by the
Society. Information and links to these
sites can be found at nationalmssociety
.org/tissuedonate.

MICKEY AND MINNIE HAVE
DIFFERENT MYELIN
More and more,
research shows males
and females are really
different.

Take myelin. A
new study shows that
myelin-making cells
have different life-spans
in male and female mice. Myelin, the
insulation around nerve fibers, is dam-
aged in people with MS. Cells that make
myelin are called oligodendrocytes.

When researchers compared the
number of oligodendrocytes in the brain
and spinal cord of male and female mice,
they found male mice had 20–40% more
oligodendrocytes than females. Moreover,
the male oligodendrocytes contained
twice as many genetic instructions for
making important myelin proteins.

Looking further, they found female
mice produced greater numbers of new
oligodendrocytes than males—but they
had a shorter lifespan. Females also had
higher levels of a protein associated with
myelin damage.

To see if there was a hormonal con-
nection, researchers removed a male sex
hormone (testosterone) from the male

R E S E A R C H SUMMER2006
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At this time, we need to know how many people are interested.  
Please call Jane Reilly at (631)864-8337 or (516)740-7227 Ext. 218 

or email jreilly@nmssli.org.

Socialization Group for Singles
Are you looking for people to socialize with?

Do you have difficulty deciding what to do for fun?

Please call Gene Veigl at (631) 864-8337 or (516) 740-7227 Ext. 222 
or email eveigl@nmssli.org for more information.

This social group is for singles looking to get together and have fun.
This is not a dating group.  Come and make new friends and share

ideas regarding social activities.

P R O G R A M S

We are in the planning stages of creating an arts and
crafts workshop for people ages 11-14.  This 

workshop will be facilitated by a certified art teacher,
with an extensive educational background.

Participants will craft, create and chat, with the 
anticipation of artwork to be displayed for all 

members to see.  The workshop will meet on the first
Saturday of each month at the Long Island Chapter

office from 10 a.m. to 12 p.m.  



ou’ve just been diagnosed. And
you’ve already heard someone say:
“Change your diet!” Perhaps that
someone is you. You want to be

as healthy as you can—and
your diet is something you
can control. 

The Google search engine
offers 6.5 million hits on
“diet and multiple sclero-
sis”—many predicting doom
if a person with MS fails to
eliminate all dairy products,
all animal fat, all meat, sugar in any
form, gluten, “allergens”—the list goes on.

Ouch. 

Who has the skinny?
The National MS Society respectfully sug-
gests that—based on all evidence available
to date—there is no scientific reason to
suspect that burgers and fries cause MS or
make MS worse. There are data suggesting
that smoking and low vitamin D levels
may affect susceptibility to MS. 

And there is scientific reason to sus-
pect that saturated fats (burgers and more)
increase the risk of other serious ills. In

fact, a high fiber, low-fat diet
is recommended by a host

of medical advisors,
including ours, for
everyone. Eating

well means enjoy-
ing “five a day”—five servings of fruits or
vegetables, limiting (not eliminating) cer-
tain foods, and balancing calories and
physical activity.

Is that all there is?
Not quite. There are substantial data that

people with relaps-
ing forms of MS benefit from faithfully
taking one of the approved disease modi-
fying drugs.

There are some data suggesting that
people with MS benefit from a diet low in
animal fat and higher in PUFAs (polyun-
saturated fatty acids) specifically Omega-6
(found in sesame, sunflower, safflower,
and evening primrose oils) and Omega-3
(found in ocean fish and flax-seed oils.)

According to Dr. Allen Bowling of the
Rocky Mountain MS Center, who directs a
Web site on complementary therapy in
MS*, making changes in the types of fats
eaten—in combination with a disease-
modifying drug if indicated—may be
worth considering for those who want a
dietary approach. But taking PUFA supple-
ments should be dis-
cussed with a health-
care professional,
especially if you use
anticoagulant med-
ication, have dia-
betes, or may need sur-
gery. The data showing PUFA benefit in
MS are “suggestive but limited,” he says.

Healthy eating isn’t boring but
change is the pits
Changing eating habits is hard. It takes
time, imagination, and support. But it can
be done. For starters, type “low fat fun” on
your search engine: over 21 million sites.
Bon appetit!

*For more information on diet and other
alternatives, see www.MS-CAM.org or Dr.
Bowling’s book, Alternative Medicine
and Multiple Sclerosis, Demos, 2001.

M A N A G I N G  M S SUMMER2006
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n MS, all these words refer to exact-
ly the same thing. Exacerbation,
relapse, attack, episode, or flare-up
all mean a period of sudden wors-

ening, with symptoms that last 24 to
48 hours or more. The length of
time that symptoms last is very
important. If neurologic symp-
toms have increased because a
person experienced over-
heating, fever, or stress,
the symptoms will
resolve soon after the
person cools off or
calms down.

Exacerbations are
characteristic of three
of the four clinical courses
in MS—relapsing-remitting, secondary-
progressive, and progressive-relapsing.

The fourth course is called primary-
progressive. These people
will have the same good-day,
bad-day phenomena that
many people with MS and,
indeed, many healthy indi-
viduals experience. But they
don’t have a sudden worsen-
ing of symptoms, lasting
longer than 48 hours.
Instead they say that over
several years or maybe even
decades something has grad-
ually worsened. For example
a mild foot drop increased
to the point where now the
foot is slapping on the
ground with every step.

Silent attacks and
clinical attacks
Many MS attacks are
silent or “subclinical”;

that is to say, they are
only seen on MRI of the

brain or spinal cord.
These people appear to
be stable and don’t
notice any unusual
symptoms but when we
take an MRI we can see
that they have more
lesions present.

Both clinical and
silent attacks can be

reduced and/or shortened
by taking one of the disease-

modifying medications.

M A N A G I N G  M S
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Exacerbation? Relapse? Attack? Episode? Flare?
by Dr. Lael Stone, Mellen Center for Multiple Sclerosis, The Cleveland Clinic
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Air Conditioner
Equipment Program

The society will provide funds for 30%
of the cost of an air conditioner with a
maximum amount of $150.00 per
member per year.  The Long Island
Chapter of the National Multiple
Sclerosis Society provides funding for
those who can show financial need. 

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.
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Adult Family Members:
Carle Place
1 Old Country Road Suite 295
Vicki Kulberg, ACSW
Tuesdays 10 a.m. to 12 p.m.
September 5th through November 4th
(No session September 23rd)

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 12th)

But You Look So Good Group:
Syosset Hospital
Michael Greenberg, ACSW
Saturdays 10 a.m. - 11:30 a.m.
October 7th through December 7th
(No session November 4)

Home Bound Conference Call:
Thursdays  1 p.m. - 1:45 p.m.
Summer Session begins July 20th through September
7th
Fall Session begins October 26th through December
21st (No Session November 23rd)

Living With MS:
Dix Hills
Sunrise Assisted Living 
Deer Park Ave 
Sharon Daverio, RN, CSW 
Tuesdays 12 p.m. - 1:30 p.m. 
September 5th through October 24th

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)

Living With MS:
Salisbury Park
Meeting House
Vicki Kulberg, ACSW
Tuesdays 10:30 a.m. - 12 p.m.
September 5th through October 24th

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

Name:__________________________________________________________________________________
Address:________________________________________________________________________________
City:_____________________________________________State:________________Zip:______________
Telephone:______________________________________________________________________________
Email:__________________________________________________________________________________

Series:_________________
Total Amount $_________

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

For more information, please call the Programs Department at (631) 864-8337 or (516) 740-7227



BUILDING THE FACE OF MS

FaceofMS.org features stories and por-
traits of people affected by MS. Anyone
and everyone affected by the disease is
invited to take part.

Since the launch of this online com-
munity on March 13, hundreds have par-
ticipated. Each person’s unique experience
facing the disease adds to an emerging
image of what it means to live with MS.

The individual narratives—about
symptoms, diagnosis, relationships, work,
school, and more—create a single force to
educate the public to support everyone in
facing up to MS.

FaceofMS.org wants you! Add your
story to the Face and help build a true
portrayal of MS in our communities.
Written, video, and photo submissions are
welcome. The site explains how to partici-
pate. Visit www.FaceofMS.org often for
new stories and insights to explore.

FOR SSDI BENEFICIARIES WHO
WORK OR WANT TO WORK
Do you receive SSDI (Social Security
Disability Income)? The amount of
money that can be earned during a “Trial
Work Period” has been increased to
$620/month. Allowable earned income or
“Substantial Gainful Activity” income has
also been raised—to $860/month for peo-
ple Social Security considers disabled but
not blind and $1450/month for people
Social Security deems blind.

To make this work for you
Staying within these limits ensures that
SSDI income and medical benefits are not
affected. But first, contact the nearest
Social Security Benefits Planning
Assistance and Outreach program.
Despite the awkward initials, people find
that SSBPAO staff specialists are trained to
help and have expert advice on all the ins
and outs of Social Security’s work incen-
tive programs. SSBPAO is housed in com-
munity-based organizations, not in Social
Security offices. For a state-by-state listing,
visit www.socialsecurity.gov/work/
ServiceProviders/BPAODirectory.html or
call our office if you don’t have access to
the Internet.

COLA all around
Both SSDI and SSI (Supplementary
Security Income) beneficiaries received a
4.1% COLA or cost of living adjustment
starting January 2006. Call 800-772-1213
or your local Social Security office if you
have questions.

NEXT MEDICARE PART D
ENROLLMENT: NOV 15–DEC 31
If you are currently covered by Medicare
but missed the May 15 deadline to enroll
in a Medicare Part D prescription drug
plan, your next opportunity to enroll will
be during the open enrollment period
Nov 15–Dec 31. Once enrolled in a Part D
plan during the open enrollment period,
coverage begins January 1, 2007. People
on both Medicaid and Medicare (so-
called “dual eligibles”) who were not
automatically enrolled in a Part D plan
will be able to enroll between May 15 and
Nov 15.

If you were eligible to enroll before
May 15 and did not enroll, your premium
cost will go up at least 1% per month for

N E W S SUMMER2006
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every month after May 2006 that you have
delayed enrolling in a Part D plan. For a
$30 monthly premium, a 10-month delay
adds 10% to become $33. It adds up.

People who become eligible for
Medicare after May 2006 can enroll in a
Medicare Rx plan without penalty if they
enroll when they first become eligible. In
addition, anyone who wants to switch to
a different Rx plan may do so between
November 15 and December 31 of each
year. The new plan would take effect
January 1 of the following year.

The Society has a one-stop list of
resources at nationalmssociety.org
/medicare. There are links to your State
Health Insurance Assistance Program
and to Medicare’s Web site where you can
Compare Medicare Prescription Drug
Plans.

For help with problems, call us at
1-800-FIGHT-MS (1-800-344-4867).

PODCAST OR WEBCAST?
YOUR CHOICE WITH MS
LEARN ONLINE
MS Learn Online is the webcast series
hosted by experts on a wide variety of top-
ics related to MS. Starting now, new pro-
grams will also be available as podcasts.

A podcast is an audio file that can be
downloaded to a computer, imported to
an MP3 player such as an iPod, or burned
to a CD. You’ll be able to listen to a pro-
gram at any time or place or share it with
a group on a CD player.

The first MS Learn Online podcast
programs are “Starting with the Basics”
and “Complementary & Alternative
Medicine: Integrating Unconventional
Approaches.”

To download, go to nationalms
society.org/podcast. The Web page
includes how-to instructions.

AAN ROUND UP
The results of more than 200 MS-related
clinical trials and studies were presented at
the American Academy of Neurology’s
58th Annual Meeting in San Diego this
past April. Among the highlights:

Researchers reported on the results
from a phase 2 clinical trial of an oral MS
drug, FTY720, or Fingolimod. Relapse rates
and inflammation as detected by MRI
were significantly reduced in participants
taking the drug, which blocks T cells and
B cells from the central nervous system
where they can cause MS-related damage.

A study funded by the National MS
Society’s Initiative on Gender Differences
in MS showed that applying AndroGel (a
testosterone gel) to the skin of 10 men
with relapsing-remitting MS for one year
improved cognitive function and slowed
brain tissue loss.

An early study showed that a combi-
nation of BHT-3009, an immune system
modifier, and Lipitor, a cholesterol-
lowering drug, was safe and may provide
protection from immune attack in MS.

The results of the BENEFIT study
showed that, of 487 people at high risk of
developing MS, the half given an inactive
placebo was 50% more likely to develop
definite MS than those given Betaseron
(interferon beta-1b). Participants in this
trial had CIS, or clinically isolated syn-
drome, meaning they had each had a sin-
gle demyelinating event, but had not been
diagnosed with MS.

Professor William A. Sibley, MD, of
the University of Arizona, Tucson,
received the 2006 John Dystel Prize for
Multiple Sclerosis Research, given jointly
by the National MS Society and the AAN.
Dr. Sibley’s research showed how infec-
tions can influence the occurrence of MS
relapses.

N E W S
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ost people have a
specific intention
in mind when
they include a

charitable bequest to the
National MS Society in their will. A
bequest reflects a vote of confidence in
the work the Society is doing and serves
as a powerful illustration of an 
individual’s life purpose.

Over a lifetime, this purpose can take
many forms. Volunteering, participating
in fund-raising events, serving on 
committees and encouraging others to
give are all expressions of purpose 
driven giving. When writing a will with
a charitable bequest, an individual
makes a long-term commitment to 
support that purpose into the future.
Put simply, what you put in your will is
what people will remember you by.  It
is your legacy.

An estate gift or bequest is shaped by
your interests or by your vision of an
outcome in the future. Bequests can be
restricted to specific services, such as
emergency loans, college scholarships,
educational programs, or to research in
specific areas. Or bequests can be 
unrestricted in support of our mission
to end MS.  Bequests can come in all
sizes—and they may be a specific
amount or represent a percentage of the
total estate. Residual bequests are set up
to help the National MS Society after
family and friends are provided for.

Estate planning experts like
to use the “80/20 Rule”: 20
percent of what we do now
affects 80 percent of what
happens in the future. They

suggest:

- Consider possibilities. Plan for life’s
uncertainties.

- Organize. Identify all your assets and
liabilities.

- Inform your potential beneficiaries.
They will be able to thank you.

- Use caution. Consult a qualified
estate planning attorney.  National MS
Society staff can give you all the 
information and materials you and
your advisor need to develop a 
purpose driven charitable bequest that
reflects your values and fits your estate
plan. Investing your assets to reflect
what you consider most important can
be deeply satisfying.  In addition, 
careful planning may save your loved
ones from complex probate procedures
and taxes.

Ask for our brochure, “Creating a
Legacy for Tomorrow.” For more 
information, please call the Long Island
Chapter’s Director of Major Gifts,
Barbara Travis at (631) 864-8337 or
(516) 740-7227 Ext. 224 or email her at
btravis@nmssli.org.

G I F T S  W I T H  A  P U R P O S E July/August 2006
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hen I was a
fledgling 
attorney, I
worked at a

firm that represented a
famous fashion designer.
The designer’s firm had a
former employee with MS.
He was a widower who lived
on Long Island with no 
children or other family to
speak of. He was 
house-bound and did not
have the opportunity to
leave his home more than
once or twice a year, he had
no one to facilitate outings
and arrange for the 
necessary equipment and
transportation, and, as a Medicaid recipient,
he did not have the funds to pay for these
items. He had a neighbor who shopped for
him, but that was about it. I was assigned the
task of visiting this gentleman (partially firm
pro bono and partially paid for by the 
designer). Simon was a middle aged guy who
once had a career in the fashion industry, but
who was then limited by his wheelchair to the
first floor of his house. He watched TV, 
listened to the radio, read newspapers and
had an opinion on just about everything, but
there was one problem-he had nobody to
share his opinions with. During my tenure
with the firm, I visited with him from time to
time and listened to his opinions, concerns
and frustrations. There were MANY 
frustrations, which, looking back, I can see
that they were warranted. Simon was lucky
though; he had a caring former employer who
arranged to provide for some of his basic
needs. Many people with MS are not so lucky.

I have thought about Simon from time to time,
but about six months ago his situation was
repeated. I received a call from a woman who
was recently divorced. Her children 

relocated with her 
ex-husband. She had MS,
could not work, had no
savings, little income and
was not able to care for her
home (and, to a great
extent, herself). She asked
if there was anything that
could be done for her from
a legal perspective and
unfortunately, there was
not. Thankfully, I asked the
social worker at the
National Multiple Sclerosis
Society, Long Island
Chapter to contact her and
she arranged to meet with
the woman to evaluate her
situation. 

I have created, through the Long Island
Chapter, “THE CAPELL VISHNICK SPECIAL
MS NEEDS FUND”, that will be a fund 
dedicated to assisting people on Long Island
with MS who have no caregivers or available
family members. The fund will be maintained
and administered by the Chapter as a 
segregated account and will enable those who
are on their own and suffering from this 
disease to receive support and relieve some of
their anguish and, like Simon, their 
frustration. The fund will not have restrictions,
other than to help those with MS who do not
have available caregivers. It may be used for
items such as recreational activities, paying
companions, case workers, consultants, 
shoppers, cooks or for respite care.
Determinations will be made on a case by
case basis.

For more information please contact Michelle
Witchley at (631) 864-8337 or (516) 740-

7227 Ext. 206 or email her at
mwitchley@nmssli.org. 
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Board Member Strives to Make a Difference

W

Joe Milizio
Vice Chairman, Board of Trustees
National Multiple Sclerosis Society

Long Island Chapter
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Bayshore
4th Mon, 7p.m.
Rich (631) 745-0478

Hauppauge
Free Spirits 
1st Tues, 11a.m.
Tamar (631) 754-8366 
Millie (631) 821-0634

Holbrook
Newly Diagnosed
Sachem Public Library
2nd Wed, 
7 p.m. - 8:30 p.m.
Arlene (631) 648-7529

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

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

Mastic
1st and 3rd Mon, 1:00 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
Alternate Wednesdays
11:30 a.m. 
Jim (516) 826-8514  

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

Valley Stream
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

Wellness Support - Call Anthony Guerino at (516) 609-9708

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.

S E L F  H E L P  G R O U P S

Please contact the peer facilitator before attending a meeting.
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Summer Wellness Programs for 2006
here is a Program fee of $25.00 with the exception of Aquatics and Recreation/Social
Programs.  Scholarships are available based on financial need.  All of our members are
welcome.  The sites are handicap accessible.  If you have already filled out the registration
form in the Wellness Program Booklet, please do not register again.   Please contact Karen

Napoli at (631) 864-8337 or (516) 740-7227 Ext. 217 for further assistance.
T

Bay Shore  
(631)665-4255 
Great South Bay YMCA 
200 West Main Street 
Mon. 12:30 p.m. - 1:15 p.m.  
July 3 - August 21 
Thurs. 8:30 a.m. - 9:15 a.m. 
Thurs. 6 p.m.  - 6:45 p.m.
July 6 - Aug. 24  

Freeport
(516)377-2314 
Freeport Rec Center 
130 East Merrick Rd 
Mon. 11 a.m. -12 .p.m. 
July 10 - August 28  

Oceanside
(516)766-4341 
South Shore YJCC 
15 Neil Court 
Mon. 7 p.m.  - 8 p.m. 
July 10 - August 21 
Thurs.10:15 a.m. -11:15 a.m. 
July 6 - August 17  

Plainview  
(516)822-3288 
Mid-Island YJCC 
45 Manetto Hill Road 
Mon. 10:15 a.m. - 11:15 a.m.   
Wed. 11 a.m. - 12 p.m. 
Fri. 10:30 a.m. - 11:30 a.m. 
(Dates To Be Announced)

Freeport 
(516)377-2314 
Freeport Recreation Center
130 E. Merrick Road
Sat. 12 p.m. - 3:00 p.m.
June 24, July 8, 22, Aug. 5,
26 Sept. 9, 16, & 30  

Bohemia 
(631)567-5079
Connetquot Library 
760 Ocean Avenue 
Thurs. 
1:30 p.m. - 2:30 p.m. 
July 27 & August 3
12:30 p.m. - 1:30 p.m.
August 10 (Only)

East Meadow 
(516)483-4205
East Meadow Jewish Ctr.
1400 Prospect Ave. 
Wed. 12 p.m. - 1:00 p.m. 
July 12 - Aug. 30 
Fri. 12 p.m. - 1:00 p.m.
July 14 - Sept. 1 
No Class 8/11

Hauppauge 
(631)234-5551 
St. Thomas More Church 
115 Kings Highway 
Fri. 10 a.m. - 11:00 a.m. 
July 14 - Sept. 8 
No Class 8/11 

ADAPTED AQUATICS 
A low-impact form of exercise
to improve strength, balance & 
coordination.  Funded by the
Dee Kaplan Memorial Fund.  

MS RECREATION AND SOCIAL
PROGRAM

These programs provide an 
outlet for fun in a social arena
including a variety of craft 
projects as well as refreshments. 
Funded by the Wolfson Family. 

YOGA $25.00
Stretching and breathing exercis-
es to promote total body 
relaxation.  



18



ince my appointment as Program Director in January 2006, the
programs staff and I are excited and challenged by the 
opportunities to initiate and expand new bold, relevant and 
timely programs and services for our chapter membership. 

The Long Island Chapter Board of Trustees and staff have created a strategic
plan to provide an ambitious and exciting road-map for the next three years.
This plan includes lofty yet achievable chapter revenue growth to ensure we can offer more programs
and services to our members as well as supporting our national research initiatives.  

Last fall, we conducted a Member Needs Survey to learn more about the needs of our members. A
random sample of 2,000 surveys was mailed out requesting information on program needs and
interests and a response rate of 22% was obtained. The information obtained from the survey along
with feedback to our chapter staff will assist the chapter in organizing our program initiatives for the
upcoming year.

For example, upon review of the data, we learned that approximately 2,400 of our members are
interested in participating in yoga. Currently, our chapter offers nine yoga classes at seven different
locations, which translates to only 9% of the projected need. Similar findings were evident with our
other wellness programs. 

We will be modifying the way we deliver our wellness programs effective October 1, 2006. We will
not be eliminating and/or canceling any existing programs, but seeking more opportunities to
expand to reach more members.  As a start, we will seek the assistance of our current wellness
instructors to restructure the procedures for setting up program schedules and the registration
process. 

Our goal is to address the challenges of each person whose life is affected by MS.  We provide a
timely, customized response to personal and family needs including direct assistance for certain
goods and services when community resources fall short.  We offer information, education, and 
services, tailoring content and delivery systems to the needs and interest of people throughout the
continuum of the disease.  We proactively reach out to people facing a new diagnosis of MS, and
make concerted efforts to welcome and engage those contacting us for the first time. We increase
access to high-quality, comprehensive care for people with MS and their families, leveraging our
influence to improve healthcare systems and resources. 

We encourage your input and suggestions and will keep you informed as our progress.  Thank you
again to all of those members who have provided their candid and proactive suggestions to support
the chapter to meet the needs of all of those people affected by MS.  We are extremely grateful. 

To reach me, call (631) 864-8337 ext. 222, (516) 740-7227 ext. 222, or at eveigl@nmssli.org.  
Thank you.

Sincerely, 

Ge
Gene Veigl
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Many thanks to our volunteers, participants and sponsors of this year’s
MS Walk!  

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

Guardenships
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

2006

The sun came out and we
tipped the scales with over

seven thousand walkers
between Jones Beach and
Belmont Lake Sate Parks.  

Stay tuned for our fundraising totals in the next
issue of the MSConnection.



Judy Rahmani is so stylish that she
has more than 40 canes to match the 
different outfits she wears. 

She even keeps six of the canes in
the trunk of her car, so they are always 
accessible for those times she may need an
extra hand.

“They are
my security 
blanket. I don’t
need them, but I
have them just in
case,” said
Rahmani, 55, who
has been living
with multiple scle-
rosis since she was
35.

In May, the
Plainview resident
and mother of two
proudly wore high
heels when she joined Biogen Idec’s CEO
James Mullen on the podium, along with
five other people with MS from the tri-state
area, as he rang the NASDAQ Stock Market
opening bell for the bio-technology 
company. The ceremony marked the tenth
anniversary of AVONEX, one of the 
prescribed multiple sclerosis (MS) 
therapies available on the market.

“It was an honor to be part of this 
victory,” said Rahmani, who has been 
taking AVONEX since 1996. AVONEX is a
once-a-week medication that slows the 
progression of disability and reduces the
frequency of relapses. Before the 
medication became available, Rahmani
had experienced seven exacerbations over a 
ten-year span that involved temporary
paralysis, vision loss, extreme fatigue and
loss of bladder control.

“When I was diagnosed, there were
no medications out there to slow down the 
symptoms of MS. There were only 
palliative medications. The injections are
not a cure, but they work in the long run.
Stick with it. I'm the proof!"

Despite the disease, Rahmani hasn’t
slowed down one
bit. A volunteer
with the Long
Island Chapter
for the last 19
years she has
been on a 
mission to help
others. In 1990,
she was awarded
Volunteer of the
Year for starting a
program known
as the MS Squad,
a support group

that travels to the homes of people who
are homebound. In 1994, she was honored
by the Chapter as the MS Mother of the
Year and National MS Society Mother of
the Year by the National MS Society. That
award was given to her by President
Clinton at the White House. In 2004,
Rahmani was recognized as Outstanding
Volunteer and in 2005 granted the
Program Spirit Award. Today she continues
to help others and serves as an inspiration
for those who are newly diagnosed with
the disease.

“I could not have made it without
the support from my family, friends and
the MS Long Island Chapter,” said
Rahmani, who has not been in a 
wheelchair since 1992. “When someone
with MS looks at me walking, I wish to
give them the gift of hope.”
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MS Member Celebrates a Personal Victory

Judy Rahmani (third from left) ringing the bell at 
the NASDAQ Stock Market opening.



n June 5th, the U.S. Food and
Drug Administration (FDA)
approved Tysabri’s return to

market for people with relapsing MS,
despite its risk of causing PML, a poten-

tially fatal disease. To minimize this risk,
those wishing to use the drug will be
required to participate in a rigorous moni-
toring program and will be able to receive
treatment only at authorized infusion cen-
ters.  The company hopes to make the
drug available starting in July.

Tysabri (natalizumab), which is given
as a monthly IV infusion,  was withdrawn
in 2005 by Biogen Idec and Elan
Pharmaceuticals, Inc., after three people,
among the 3,000 who had been taking
the drug in clinical trials, developed PM;
progressive multifocal 
leukoencephalopathy. Two of them died.

But last March at a special hearing

before an FDA Advisory Committee, 
during which dozens of people affected by
MS testified about what Tysabri meant to
them, the panel evaluated clinical trial
data suggesting that Tysabri may have
twice the efficacy rate of other available
MS treatments. After reviewing additional
safety studies and the manufacturer’s 
proposed risk management plan, the
panel recommended the drug be returned
to market for the treatment of relapsing
MS, a recommendation that has now
been formally approved by the full 
regulatory board of the Food and Drug
Administration.  The approval, however, is
linked to a strict mandatory registration
and monitoring program for patients and
their prescribing physicians. The drug also
carries a “black box” warning describing
the risks. 

A new option added to our list 

“It's important that people with relapsing
MS now have a new treatment option,”
said John R. Richert, MD, vice president of
Research and Clinical Programs for the
Society. 

“Because of the risk of PML,” Dr.
Richert continued, “the FDA is 
recommending that Tysabri be given to
people who have not responded 
adequately to, or cannot tolerate, other
treatments for MS, such as Copaxone,
Betaseron, Avonex, Rebif, or Novantrone.
But they leave it to individual physicians
and patients to define ‘inadequate
response’ and what it means to be ‘unable
to tolerate’ other therapies. 

R E S E A R C H July/August 2006
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Tysabri Returns to Market with Tighter Controls
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Patients with MS are already
wrestling with the pros and cons of 
turning to Tysabri as a treatment option.
Says Barbara Crooks of  Irwin,
Pennsylvania, “Number 1, the benefits are
worth it.  Number 2, I am not afraid of
dying, I am afraid of living with the 
disease and being a burden to my family.”
A retired MRI technologist, Crooks took
the drug for three months before it was
withdrawn. 

James Blog, a consultant from
Huntington, NY, had been on Tysabri for
18 months, and was actually in the midst
of an infusion, when Tysabri was 
withdrawn from market last year.  Says
Jim, “I am worried about it.  I think if I go
back on, I am taking X number of risks,
which is why I want to see what 
precautions they’ll take to protect
patients.”

Advises Dr. Richert, “We believe that
the mandatory patient registry and the
designated post-marketing observational
study will help clarify the potential 
benefits and risks of this new therapy for
people with MS.” 

Tysabri: a closer look

Who should take Tysabri?
The FDA has approved Tysabri as a

monotherapy for people with relapsing
forms of MS who do not have a 
compromised (weakened) immune 
system or who are not taking other drugs
that suppress or modulate the immune
system such as Avonex, Betaseron,
Copaxone, Rebif, Novantrone, or monthly
IV steroids. 

How is Tysabri given?
Tysabri is given every four weeks by

intravenous infusion, only at an 

authorized infusion center. 

What is the primary safety concern 
regarding Tysabri?   

People taking Tysabri risk developing
PML. 

How will safety risks be managed with
Tysabri?

In order to use Tysabri, physicians
and patients will be registered in a
mandatory program called TOUCH.
Prescribers and infusion personnel will
receive special training in recognizing
early signs of PML. Information about the
risks and potential side effects will be
given to each patient. Before every 
infusion, medical staff and patients will
complete a checklist to identify any new
neurological signs or symptoms that
require evaluation by a physician.

An MRI scan should be obtained
prior to starting treatment

Patients on Tysabri are to be 
evaluated by the prescribing physician 3
and 6 months after the first infusion and
every 6 months thereafter.

Is Tysabri available everywhere?
Starting in July, Biogen and Elan will

begin supplying Tysabri to authorized 
infusion sites. They are planning to train
health-care professionals and register new
sites around the country. For information
about the location of these sites, contact
Biogen Idec’s MS Active Source (see “More
Information” list).

What is the cost of Tysabri?
According to the company’s Web site,

Tysabri will cost $2,184.62 per vial.  It is
administered 13 times per year for an 
estimated cost of $28,400.  Biogen Idec
and Elan advise that they are committed

R E S E A R C H
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More information is available on the: 

Society Website at: 

www.nationalmssociety.org/tysabri 
or call your chapter at 1-800-FIGHT-MS (1-800-344-867)

From the FDA at: 

www.fda.gov/cder/drug/infopage/natalizumab/default.htm

From Biogen Idec’s Active Source at:

www.biogenidec.com  or call 
the information line at: 800-456-2255, or visit www.biogenidec.com.

to making Tysabri accessible to appropriate patients who may benefit from therapy.  To
achieve this goal, programs have been developed to assist patients who are uninsured or
who require financial assistance.  The Society will work with the companies to ensure that
they pursue this commitment.

Will insurance cover the cost?
There may be a lag time before the drug is included in private health plans. Prior

authorization will probably be necessary for most health plans.  Tysabri is expected to be
covered by Medicare Part B because it is given at a medical facility.  People with Medicaid
should check with their state program. There may be a delay before Tysabri is included in
the Medicaid preferred drug list. 

R E S E A R C H July/August 2006
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Visit our Website at: www.nmssli.org
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Call to Action for Volunteers!

Currently, the Long Island Chapter has more than 500 
individuals who donate their time and talent to the 

organization in various capacities.  If you know of anyone
interested in volunteering please contact the Volunteer

Coordinator, Stefanie Taylor at (631) 864-8337 
or (516) 740-7227 ext. 215 or email staylor@nmssli.org. 

Specific needs for volunteers include:

- MS 150 Bike Tour on Saturday, September 16 & Sunday,
September 17 2006.  

We are always looking for new people to assist with 
administrative tasks in the office or to help with our

Information & Referral Program. 
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Jazzy electric chair (never used)
Wheelchair (Excellent Condition)
Assortment of walkers & 
medical equipment
Contact Mr. Joseph at home 
(631) 271-3128 or cell (631) 455-6626

Wheelchair—Pride Jazzy Jet
Asking $2900—new/never used
Ms. Dorothy Hamre
Phone (631) 544-6859

Power Wheelchair—
Make-Gemini Power wheelchair
New-used 5 times max
Price: $2500
Ms. Cheryl Goodwine
Phone (516) 766-8970

Easy Travel Scooter
Quick breakdown for 
transporting/traveling
Used-Cost: $2200/Asking: $1500
Call Fred at (516) 796-8829

Wheelchair for Sale
Invacare Pronto M71 Elec. WC—
(has regular set-up on it not the 
traditional van seat they have on the m71)
Used 2 times in a carpeted home
Includes batteries and all the paperwork
Excellent condition
Asking $1000
Call Dawn at (631) 563-3277

Adult tilt space wheel chair
Call Betsy (631) 265-3644

Invacare Electric P7E
Special seat, anti tippers
Excellent condition
Asking $1425.00
Call Mike (631) 273-2023

Amigo Scooter 
Good condtion
Adjustable seat and basket in front
Charged battery on back
Call Sal at (516) 752-1162 
for information

Invacare Wheelchair
Never used
Asking $1,000.00
Call Charlie at (631) 587-1558

Motorized Wheelchair
Only used once...Excellent condtion
Asking $1,500.00
For more information call 
Frederick at (516) 796-8829

Safari Scooter
Easy break down for transport
Good Condtion
Asking $500.00
Call (516) 792-0106

Car for Sale
Handicap Accessible 
1993 Ford Taurus Station Wagon-Grey
118,000 miles
Features: Wheelchair Lift/ 
Hand Controls/ Power Seat & Windows
Asking: $2000/Contact: Carol Winters
(631) 289-8229

B U L L E T I N  B O A R D

Wheelchairs, Scooters, Vanlifts....
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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.nationalms 
society.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.

2000 Chevy Conversion Van
Fully loaded, 60,000 miles
Equipped with folding lift
Electric tie down system and reclining
wheelchair
Call Charlie at (631) 587-1558

2000 Dodge Caravan Minivan 
13,000 miles – Black, electric ramp, 
no hand controls – passenger side 
wheelchair accessible, Massapequa.  
Call Donna (508) 893-0119.   
Asking $17,500. 

Hydraulic Van Lift
Completely automatic for side door.
Good condition
Call Sal at (516) 752-1162 

Chairs Lifts for Sale
Call Sara (516) 455-7252 or
email at srampers@amgen.com

Electric Lift - Elevator
Standard Size
Call Grace (516) 694-1962 (after 2 p.m.)

Self Propelled Treadmill
1 year old
Call Sal at (516) 752-1162 
for mroe information

Electric hospital bed
Asking $800.00
Call Frank at (917) 506-1801
Must leave voice mail

Split level Home for Sale in Massapequa
4BR - 3 BTHs - $529K
Completely handicap accessible
Call Cate (516) 795-3456 
Motivated sellers

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

Long Island Chapter
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Toll-Free Number: 1 800 FIGHT MS

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

editor@nmssli.org.

Some examples are...

Dear Editor:
I am a 31 year old woman with progres-
sive MS who is living with the question...
Should I have a baby?

During the recent parenting conference
call, we spoke of child care, support, 
spouses, employment and parenting
styles.  I listened, learned, shared and
voiced my fears and concerns.

Thank you for having this call.  I am
looking forward to the next one!!

Waiting in Wantagh

L E T T E R S  T O  T H E  E D I T O R

Testimonials...

“I want to thank you for the
Hoya lift for my husband it

is a big help!”

Relieved Ronkonkoma


