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Proceed With Caution: Critical Issues Ahead
The Affordable Care Act (ACA) has

eliminated the exclusion for pre-existing
conditions, including MS, thus providing
opportunities to obtain vital health
coverage. While the ACA is the law of
the land, three potential obstacles loom
ahead on the road to good healthcare.
The issues are:

1) With patents timed to gradually expire
on the earlier group of disease-modifying
drugs, various manufacturers are
applying to produce and market copies
of the name-brand variety. We are all
in favor of lower prescription costs to
the patient. However, this is not as
simple as a chemically-basedmedication
nowbeingofferedgenerically.For example,
the interferon-based medications are
biologically engineered, and, as such,
there is a possibility of subtle differences
between the original and the copy. For
this reason, certain European countries
require trials, as if a new medication
were being assessed for safety and
effectiveness. While opinions differ on
this topic, we stand with others in
appealing to the FDA to take whatever
steps are necessary to eliminate all
elements of doubt.

2) In an effort to save corporate dollars,
many patients covered by Medicare
Advantage Plans will see their access-to-
care options lessen as MS specialists
are being dropped from provider lists
(more on this topic on page 6).

3) According to the Congressional Budget
Office report “Options For Reducing the

Deficit 2014-2023,” it appearsWashington
is exploring the feasibility of curtailing
benefits for veterans diagnosed with
any one of seven chronic diseases not
conclusively caused by military service,
includingMS.Studies are still underway
to explore the link between certain
neurological diseases and exposure to
hazardous materials by Gulf War
veterans. If this measure were to
pass, it would be detrimental to the
many veterans with MS, regardless of
when they were diagnosed, who rely
on the VA for medical care.

It is incumbent upon the MSF as an
advocacy organization to bring thesematters
to the attention of our constituents. We
and our fellow member organizations of
the MS Coalition are on alert to identify
anything that has the potential to reduce
the quality of care or the quality of life for
the national MS community. However,
the fight for what is right is not limited
to our efforts alone. Your voice, as well as
the voices of your circle of family and
friends, must be heard; and those voices
need to be directed to your elected
representatives. This is more about policy
than politics. In the final analysis, everyone
has a constitutional right to make their
government aware of their concerns.
Having MS just makes it personal.

Jules Kuperberg Alan R. Segaloff
Co-Executive Director Co-Executive Director



Assistance Arrives in the Nick of Time
I was diagnosed with multiple sclerosis

in November 2001. First, I wondered what
I had done to get this.Next, I began taking
prescriptions to help prevent the progression
of this disease.Recently,my life has changed
due to my job being eliminated, and my
vision has gottenworse.On amore positive
note, while researching for help, I came
across the MSF. I needed a lot of help and
your staff was so professional, caring, and
helpful. Thank you for the transportation
and utility bill assistance. May God bless
all of you.

Michelle Price, via email

In-House Publications Help Educate the
Newly Diagnosed

Thank you so much for the materials!
It is so helpful to be able to send patient
educationmaterials to our newly diagnosed
employees. Most of the people we work
with are employed with our organization
and are leading very active, productive
lives. We refer them to the MSF website
for information, and the feedback we get
is excellent. As a nurse, I have learned
more about MS from your publications
than from nursing school!

Jennifer Ward, via email

Annette’s Story Inspires
I have had MS for eight years, and I really

enjoyed “A Dream is a Wish Your Heart
Makes: The Annette Funicello Story.” I
saw a lot of me in Annette. I have even
told people that I no longer have MS,
even though everyone knows MS does
not just go away. It is a constant battle
every day, but seeing how Annette dealt
with it made me feel a little better. I
even think that I will start using my cane.

Dorothy Allen, via email

Editors’s note: To borrow this and other titles,
call the MSF Lending Library at 1-888-MSFocus
(673-6287) or visit www.msfocus.org.

Paying it Forward
After years of trying, I have finally

sold some property I own; now, I have
some money. Therefore, it would not be
right for me to keep the money the MSF
generously gave me to repair the front
doors of my house. That project has been
an odyssey in its own way, and I’m still
not finished yet, but that’s my problem
now. Although the exact amount wasn’t
$500, that is the amount I am giving to
the Foundation so that you can help others
who need it. My most sincere thanks
and appreciation to your organization.

Eric Smirnow, Cedaredge, Co.
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If you have any comments or questions for the MSF, they can be emailed to:
editor@msfocus.org or write to:

Editor, MSFocus 6520 N. Andrews Ave., Ft. Lauderdale, FL 33309
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By Daniel Kantor, M.D.
Medical science has taken great leaps

forward in the past two decades – we
have gone from having no FDA (Food and
Drug Administration) approved disease-
modifying medications for MS in 1992 to
having 10 separate, branded products as
of early December 2013.There is no doubt
that this is exciting and that the rapid
advances in MS research are a model
of hope for the rest of the neurologic
community.

Yet, despite treatment advances for MS
and other exciting research, such as the
identification of more genes related to MS,
access to MS care is getting increasingly
difficult.This article is intended to review
changes in access to care that you, your
friends, or loved ones in the United States
may be facing in 2014 and beyond.

BackgroundBackground
Although there is not a universal

healthcare plan in the United States,most
people who reside here do have some form
of access to medical care. Access to health
insurance is not equivalent to access to
health care. Furthermore,many people who
have health insurance do not actually
have adequate access to MS care.

Three Types of Access to CareThree Types of Access to Care
Access to care can be divided into

three main topics:
1. Access to physicians and other health-

care providers.

2. Access to services and testing.

3. Access to treatment.

While the Affordable Care Act (ACA)
promises to expand the number of people
with access to health insurance, it is not
clear whether more people will have
access to care. It is also unclear whether
there will be increased availability of
one of the three types of access to care,
but a decrease to one or two of the other
types of access to care.

There are a number of factors that
will influence whether an individual will
have increased or decreased availability
of the three types of access to care in
2014, including:

1. Whether there will be changes to the
federal law regarding the ACA.

2. The type of health insurance and
specific plan (if any) that an individual
had prior to the ACA.

3. Whether a person is on Medicare, and
if they chose traditional Medicare or a
Medicare Advantage product during
the open enrollment for 2014 (that
ended on December 7th, 2013).

4. What state a person lives in – different
states have different plans available, and
this is especially important to consider
in the case of Medicaid expansion.

5. What the individual’s employer decides
to do about offering (or no longer
offering) health insurance.
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6. Whether a person is eligible for federal
subsidies and uses the exchanges
(some are state, while many people
will be using the federal exchange).

7. What type of doctor you are currently

seeing – are you seeing an MS sub-
specialist, or are you seeing a general
neurologist?

8. Whichmedication you are already taking,
and which other medications you have
been on in the past.

Potential 2014 Changes in Access to PhysiciansPotential 2014 Changes in Access to Physicians
and Other Healthcare Providersand Other Healthcare Providers

Traditional MedicareTraditional Medicare
Traditional Medicare is the federal

health insurance plan for seniors and the
disabled. Traditional Medicare covers 80
percent of your physician and other
healthcare provider services. The other
20 percent of your healthcare services
can be covered in one of two ways:
1. You may pay the other 20 percent
yourself.

2. You may purchase a Medigap or
supplement plan to cover the other 20
percent. These are offered by private
insurance companies, and you pay
them a monthly premium so that they
will pay the other 20 percent.

Medicare AdvantageMedicare Advantage
The alternative to traditional Medicare

is to purchase aMedicareAdvantage plan.
Medicare Advantage offers more services
than traditional Medicare; these services
vary – in some cases, they even include
gym membership. Medicare Advantage
costs the government (taxpayers) 14 percent
more than traditional Medicare because
the federal government was paying more
to the private health insurance companies
that administer Medicare Advantage
plans than they were to individual
providers of healthcare under traditional
Medicare. The reasoning was that
Medicare Advantage plans offered more
value through added services, and these
services costmoney to administer.TheACA
calls forMedicareAdvantage plans to start

receiving funding similar to traditional
Medicare, while traditional Medicare will
also begin to offermore health andwellness
services, like preventive care (which used
to only be offered by Medicare Advantage
plans).

But, there are changes happening in
Medicare Advantage – 2014 is forecast
to be a very bad year for patients on
MedicareAdvantage.Some health insurance
companies (more noticeably, United
Healthcare – the plan endorsed by the
AARP) are trying to reduce their financial
risk by controlling who is in their ‘risk’
pool. Since the health insurance companies
cannot legally release members because
of their diagnoses, such as MS, they are
skirting the law by dropping the specialists
who take care of these ‘expensive’ patients.
Many neurologists have been removed
unilaterally from the insurance companies’
networks or have been downgraded to
“non-preferred.”Saying thatMS specialists
are “not preferred” is another way for
the insurance companies to say that “MS
is not preferred.”

Many peoplewithMSand othermedical
conditions wanted to keep their doctors
moving into 2014;so, they changedMedicare
Advantage plans prior to December 7th,
2013, or they simply got rid of Medicare
Advantage all together and returned to
traditional Medicare with a Medigap
supplement.

If you have been affected by these
changes, but didn’t know about the
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opportunity to switch plans prior to
December 7th, 2013, then youmay be stuck
in your current plan. If you want to see
your doctor, you may have to use “out of
network” benefits you may have, pay the
higher co-pay dictated by the insurance
company, or pay for your own expenses.

But, that’s not all that you can do. You
can also “speak up and be heard” by
telling the Centers for Medicare &
Medicaid Services (CMS) that these
actions by the insurance companies are
unacceptable. Since CMS is a non-elected
branch of the federal government, public
pressure needs to be exerted on our
elected officials to have them pressure
CMS to investigate what these private
insurance companies are doing, and how
they may be violating core principles of
patient care. For example, in parts of
Florida, an insurance company is dropping
many of the Spanish-speaking specialists,
which means that Spanish speaking
patients have less access to care.Weall need
to be reaching out to our congressional
senators and representatives.

MedicaidMedicaid
Medicaid plans are administered by

individual states. They get their funding
from a mixture of state and federal funds
to insure people – especially children and

single mothers – who fall within certain
poverty levels. In some states, traditional
Medicaid has been replaced by managed
Medicaid. Managed Medicaid plans are
administered by private insurance
companies contracted with individual
states. They try to manage the costs of
Medicaid and reduce the costs for the
states.

In many states it is difficult to find
neurologists who accept Medicaid because
the reimbursement for Medicaid can be a
third of the reimbursement for Medicare.
This means that a doctor may get less
than $30 total to see you for a follow-up
visit.

Under the new healthcare law, the
federal government is allowing states to
expand their Medicaid to people who
meet reduced poverty requirements. In
exchange, the federal government will
pick up the tab for the full price of
Medicaid for the state until 2016.
Thereafter they will do so for decreasing
amounts. Many states have chosen not
to expand their Medicaid system because
the states are concerned about the
sustainability of expanding what many
see as a broken system.

In states that opt to expand their
Medicaid program, reimbursement to

How to contact your elected officialsHow to contact your elected officials
so that you can “Speak Up and Be Heard”so that you can “Speak Up and Be Heard”
To contact your representative, visit this site to search for them:

http://www.house.gov/htbin/findrep?
To contact your senators, visit this site to search for them:

http://www.senate.gov/general/contact_information/senators_cfm.cfm
To contact the White House, visit:

http://www.whitehouse.gov/contact/submit-questions-and-comments
To contact CMS (Centers for Medicare & Medicaid Services), email:

Danielle.Moon@cms.hhs.gov, Marilyn.Tavenner@cms.hhs.gov
or Kathleen.Sebelius@hhs.gov
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physicians and other healthcare providers
is supposed to be increased from the
current (often) low rates to the level of
Medicare rates. This may mean that in
certain states more physicians and other
healthcare providers will be able to see
Medicaid patients (It is difficult to pay for
the overhead of keeping an office open
when the rates are too low). But, what
will probably happen is that eventually
Medicare reimbursement rates will drop
down to similar rates of Medicaid.

Exchanges (Federal and State)Exchanges (Federal and State)
One key provision of the ACA is the

creation of health insurance exchanges
(or marketplaces) where individuals and
small businesses shop for health insurance
plans. States had the option of creating
their own exchanges or having the federal
government do it for them.

In 2014, people who purchased personal
health insurance plans (not through a
large employer) will either have access to
the same physicians that they had before
(if they had insurance), or they will be
stuck in restrictive exchanges where there
will be no – or very few – MS specialists
available. This lack of access may change
later in 2014, as the physician community
is trying to fix problems and advocate on
your behalf.You, too, canmake a difference.

Since the individual insurance companies
are regulated by the state insurance
commissioner, you can “speak up and be
heard” by writing to your state insurance
commissioners. See the box below.

You should also contact your state
and federal elected officials to tell them
about any difficulties you experience. Due
to privacy concerns, your doctors cannot
send a copy of their letters about you to
your elected officials and demand better
access for you, but you can and should do
so. In order to “speak up and be heard,”
be as vocal as possible and let your elected
officials know you are having problems
accessing care.

Health Insurance PlansHealth Insurance Plans
Purchased Through YourPurchased Through Your

EmployerEmployer
ManyAmericans have access to health

insurance that is paid for in some way
by their employers. Although the public
was told that the ACA was not supposed
to immediately impact these plans, we
have now seen that all aspects of the new
federal healthcare law are interrelated
because insurance companies are trying
to reduce their financial risk by adjusting
premiums to help pay for potential losses
in other segments of the population. The
reason insurance companies have made
it easier to get health insurance if you are
employed by a large company (including
the government making those premium
payments pre-tax), is that people employed
by large companies are considered a better
‘risk’ because they are thought to be
healthier. Insurance companies want to
have people on their plans who are as
healthy and inexpensive as possible; also,
large employers have more clout because
they are making larger purchases of more

How to contact your state elected officialsHow to contact your state elected officials
To contact your state insurance commissioner, visit this interactive map:

http://www.naic.org/state_web_map.htm

To contact your state legislators, visit this interactive map:
http://thomas.loc.gov/home/state-legislatures.html



plans and can make more demands than
an individual.

These insurance plans are usually
either health maintenance organizations
(HMOs) or preferred provider organizations
(PPOs), and, in the past, they have had
large networks of physicians and other
healthcare providers to choose from.
While there may be changes in networks
of the physician and other healthcare
providers on these private insurance
plans, it is unlikely that in 2014 you will
see major changes – the best way to find
out is to make two calls: see box below.

How to find out if you willHow to find out if you will
continue to be able to seecontinue to be able to see

your doctorsyour doctors
1. Call your insurance company and ask

themwhether your physician is covered
in their network, and, if not, what
your out-of-network benefits are.

2. Call your physician’s office – sometimes
the insurance companiesmay not have
complete information, especially if
your physician is about to leave the
network. Your physician may also
have ways of helping you be seen.

UninsuredUninsured
Although the Affordable Care Act is

expanding health insurance coverage, there
will still be many people who cannot
afford (or choose not to purchase) health
insurance. You are not required to obtain
coverage if buying health insurance poses
a severe economic hardship, in which
premiums are greater than 8 percent of
your income. Anyone can choose to pay
the yearly penalty for being uninsured –
the amount will be withheld from your
tax return. The penalty is a flat fee per
adult or a percentage of household income,
whichever is greater; the penalty per

uninsured child is half the adult penalty.
In 2014, the penalty is $95 per adult,
but this escalates to $695 in 2016.
Individuals with higher income may be
subject to higher fines. You can decrease
your penalty by having coverage for part
of the year: the penalty will be prorated
if this is the case. In addition, you are
permitted to go without coverage for a
three-month period before being liable
for the penalty.

Access to routine physician and other
healthcare providers services, like office
visits, can be fairly good even for the
uninsured.Most physicians have reasonable
rates for people who are paying out of
their own pocket. There are also not-for-
profit funds to help supplement what
you pay, as well as low price or free clinics
that may offer specialist services. In
addition, medication manufacturers are
usually allowed to offer you payment
assistance – including bringing the cost
of the drug down to $0.The really high costs
in healthcare come from hospitalizations
andmedications, not physician office visits.

Potential 2014 Changes inPotential 2014 Changes in
Access to MedicationsAccess to Medications

Medication formularies are the list of
medications that are covered in some
way and accessible to you under your
insurance plan.Medications may be listed
on the formulary but they may have
excessive co-pays.

MedicareMedicare
Medicare Part D offers plans that

help pay for the costs of the medications
that you take at home. In the past, those
costs were covered up to a certain
amount before reaching a ‘donut hole’
where you are responsible to pay for
your medications. When your costs get
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too high, Medicare Part D plan kicks in
again and you are outside the ‘donut
hole.’ With the ACA this ‘donut hole’ will
shrink and eventually disappear so you
will no longer be responsible for your
medication costs.

Medicare Part D plans offer different
medication formularies. Under federal law,
manufacturers cannot offer free drug
programs to Medicare beneficiaries.
These laws may be softening in the
future, but for now if your medication is
not on the Part D formulary then you
are limited to what is offered. You are
responsible for the donut hole and for the
premiums you pay for the Medicare Part
D plan, as well as other costs associated
(co-pays or co-insurances). There are,
however, not-for-profit foundations that
may be able to help pay for medications.
The manufacturers of the medications
are good resources for learning how to
access the foundations.

The Southern MS Consortium (seMSc),
made up of neurologists and other
healthcare providers, is advocating for you
nationally in terms of these formularies
and trying to make these medication
lists more reasonable and accessible.
The Multiple Sclerosis Foundation has
been active in the seMSc, as well as in
the MS Coalition (a coalition of several
MS-related not-for-profits).

MedicaidMedicaid
The medications offered to people on

Medicaid are fairly different state to state,

but the Medicaid programs also pay for
the medications completely (or charge a
few dollars co-pay). The decisions about
which medications are covered on the
Medicaid formularies or preferred drug
lists (PDLs) are made by a committee of
physicians, pharmacists, and others, all
appointed by the governor of the state.
A former Chair of the Pharmacy &
Therapeutics (P&T) Committee for the
Florida Agency for Healthcare and
Administration (FL Medicaid), I regularly
received letters from doctors about
medications they wanted to offer their
patients; but it would be even more
compelling had patients actually written
letters to the P&T members. So, “speak
up and be heard!” Search for the names
and addresses of the P&T members for
your state’s Medicaid, and tell themwhich
medications you want to be covered, and
why.

In states where Medicaid is expanding,
speaking up and being heard will be
even more critical, since there may be
more people receiving Medicaid services,
including medications. Just as with
Medicare, people on Medicaid may not
receive co-pay assistance or freemedications
from pharmaceutical manufacturers.

ExchangesExchanges
(Federal and State)(Federal and State)

The private insurance plans available
for individuals on the exchanges (Federal
and State), also called the marketplace,
have three different tiers: bronze, silver
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How to find out if your medications are coveredHow to find out if your medications are covered
by different Medicare Part D plansby different Medicare Part D plans
You can enter in your prescription medications and

compare Medicare Part D plans, by visiting:
https://www.medicare.gov/find-a-plan/questions/home.aspx



and gold. The differences in these plans
are mostly related to the monthly out-
of-pocket premium costs, medications
covered under each and every plan, and
the percentage of both the medical and
medications costs that you are responsible
for until you reach a total yearlymaximum.
However, if a medication (or doctor) is not
covered under your plan, then you are
responsible for the entire amount. There
may, however, be patient assistance
programs that can help pay for part, or
all, of the medication cost. To learn more
about the patient assistance program or
to see if you qualify, call the medication
manufacturer to ask them about your
individual situation.

To learn more about the Affordable
Care Act (ACA), visit:

http://mymsaa.org/about-ms/aca.

Health Insurance PlansHealth Insurance Plans
Purchased through YourPurchased through Your

EmployerEmployer
Everyone’s plan is different, so learn

your options by speaking to your human
resources (HR) department and the
insurance brokers involved with your
employer.Visit the insurance planwebsites,
and call their hotline for help. Many
insurance plans are tightening up
(restricting) their medication formularies.
Speak to the manufacturers, and keep
your neurologist informed about your
choices. Ask to speak to the medical
directors at the insurance plans, and ask
to speak to an insurance case manager.

Ask questions and Speak Up and Be
Heard!

Solutions: What You Can Do?Solutions: What You Can Do?
We all need to work together to

improve access to care. There are actions
you can take to help yourself, and actions

you can take to help the entire MS
community.

Help YourselfHelp Yourself
To help fix your own access issues,

you need to examine what your current
insurance access is, and see how it will
change.The helpful staff at not-for-profits,
like the Multiple Sclerosis Foundation,
can direct you to resources.

Medicare AdvantageMedicare Advantage
Dis-enrollment PeriodDis-enrollment Period

If you selected a Medicare Advantage
plan during open enrollment (which
ended December 7, 2013), and now find
you need better access, you can take
advantage of the Medicare Advantage
Dis-enrollment period that extends from
January 1 – February 14, 2014. To find
out more about this, please visit:
www.medicare.gov/sign-up-change-
plans/when-can-i-join-a-health-or-
drug-plan/when-can-i-join-a-health-
or-drug-plan.html#collapse-3192

Be Part of a Clinical TrialBe Part of a Clinical Trial
Clinical trials are research trials that

test new therapies, or even medications
that are already FDA approved, and the
researchers want to know more about
patient preferences and other outcomes.
Being part of a research trial is a great
way to give back to the community by
helping to advance the science of MS. It
is also a great way of getting free access
to some aspects of your care, including
the cost of the medication being studied.
Clinical trials do require an investment
of time, so they aren’t right for everyone.
And, while you may have access to a new
and exciting medication before it’s
released, you may be exposing yourself to
unknown risks. Talk to your neurologist
if you are interested in learning more
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about clinical trials that may be available
to you. You can also search for research
trials at: http://research.semsc.us or
http://www.centerwatch.com/ctrc/
MSFocus/index.html

Help the Community:Help the Community:
Speak Up and Be HeardSpeak Up and Be Heard

To help fix the access issues for the
entire MS community, you need to “Speak
Up and Be Heard.” You can do this by
contacting the media, your elected
officials, insurance commissioners, and
the Centers for Medicare & Medicaid
Services (even if you aren’t on Medicare,
we will all be there one day or another –
and this is the plan that we all pay taxes
for).

1. Share your story

Share your access issues with the rest
of the MS community by visiting
http://semsc.us

The insurance companies, elected
officials, and the media want to know if
you are having access issues. By filling
out the form at http://semsc.us you can
tell us your story in a private, confidential
way.

2. Call your local news station

The news is always looking for patient
stories, and there is nothing better than
hearing about real issues from real people.

3. Let the not-for-profits know that
this is important to you

Your neurologists and other allied
health professionals know how important
access issues are, and it is important for

you to let the not-for-profits know that
as well. By collecting everyone’s individual
story, the seMSc is trying to wake up the
entire community.

4. Contact your elected officials and
theCenters forMedicare&Medicaid
Services

Nothing speaks more to elected officials
than the voice of concerned constituents.
Tell the people in government what is
important to you.

5. Reach beyond MS

Access issues affect everyone –
whether you have MS or not. Tell your
friends, neighbors, and coworkers about
issues facing you, the MS community,
and all people who seek medical care
(that is, almost every American). If you
are part of a civic group or social club, let
them know. Arrange for local experts to
come and speak to your group and get
involved. “Speak Up and Be Heard.”

6. Tell your doctor about your access
issues

You may not realize it, but your doctor
may be fighting on your behalf in all
these ways as well. Your doctor may
have individual solutions for you.

7. Use socialmedia to spread the word

Let the world know that you want to
#KeepYourDoctor – you can use the twitter
hashtag #KeepYourDoctor to share access
issues (and solutions), as well as inform
the community about what actions you
are taking. Put the word out there on all
the social media sites that you use.
“Speak Up and Be Heard!”
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The Southern MS Consortium (seMSc) is committed to advocating for multiple
sclerosis (MS) patients in the United States by engaging the varied stakeholders. The
seMSc is composed of neurologists and allied health professionals dedicated to the
treatment and management of patients with MS.
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Daniel Kantor, M.D., is Immediate Past President of the Florida
Society of Neurology, founder of the Southern MS Consortium
(seMSc), a member of the MSF Healthcare advisory panel, Chief
Medical Correspondent for MSWorld and Medical Director of
Neurologique, an organization dedicated to patient care, research,
and education. You can follow him at facebook.com/Neurologique
or twitter.com/Neurologique.

Friends of the Foundation, many of you came
to know Crystal Milligan and Daniel Kantor,M.D.,
in their individual roles as tireless advocates for
those with MS – Crystal, as a former dedicated
MSF caseworker and Support Group Coordinator;
Daniel, as a very active member of our Healthcare
Advisory Board. Now, we would like to introduce
them to you as…husband and wife! The bride
and groom exchanged vows on November 27th,
2013 in Key West, Fla.

Please join us in congratulating Dr. and Mrs.
Daniel Kantor as they begin their new life
together:

Daniel and Crystal, on behalf of your MSF
family, we send best wishes for a lifetime of love
and happiness. In addition, we would like to
thank you for your generous donation to the

MSF, which will directly help those with MS through our programs and services.

The couple will reside in Ponte Vedra Beach, Fla., where Dr. Kantor is the founding
medical director of Neurologique Foundation, Inc. They can be reached via email at
crystalkantor1127@gmail.com.

Wedding Bells are Ringing at the MSF
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Please see Brief Summary of Important Product Information on next pages.
GILENYA is a registered trademark of Novartis AG. © 2013 Novartis 8/13 GYA-1289742
Avonex is a registered trademark of Biogen Idec.

GILENYA may cause serious side effects such as:
• Slow heart rate, especially after your first dose. An ECG 

will be performed before and 6 hours after your first dose. 
Your pulse and blood pressure should be checked every 
hour while you stay in a medical facility during this time.  
If your heart rate slows down too much, you might feel 
dizzy or tired, or feel like your heart is beating slowly or 
skipping beats. Symptoms can happen up to 24 hours 
after your first dose. After 6 hours, if your ECG shows  
any heart problems or if your heart rate is still too low or 
continues to decrease, you will continue to be watched 
by a health care professional. If you have any serious side 
effects after your first dose, especially those that require 
treatment with other medicines, you will stay in a medical 
facility to be watched overnight and for at least 6 hours 
after your second dose of GILENYA the next day. If you 
have certain types of heart problems, or if you are taking 
certain types of medicines that can affect your heart,  
you will be watched overnight after you take your first 
dose. If you experience slow heart rate, it will usually 
return to normal within 1 month. Call your doctor or go  
to the nearest emergency room right away if you have  
any symptoms of a slow heart rate. If you stop taking 
GILENYA for more than 14 days after your first month  
of treatment, you will need to repeat this observation.

• Increased risk of serious infections. GILENYA lowers  
the number of white blood cells (lymphocytes) in your 
blood. This will usually go back to normal within 2 months 
of stopping GILENYA. Your doctor may do a blood test 
before you start GILENYA. Increased risk of infection was 
seen with doses higher than the approved dose (0.5 mg). 
Two patients died who took higher-dose GILENYA (1.25 mg) 
combined with high-dose steroids. Call your doctor right 
away if you have fever, tiredness, body aches, chills, 
nausea, or vomiting.

• Macular edema, a vision problem that can cause some  
of the same vision symptoms as an MS attack (optic 
neuritis), or no symptoms. Macular edema usually starts 
in the first 3 to 4 months after starting GILENYA. Your 
doctor should test your vision before you start GILENYA; 
3 to 4 months after you start GILENYA; and any time you 
notice vision changes. Vision problems may continue 
after macular edema has gone away. Your risk of macular 
edema may be higher if you have diabetes or have had an 
inflammation of your eye (uveitis). Call your doctor right 
away if you have blurriness, shadows, or a blind spot in 
the center of your vision; sensitivity to light; or unusually 
colored vision.

• Breathing problems. Some patients have shortness  
of breath. Call your doctor right away if you have  
trouble breathing.

• Liver problems. Your doctor should do blood tests to check 
your liver before you start GILENYA. Call your doctor right 
away if you have nausea, vomiting, stomach pain, loss of 
appetite, tiredness, dark urine, or if your skin or the whites 
of your eyes turn yellow.

• Increases in blood pressure (BP). BP should be monitored 
during treatment.

GILENYA may harm your unborn baby. Talk to your  
doctor if you are pregnant or planning to become pregnant.  
Women who can become pregnant should use effective 
birth control while on GILENYA, and for at least 2 months 
after stopping. If you become pregnant while taking 
GILENYA, or within 2 months after stopping, tell your  
doctor right away. Women who take GILENYA should not 
breastfeed, as it is not known if GILENYA passes into 
breast milk. A pregnancy registry is available for women 
who become pregnant during GILENYA treatment. Call 
1-877-598-7237 or visit www.gilenyapregnancyregistry.com 
for more information.
Tell your doctor about all your medical conditions, including 
if you had or now have an irregular or abnormal heartbeat; 
history of stroke or warning stroke; heart problems; a 
history of repeated fainting; a fever or infection, or if you 
are unable to fight infections; eye problems; diabetes; 
breathing or liver problems; or high blood pressure. Also 
tell your doctor if you have had chicken pox or have received 
the vaccine for chicken pox. Your doctor may do a test for 
the chicken pox virus, and you may need to get the vaccine 
for chicken pox and wait 1 month before starting GILENYA.
Tell your doctor about all the medicines you take, including 
medicines for heart problems or high blood pressure or 
other medicines that may lower your heart rate or change 
your heart rhythm; medicines that could increase your 
chance of infections, such as medicines to treat cancer or 
control your immune system; or ketoconazole (an antifungal) 
by mouth. If taken with GILENYA, serious side effects may 
occur. You should not get certain vaccines while taking 
GILENYA, and for at least 2 months after stopping.
The most common side effects with GILENYA were 
headache, flu, diarrhea, back pain, abnormal liver tests, 
and cough.
You are encouraged to report negative side effects of 
prescription drugs to the FDA. Visit www.fda.gov/medwatch, 
or call 1-800-FDA-1088.

Please see additional Important Safety Information on  
previous page.

(CONTINUED FROM PREVIOUS PAGE)

Important Safety Information



MEDICATION GUIDE
GILENYA™ (je-LEN-yah) 
(fingolimod) 
capsules 
Read this Medication Guide before you start using GILENYA and
each time you get a refill. There may be new information. This 
information does not take the place of talking with your doctor
about your medical condition or your treatment.
What is the most important information I should know about
GILENYA?
GILENYA may cause serious side effects, including: 
1. Slow heart rate (bradycardia or bradyarrhythmia) when you

start taking GILENYA. GILENYA can cause your heart rate to
slow down, especially after you take your first dose. You will
have a test to check the electrical activity of your heart (ECG)
before you take your first dose of GILENYA.  

 You should stay in a medical facility for at least 6 hours after
you take your first dose of GILENYA.
After you take your first dose of GILENYA:

 • Your pulse and blood pressure should be checked every hour.
 • You should be watched by a healthcare professional to see if

you have any serious side effects. If your heart rate slows
down too much, you may have symptoms such as:

 • dizziness
• tiredness 

 • feeling like your heart is beating slowly or skipping beats
 • If you have any of the symptoms of slow heart rate, they will

usually happen during the first 6 hours after your first dose
of GILENYA. Symptoms can happen up to 24 hours after you
take your first GILENYA dose.

 • 6 hours after you take your first dose of GILENYA you will
have another ECG. If your ECG shows any heart problems or
if your heart rate is still too low or continues to decrease, you
will continue to be watched. 

 • If you have any serious side effects after your first dose of
GILENYA, especially those that require treatment with other
medicines, you will stay in the medical facility to be watched
overnight. You will also be watched for any serious side 
effects for at least 6 hours after you take your second dose 
of GILENYA the next day. 

 • If you have certain types of heart problems, or if you are tak-
ing certain types of medicines that can affect your heart, you
will be watched overnight after you take your first dose of
GILENYA. 

 Your slow heart rate will usually return to normal within 1 month
after you start taking GILENYA. 

 Call your doctor or go to the nearest emergency room right
away if you have any symptoms of slow heart rate.

2. Infections. GILENYA can increase your risk of serious infec-
tions. GILENYA lowers the number of white blood cells (lym-
phocytes) in your blood. This will usually go back to normal
within 2 months of stopping treatment. Your doctor may do a
blood test before you start taking GILENYA. Call your doctor
right away if you have any of these symptoms of an infection: 

 • fever  
 • tiredness
 • body aches

• chills
• nausea
• vomiting

3. A problem with your vision called macular edema. Macular
edema can cause some of the same vision symptoms as an
MS attack (optic neuritis). You may not notice any symptoms
with macular edema. Macular edema usually starts in the first 

3 to 4 months after you start taking GILENYA. Your doctor
should test your vision before you start taking GILENYA and 
3 to 4 months after you start taking GILENYA, or any time you 
notice vision changes during treatment with GILENYA. Your risk
of macular edema may be higher if you have diabetes or have
had an inflammation of your eye called uveitis.

 Call your doctor right away if you have any of the following:
 • blurriness or shadows in the center of your vision
 • a blind spot in the center of your vision 
 • sensitivity to light
 • unusually colored (tinted) vision 
What is GILENYA?
GILENYA is a prescription medicine used to treat relapsing forms
of multiple sclerosis (MS) in adults. GILENYA can decrease the
number of MS flare-ups (relapses). GILENYA does not cure MS,
but it can help slow down the physical problems that MS causes.
It is not known if GILENYA is safe and effective in children under 
age 18.
Who should not take GILENYA? 
Do not take GILENYA if you: 
 • have had a heart attack, unstable angina, stroke or warning

stroke or certain types of heart failure in the last 6 months
 • have certain types of irregular or abnormal heartbeat

(arrhythmia), including patients in whom a heart finding
called prolonged QT is seen on ECG before starting GILENYA

 • are taking certain medicines that change your heart rhythm
If any of the above situations apply to you, tell your doctor.
What should I tell my doctor before taking GILENYA?
Before you take GILENYA, tell your doctor about all your medical
conditions, including if you had or now have:
 • an irregular or abnormal heartbeat (arrhythmia)
 • a history of stroke or warning stroke
 • heart problems, including heart attack or angina
 • a history of repeated fainting (syncope)
 • a fever or infection, or you are unable to fight infections. Tell

your doctor if you have had chicken pox or have received 
the vaccine for chicken pox. Your doctor may do a blood 
test for chicken pox virus. You may need to get the vaccine
for chicken pox and then wait 1 month before you start tak-
ing GILENYA. 

 • eye problems, especially an inflammation of the eye called
uveitis.

 • diabetes
 • breathing problems, including during your sleep
 • liver problems
 • high blood pressure
 • Are pregnant or plan to become pregnant. GILENYA may

harm your unborn baby. Talk to your doctor if you are preg-
nant or are planning to become pregnant. 

 • Tell your doctor right away if you become pregnant while
taking GILENYA or if you become pregnant within 2 months
after you stop taking GILENYA.

 • If you are a female who can become pregnant, you should
use effective birth control during your treatment with
GILENYA and for at least 2 months after you stop taking
GILENYA. 

 Pregnancy Registry: There is a registry for women who become
pregnant during treatment with GILENYA. If you become preg-
nant while taking GILENYA, talk to your doctor about register-
ing with the GILENYA Pregnancy Registry. The purpose of this
registry is to collect information about your health and your
baby’s health.



For more information, you can call the GILENYA Pregnancy
Registry at 1-877-598-7237 or visit 
www.gilenyapregnancyregistry.com. 

 • Are breastfeeding or plan to breastfeed. It is not known if
GILENYA passes into your breast milk. You and your doctor
should decide if you will take GILENYA or breastfeed. You
should not do both. 

Tell your doctor about all the medicines you take, including pre-
scription and non-prescription medicines, vitamins, and herbal
supplements. 
Know the medicines you take. Keep a list of your medicines with
you to show your doctor and pharmacist when you get a new
medicine. 
Using GILENYA and other medicines together may affect each
other causing serious side effects. Especially tell your doctor if
you take:
 • Medicines for:
 • heart problems or 
 • high blood pressure or
 • other medicines that may lower your heart rate or change

your heart rhythm
 • Vaccines. Tell your doctor if you have been vaccinated within 

1 month before you start taking GILENYA. You should not get
certain vaccines while you take GILENYA and for at least 
2 months after you stop taking GILENYA. If you take certain
vaccines, you may get the infection the vaccine should have
prevented. Vaccines may not work as well when given during
GILENYA treatment.

 • Medicines that could raise your chance of getting infections,
such as medicines to treat cancer or to control your immune
system.

 • ketoconazole (an antifungal drug) by mouth
Ask your doctor or pharmacist for a list of these medicines if you are
not sure.
How should I take GILENYA?
 • Your first dose of GILENYA will be given in a medical facility

where you will be watched for at least 6 hours after your first
dose of GILENYA. See “What is the most important informa-
tion I should know about GILENYA?”

 • Take GILENYA exactly as your doctor tells you to take it. 
 • Take GILENYA 1 time each day. 
 • Take GILENYA with or without food.
 • Do not stop taking GILENYA without talking with your doctor

first.
 • If you start GILENYA again after stopping for 2 weeks or

more, you will start taking GILENYA again in your doctor’s 
office or clinic.

What are possible side effects of GILENYA?
GILENYA can cause serious side effects. 
See “What is the most important information I should know
about GILENYA?”
Serious side effects include: 
 • Breathing Problems. Some people who take GILENYA have

shortness of breath. Call your doctor right away if you have
trouble breathing. 

 • Liver problems. GILENYA may cause liver problems. Your
doctor should do blood tests to check your liver before you
start taking GILENYA. Call your doctor right away if you have
any of the following symptoms of liver problems:

 • nausea
• vomiting

 • stomach pain 
 • loss of appetite

 • tiredness
 • your skin or the whites of your eyes turn yellow
 • dark urine
The most common side effects of GILENYA include:
 • headache

• flu
 • diarrhea
 • back pain

• abnormal liver tests
 • cough 
Tell your doctor if you have any side effect that bothers you or
that does not go away. 
These are not all of the possible side effects of GILENYA. For
more information, ask your doctor or pharmacist. Call your doctor
for medical advice about side effects. You may report side effects
to FDA at 1-800-FDA-1088.
How do I store GILENYA?
 • Store GILENYA in the original blister pack in a dry place. 
 • Store GILENYA at room temperature between 59°F to 86°F (15°C

to 30°C).
 • Keep GILENYA and all medicines out of the reach of children.
General information about GILENYA
Medicines are sometimes prescribed for purposes other than
those listed in a Medication Guide. Do not use GILENYA for a con-
dition for which it was not prescribed. Do not give GILENYA to
other people, even if they have the same symptoms you have. It
may harm them.
This Medication Guide summarizes the most important informa-
tion about GILENYA. If you would like more information, talk with
your doctor. You can ask your doctor or pharmacist for informa-
tion about GILENYA that is written for healthcare professionals. 
For more information, go to www.pharma.US.Novartis.com or call 
1-888-669-6682.
What are the ingredients in GILENYA?
Active ingredient: fingolimod 
Inactive ingredients: gelatin, magnesium stearate, mannitol, tita-
nium dioxide, yellow iron oxide.
This Medication Guide has been approved by the U.S. Food and
Drug Administration.
GILENYA is a trademark of Novartis AG.
Manufactured by:
Novartis Pharma Stein AG
Stein, Switzerland
Distributed by:
Novartis Pharmaceuticals Corporation
East Hanover, New Jersey 07936
© Novartis
T2012-109
May 2012

 



Beginning with her very first injection
of glatiramer acetate, Susan B.Trachman
started saving the medication’s empty
silver-capped, caramel-colored vials. She
was determined to make something out
of the medication injection “ordeal.”Many
years passed before she physically started
crafting her art, but it was always on her
mind.

Fast forward to March 2013. Susan’s
art is featured in an exhibit at UCLA
David Geffen School of Medicine. Those
vials she saved throughout the years,
along with MRIs and other treatment
materials, have been made into pieces of
art that represent different aspects of
her life with MS.

She explains: “My artistic journey,
much like my physical and emotional
journey, was not preplanned. It had no
context, and I had no agenda. My core
pieces, including ‘Order’, ‘Balance’, ‘Chaos’
and ‘Flowers’, were not intended to tell a
story; they were simply expressions of
emotions or aspirations at given points
in time.These snapshots capturedmy need
to create structure and predictability.
‘Order’ showcased my need to find my
point of equilibrium, both physically and
figuratively. ‘Balance’ showcased my need
to learn to cope with the unmanageable.
‘Chaos’ showcased my need to learn to

accept what I could no longer do. Lastly,
‘Flowers’ showcasedmy need to be grateful
for what I could do.” (See snapshots of the
artwork on the following pages.)

Susan was born in 1961 in the
Rancho Park section of Los Angeles. She
loved art from an early age and fondly
remembers her favorite family outings –
going to the art museum on Sundays.
Thanks to her mother, she still has the
self portrait she created in kindergarten.
She also loved helping her father, an
engineer and hobbyist photographer,
work in the darkroom. His influence is
seen in many of her pieces.

After graduating from UCLA in 1984
with a Bachelor of Arts in Design, Susan
expressed her creativity by working as
an interior designer, doing commercial
and residential design for various firms.
Eventually, she opened her own business.

Susan was diagnosed with MS in June
of 1988, and began stockpiling materials
from her various treatments almost
immediately,with the intent of “someday”
doing something with these materials.
However, after Susan’s two sons were
born in 1994 and 1997, she decided to
dedicate all of her energy to motherhood.
“Someday” came approximately seven
years ago when, between carpool runs,
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she started conceptualizing her first piece,
‘Order’.

As Susan’s MS progressed and her need
for assistive devices, such as a cane,
walker, and occasionally a wheelchair,
were required, her focus remained on
what she could do, not on what she could
not do. This positive outlook is evident in
all of her pieces.

“The making of my art was cathartic,
creative, and exhilarating. It was freeing.
I had control, something that, over time,
I have had very little of, especially as it

relates to my body,” she says.

“Having MS, like life itself, is unpre-
dictable. We all have something, and
dwelling on the things that you have lost
or can’t control does not change what is
or what will be. Making something of
what you have is all that you can do.”

While her journey remains unpredictable,
Susan says one aspect remains certain –
she will continue expressing herself
through art. Her mind is already working
overtime on what she should create with
the remnants of her current medications.

Flowers
Integrated Digital Art

90” x 16”
Digitally mastered collages
on paper, mounted end-to-
end, matted on illustration board and floated in a wood frame. This piece (actually five
individual pieces laminated together) was done in Photoshop and evolved over a seven-year
period. I chose to create an eye-catching piece of art, which, from a distance, looks like
colorful flowers with “Color Form” like leaves, positioned randomly on a black patterned
background. But, when one gets up close one can see that the flowers are made from the
syringes that caused my daily pain. My focus continues to be seeing beyond the fatigue and
discomfort and finding the beauty of life.

Balance Mobile 18” x 50”
This is my second piece, which is comprised of boxes clad in
labels, bottles and bottle components, fishing line and a spinning
motor. It is a constant struggle to find balance in my body and
my life as the MS affects my strength, stability and energy. At
times I feel like I am teetering on an unstable edge, but I still
find my balance.

Order (1, 2 & 3) Assemblage Three, 14” x 11” pieces
Solution bottles mounted in shadow boxes arranged in
deliberate, well thought-out, controlled patterns. Since I could
not control my disease and the symptoms that it caused, I wanted
to create order where I could find it.



Living Color (1, 2, 3, 4)
(My Psychedelic Brain)

Digital Collages, Four, 14” x 17” images
displayed on individual 15” x 22” x-ray
view boxes. MRI images of artists’ brain
and skeleton, in black and white (1) and
colorized (2, 3, 4), printed on backlit
film and displayed on illuminated x-ray
view boxes.

‘Living Color 1’ is a collage of two unaltered MRI images of the artist’s brain with arrows
pointing to the white spots indicating plaque. The MRI images in ‘Living Color 2, 3, 4’ have
been digitally colorized by the artist. Yes, I see the plaque. It’s in black and white, but I also
see bright vibrant colors. I see beauty. I see life. I see me.
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Chaos Sculpture 14” x 14” x 11”
Bottles suspended in clear polyester resin.

This is a bookend to the ‘Order (1, 2, & 3)’ Series.
Having had MS for over 24 years, I now know that
there are many aspects of my body I can't control and
my day-to-day symptoms can be chaotic. Instead of
becoming depressed and withdrawn, I use my art to
manipulate the chaos.The bottles are “chaotically” tossed
aroundwithout any rhyme or reason likemy symptomatic
exacerbations.The two 9” x 9” resin planes are embedded
in an uneven resin base, further symbolizing the lack
of control and stability of the course of my MS.

Java Chip
Wall sculpture 132” x 32”

120 sharps containers (used for the disposal of
needles and syringes) hung on nine steel rods.Wall
sculpture utilizes a commonly seen object used for
the disposal of syringes. The 120 sharps containers
are configured in nine repetitive segments representing
the number of containers used for the by-product
of the daily injections of the medication. 12 years,
624 weeks, 4,380 nightly shots, and my post shot
dose of creamy delicious Starbucks Java Chip ice
cream . . . Something to look forward to.

Susan continues to reside in Los Angeles. She has two sons, Alex and
Harrison, a loving husband, Andy, and the cutest dog in the world,
Molly. For information on Susan’s work, please email Susan Trachman
at strach928@sbcglobal.net or Ted Meyer at Ted@artandmed.com.
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PPaarrttiicciippaattee  aanndd  AAddvvooccaattee::
MMoovveerrss && SShhaakkeerrss  NNeewwsslleetttteerr

KKeeeeppss  YYoouu  IInnvvoollvveedd  wwiitthh
SSttuuddiieess  aanndd  SSuurrvveeyyss

By Erika Bolin

As National MS Education and
Awareness Month® approaches in March,
you may be wondering how you might
get involved in advocacy for MS. Or
you may be asking yourself, “What is
advocacy?” As editor of the Multiple
Sclerosis Foundation’s Movers & Shakers
(M&S) advocacy newsletter, I can offer
some advice. 

For starters, subscribing to the M&S
helps you stay informed about
opportunities to participate in studies
and surveys – two great ways to be a MS
advocate. Here’s an example of how your
participation can make a difference:

Recently, a nameless source ran a
workplace accommodations survey. That
information, gathered via survey responses,
went directly towards making sure
employers were honoring the Americans
with Disabilities Act (ADA), an act that
ensures reasonable accommodations for
employees. Those who participated in the
survey made an anonymous contribution
with their nonbiased and confidential
input. An organization that works to
protect those rights heard from people
directly affected by the ADA. The source
then gathered the results, which are to
be shared with local businesses, state
agencies, or even presented to Congress
at a MS-related caucus. Your 15 minutes

of participation absolutely contributes to
the focused presentation others will
then use to help a nation’s worth of
citizens!

As an added bonus, you can be very
active in various surveys and studies
right from your own home. I spend a
great deal of time completing surveys,
calling about studies, and checking on
clinical trials to be sure they are going to
be valid when the readers get their
issues. 

Most participation requests are quick,
while some are lengthier. Each survey,
study, or trial has a summary so you
know what’s involved before committing.
When there is advocacy regarding new
legislation, we will include a “where to
sign,” or contact link as well. The MS-
related clinical trials are often location
specific. They are more time-consuming
and typically require going into a facility
somewhere; the summaries will direct you.

After a brief summary on the “who,
what, and how,” you will be prompted to
take an online survey by clicking an
active web link. Or, for a study, you will
be given an email contact or telephone
contact to get started. Both surveys and
studies are based upon one’s experience
with MS in some way – for example,
“Which medication do you take, and why?”
So far, every one of them has stated



“confidential,” though some will ask for
your name and address at completion to
send you compensation for helping out –
usually between $15 to $50 via gift card,
check, or Amazon shopping credit!

When we are told of guaranteed
compensation, it is listed in the summary.
Those ‘thank you’ gifts are just the
proverbial cherries on top of the sundae,
as sharing your experiences goes a long
way to helping our entire community.
Sometimes, the survey summaries will
not specify gifts-for-participation. This
often means there aren’t any, or the gifts
are limited.

The surveys are usually short enough
to do with a cup of coffee in the morning.
The studies usually take a bit longer. The
surveys are usually done via computer.

The sponsors offer a link that, when
clicked on, bring you to a secure online
survey with multiple questions to
answer with help from your mouse. The
questions are very specific to the survey’s
goal.

The M&S contains more than just
surveys and studies, however! Each
edition also has a short “how-to,” focusing
on a part of advocacy, awareness, or
fundraising. You may have wanted to
start being active in one of these areas,
but were at a loss on how to begin. This
section is designed to be a starting point
with easy to follow directions.

Finally, each month we talk with
someone in our community that has
raised awareness, funds, or advocated
for MS. They share how and what they
did to get involved; it is very inspiring.
You, too, can be in this section; just email
editor@msfocus.org and they’ll get it to me.

The M&S newsletter is a great way to
engage with others and have your voice,
even if it is anonymous, be heard. If you
are not getting the M&S advocacy news-
letter, please go onto www.msfocus.org
and navigate to the publications area.
There you will find a prompt for your
email to accept delivery of the monthly
newsletter.

Erika Bolin is a retired comedic celebrity journalist, nom
de plume, Emily Blunt. She has also hosted some of
Movieland’s biggest red carpet events. Many of her works can
be found at her online venue BluntReview.com. Erika’s own
MS has slowed her down, but she still uses her web-based
writings to keep her brain active, and make people laugh,
with less time-sensitive DVD reviews. She is also the editor
for MSF’s Movers & Shakers advocacy newsletter.
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7-Night Southern Caribbean Cruise
aboard Royal Caribbean’s Adventure of the Seas

departing San Juan, Puerto Rico on February 1st, 2015
to Charlotte Amalie, St. Thomas; Basseterre, St. Kitts;

Oranjestad, Aruba; and Willemstad, Curacao.

In order to participate in the
Multiple Sclerosis Foundation’s

program aboard the ship, you must
book through the MSF by calling:

(800) 659-0081
(954) 322-1030

(800) 225-6495 or
cruise@msfocus.org

Cruise Itinerary
Sunday, February 1st

Depart San Juan, Puerto Rico - 8:30 p.m.
Monday, February 2nd

Charlotte Amalie, St. Thomas
Arrive 8:00 a.m., Depart 5:30 p.m.

Tuesday, February 3rd
Basseterre, St. Kitts

Arrive 8:00 a.m., Depart 5:00 p.m.
Wednesday, February 4th - At Sea

Thursday, February 5th
Oranjestad, Aruba

Arrive 8:00 a.m., Depart 10:00 p.m.
Friday, February 6th
Willemstad, Curacao

Arrive 8:00 a.m. - Depart 6:00 p.m.
Saturday, February 7th - At Sea

Sunday, February 8th
Arrive San Juan, Puerto Rico - 6:00 a.m.
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Each year the MSFmakes dreams come true for many individuals with MS through
the Brighter Tomorrow Grant (BTG) Program. The goal of this national program is to
provide goods or services to improve quality of life for those living with MS by
enhancing safety, self-sufficiency, comfort, or well-being. Those who have never
received a BTG can apply annually from June 1st to September 1st. The following
2013 BTG recipients shared how their lives improved thanks to help from the MSF.

Service Dog Makes the Grade
For about a decade, a devoted Labrador

retriever named Diesel helped Janis
Bracken of Leechburg, Penn., navigate life
with MS.When Diesel developed diabetes and
lost his vision, he could no longer perform as
a service dog. Enter Charlie, a spunky, young
lab eager to please, but in need of discipline
and training.

“My new lab is now one year old and needs
service dog classes so he can help me. I miss
not having the use of my service dog; I used my previous dog for ambulation and
standing. I don’t go out as much anymore, but the dogs are good friends to keep,”
Janis wrote in her BTG application.

After lessons provided by Ringer’s Pet Dog Training in Tarentum, Penn., Charlie
proved to be a capable successor to Diesel.

“Thank you for the lessons for Charlie; the trainer was excellent,” Janis wrote to
the MSF. “Now, Charlie wears his service vest and goes with me anywhere I want or
need to take him. He has assisted me in church, in restaurants, on day trips, and
while shopping. The trainer assisted with teaching him good behavior and how to
walk next to me, providing balance assistance when I need it. Thank you again for the
lessons for Charlie and for caring about me.”

Relaxing is Easy with new Chair
Diagnosed with MS in 1999, Leslie Egan of Chicago,

Ill., is glad she has been able to continue working, even
though leg pain and cramping – her worst symptoms –
make the job uncomfortable at times. Leslie’s respite
comes at the end of the day when she can prop up her
feet and relax in an easy chair. For years, Leslie used an
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easy chair that was so old and worn out that it had to be propped up with old catalogs
to keep it from leaning to one side. The leg rest was stuck in the “up” position. That
chair has recently been retired. In its place sits a new recliner, working foot rest and
all, courtesy of the MSF’s BTG program.

“I applied for the grant because I can work and deal with the leg problems, but
when I came home, I wanted to relax in a chair that wasn't propped up. Financially,
I couldn't afford another easy chair. This chair is my little luxury. I don't get a chance
to watch TV or relax that often, but when I do, I really appreciate this gift from the
MSF,” she says.

Stroller Keeps Mom on the Move
Like many moms with MS, Dawn Flinders of

Modesto, Calif., likes to keep active and do as
much as she can with her children. Son Jayden,
now 3 years old, was born with spina bifida and
club feet, so he still needs a stroller when he
goes out with his mom. His single stroller
served the family well until baby Logan came
along in early 2013. Going out with the children
became a struggle, as Dawn explains in her
BTG application: “I cannot go to the store or
even walk anywhere with my kids because
Jayden cannot walk distances. So I put him in the single stroller and have him hold
the baby. It’s very dangerous. My parents support us, and they cannot afford to buy
us a new stroller.”

With a new double jogging stroller from the MSF, Dawn has peace of mind when
she takes the boys out. When she wants to pick up the pace, the stroller is designed
for getting some exercise as well. The boys don’t mind. “Thank you so much; they love
it,” she says.

Right at Home on a Treadmill
Fatigue and nerve pain in her arms and legs are two major

MS symptoms that Natalie Backman of Charleston, S.C.,
struggles with each day.When she approached her doctor about
a remedy for these symptoms, he recommended exercise.
Research on the topic further supported the benefits of exercise
for her condition. However, a busy work schedule left little
time for attending nearby exercise classes and using equipment
at the gym.

Now, with a brand new treadmill in her home, Natalie can
exercise at her convenience. She’s already experienced a big
improvement. “Since receiving it in September, I’ve been able
to exercise much more than I was before,” she says. “It is such
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a blessing to have an organization able to help people in my situation (diagnosed with
MS) by providing the items we need to get by.”

Tablet Connects her to the World
For much of her life, Ruth Disch of New Glarus,

Wisc., has experienced the losses that come with
progressing MS. The first symptoms of the disease
appeared in the mid-1970s; 30 years later, she was
losing strength in her legs and was unable to
function at home. In 2007, Ruth entered a nursing
home. Today, she is bed-bound, unable to sit up
more than six hours a day.

And yet, Ruth decided to push back against the
losses and start making gains by using the one physical ability that remains – she
can still move fingers in one hand. In her BTG application she explains, “An Apple
tablet would give me incredible educational and entertainment opportunities.
Connecting to people and the world outside the nursing home would make every day
here brighter.”

By using free voice recognition software, Ruth now dictates emails to family,
friends, and doctors. She reads books and surfs the internet with the swipe of a
finger. These activities, she says, give her something to look forward to each day.

In Hot Water
With a coldwinter bearing down on their home inMiamisburg,

Ohio, Ellen and Mark Campbell were especially grateful for
the new hot water heater that came their way via the BTG
program. Ellen turned to the MSF for help when their old
and cracked water heater seemed ready to fail. “A brighter
tomorrow would be safety in knowing we could have hot
water, showers, and clean clothes,” she wrote.

It hasn’t been easy for the couple, who are both on disability,
to keep the bills paid for medical and household expenses.
Ellen says she even had to deplete her 401K account to pay
for rehabilitation and monthly MS treatment infusions.

Diagnosed with MS in 2001, Ellen’s health received another blow in 2010. That
was the year she learned she had breast cancer and needed to undergo a double
mastectomy. It was also the year Mark needed heart surgery. Even in the most difficult
times, the couple refuses to let situations bring them down. “We remain optimistic
with hope and laughter,” Ellen says.

Making a Splash
When MS weakened her legs, Beth Pugh discovered the power of swimming to
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maintain mobility and to improve overall wellness. With
free access to a private pool near her home in Denver,
Colo., she enjoyed regular exercise sessions. However,
Beth’s swimming regime ended in 2009 when she moved
to Billings, Mont. and could not afford to join a gym with
a pool. Spasticity made traditional core strengthening
exercises difficult; the weakness returned.

Thanks to a BTG, Beth is “back in the swim.” As a
member of the Rocky Mountain College gym, she can even
exercise in the winter.

“I’m swimming twice a week, with a visit to physical therapist after each swim to
have her do deep tissue massage to remove giant spasms in my legs,” she says. “My
goal is to get back up to 20 laps, I’m currently doing 10. Once I work through the pain,
I can improve my overall body function. Then I need to just keep it there. I would not
be as dedicated to this painful process if I didn’t have the grant for the pool. I feel
obligated to make it work in my favor as a thank you to the MSF; you folks rock!”

High School Reunion brings
Fun and Support
As the date of her 45th high school

reunion approached, Dianna Cron began to
wonder if her dream of attending would
become a reality. One major obstacle stood
in her way. Wheelchair-bound and in need
of 24-hour aide service, Dianna had no
means of transportation from her home in

Ellenville, N.Y., to the reunion nearly 45 miles away in Callicoon, N.Y. She could not
afford a driver.

“I last attended my 30th reunion, which took place at the same facility, but at that
time my adult son accompanied me. My son died in an automobile accident later that
year,” she wrote in the BTG application. “My childhood and high school experience
was one of happy memories, good friends, and a sense of belonging.While I have kept
in touch with some of my school friends, there are others I have not seen since the
last reunion. Everyone is excited I might be coming this year.”

To the delight of all who attended, Dianna enjoyed dinner, music, and socializing
with her classmates at the Liberty High School 45th reunion on Oct. 5th at the Villa
Roma Resort. She was transported to the event, courtesy of a BTG, by the same
agency that takes her to her doctors’ appointments.

Applications for the Brighter Tomorrow Grant are accepted from June 1 to
September 1 of each year. For further information on the Brighter Tomorrow Grant, call
our Program Services Department at 1-888-MSFOCUS or you can contact us by email:
support@msfocus.org or go to www.msfocus.org/Brighter-Tomorrow-Grant.aspx.
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Another Fantastic Destination
for Educational Programs

at Sea
The Multiple Sclerosis Foundation is

excited to announce its 2015 MSF Cruise
for a Cause®, a seven night exotic cruise
departing from San Juan, Puerto Rico on
February 1st, 2015.Why exotic? Just look
at the amazing places we plan on visiting:
San Juan, Puerto Rico; Charlotte Amalie,
St. Thomas; Bassetterre, St. Kitts;
Oranjestad, Aruba; and Willemstad,
Curacao! Book early to assure a stateroom
of your choice. For more information, see
page 24.

Tune into Your Favorite MS
Topics on the All-New

MSFocus Radio
Like a jukebox loadedwith your favorite

tunes, the new MSFocus Radio is now
online and open for your listening pleasure.
We’ve delved into our extensive files of
written, educational materials about a
wide range of topics, and developed audio
versions that can be easily accessed.

With a few clicks of the keyboard, listeners
can explore timeless topics related to
living well with MS. For on demand
play, tune in to MSFocus Radio at
SoundCloud.com/MSFocus Radio. Look
for more information coming soon.

Play it Cool
Beginning February 1st, the MSF will

accept applications for theCoolingProgram.
Through this program, the Foundation
provides cooling accessories to those who
need them most, especially when rising
temperatures threaten to stir up MS
symptoms. For more information and an
application, see page 41.

Calling All Potential MSF
Ambassadors!

Apply now for a chance to become a part
of an amazing team of MSF ambassadors
who work within the local communities
– and sometimes nationally – to educate
others about the disease and what they
can do to help. For more information and
an application, go to page 39.

Show Your Support
for the T-shirts,

mousepads,
keychains
and more.

Visit www.msfstore.com
®



There are many contributing factors
that can lead to swallowing problems.
For individuals with MS, the underlying
causes of dysphagia are lesions in the
part of the brain that control swallowing
(largely the brainstem), and/or the nerves

that provide proprio-
ceptive feedback.
When lesions are
present, neurons are
unable to transmit
impulses efficiently,
which lead to MS
symptoms, including
dysphagia. Additionally,

some medications can cause dry
mouth, which can worsen swallowing.
These medications include:

• Anticholinergics, prescribed for bladder
dysfunction or diarrhea, including:
propantheline, (Norpanth®,Pro-Banthine®)

and dicyclomine (Bentyl®).

• Tricyclic antidepressants, such as
amitriptyline (Elavil®, Endep®),
desipramine (Norpramin®), doxepin
(Sinequan®), imipramine (Tofranil-PM®),
nortriptyline (Pamelor®).

• Selective Serotonin Reuptake
Inhibitors (SSRIs), including fluoxetine
(Prozac®), sertraline (Zoloft®), citalopram
(Celexa®) and paroxetine (Paxil®).

• Norepinephrine Reuptake Inhibitors
including venlafaxine (Effexor®) and
duloxetine hydrochloride (Cymbalta®).

Dysphagia is a deceptively serious
condition if left untreated. Without
proper nutrition, individuals can become
dehydrated or malnourished. When food
travels into the lungs and/or the upper
airway, aspirated food or liquids can
lead to pneumonia, a dangerous lung
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Dysphagia 101:
Tips for Safe Swallowing

By Marissa A. Barrera, MS, MPhil, MSCS, CCC-SLP
and Michaela A. Medved, MA, TSSLD, CCC-SLP

Since the development of disease-modifying therapy for
multiple sclerosis in oral formulation (pill) , individuals with MS
– now more than ever – need to monitor the safety of their
swallowing. Dysphagia, or difficulty swallowing, is estimated to
occur in 50 to 55 percent of individuals with MS. Colloquially,
dysphagia is associated with the sensation of “food going down the
wrong pipe,” but in actuality it is a dangerous and life-threatening
condition. Speech-language pathologists (SLPs) are licensed
professionals trained in the evaluation and treatment of
swallowing disorders.

What Causes Swallowing Problems?
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infection, which is one of the leading
causes of death for persons with MS.

Signs & Symptoms
Signs and symptoms of swallowing

dysfunction may include:

• Food going “down the wrong pipe”
more than once a week.

• Difficulty controlling food or saliva in
the mouth.

• Finding food in your cheeks.

• Difficulty initiating a swallow.

• A wet or gurgle-like voice during or
after eating.

• Unusual or noisy breathing.

• Extra effort or time needed to chew,
swallow, and finish a meal.

• Coughing during or immediately after
eating/drinking.

• Recurring pneumonia or chest
congestion.

• Unexplained weight loss or dehydration.

A comprehensive evaluation by a SLP
will help determine the nature and
severity of the condition. Speak with
your physician if you think you may
benefit from a dysphagia evaluation.

Treatment Options
Following an evaluation, a SLP can

develop a personalized treatment plan
that may include swallowing exercises
(e.g., Mendelsohn, Masako, and Shaker
exercises), diet modifications (e.g., smaller
pieces of food, soft food, thickened liquids),
and/or compensatory strategies (e.g.,
head turn, chin tuck, use of a straw) to
manage dysphagia.

Assistive and adaptive technology for

swallowing is an often-overlooked area,
though such products can significantly
improve safety when eating, promote
mealtime independence, and improve
nutritional status. If you or a loved one
experiences food going “down the wrong
pipe,” difficulty controlling food or saliva
in your mouth, and/or find food in your
cheeks after you’re done eating, then
Guardian Therapy by Spectramed may
be your solution.

A fundamentally
different approach for the
treatment of dysphagia,
Guardian Therapy uses
neuromuscular electrical
stimulation (NMES) to
promote improved strength,
timing, and re-education of
swallowing musculature.
Guardian Therapy is a
non-invasive treatment
administered by a certified
speech-language pathologist that utilizes
a small portable stimulator that generates
customizable electrical pulses. These
pulses flow through a wire (lead) to a
pair of small electrodes placed on the
submental region (under your chin). The
electrical current passes into the body
and causes an electrical reaction in the
motor nerves that creates a muscle
contraction.While treatment sessions last
only 30 minutes, the use of Guardian
Therapy can preventmuscle disuse atrophy,
promote muscle re-education, strengthen
weak swallowing muscles, reduce the
occurrence of aspiration, and increase
the speed of swallowing. This highly
efficacious treatment technique is safe,
affordable, and can prevent the occurrence
of deadly pneumonia. (Contact (800)
643-1917 to learn more about availability
of Guardian Therapy in your area.)



If you or your loved one is experiencing
dysphagia, you may want to try some of
the following professional tips. Not only
are many of these tips “common sense,”
but they are also cost effective and, most
importantly, incredibly effective in
improving swallowing safety.

• Place your elbows on the table; this
will keep your upper body and chest
steady when eating. Keep feet firmly
positioned on the floor; this helps your
body feel secure.

• Sit up straight! Not only while eating,
but you should also remain in an
upright position for at least 30 minutes
following a mealtime.

• Never eat or drink when reclined!

• When swallowing pills, try mixing
them into a small bowl of pudding,
applesauce, or yogurt. Also, try putting
pills into a soft piece of marshmallow.

• Alternate between food and drink.
Rule of thumb: one sip of liquid for
every three bites of food. For some
individuals, it is challenging to have
food go all the way down the esophagus.
In this situation, it may be helpful to
alternate between small sips of liquid
and bites of solids.

• Eat smaller meals to reduce fatigue.
Similar to other physical activities,
swallowing can cause fatigue. If
muscles become tired, try taking a
break by separating the meal into
smaller portions.

• Choose your foods wisely as hard, chewy,
crumbly, or dry foods can generate

small particles of foods that can lead
to swallowing difficulty. Considering
adding gravy or sauces to moisten
foods or, if necessary, avoid these kinds
of foods altogether. In extreme cases of
dysphagia, food may need to be very
soft or even pureed.

• Try using a straw to gain better control
of liquids entering your mouth; this
will ensure small and controlled sips.

• If food is caught in your throat, try
coughing hard twice followed by one
hard/effortful swallow.

• Try tucking your chin to your chest
just before you swallow. It helps widen
the back of your throat and allows food
and pills to pass easily. Moving your
chin just one-half inch closes off the
airways, preventing food and liquid
from going into your respiratory tract.

• Consider thickening your liquids as
for many people, thin liquids tend to go
quickly down the “wrong way,” causing
coughing and throat clearing. There
are many different thickeners so it is
important to consult with a SLP or
nutritionist to find out which option is
best for you. When added to liquids,
thickeners can help improve swallowing
safety and reduce the risk aspiration.

Take a symptom inventory and think
about how you feel before mealtime and
if your MS symptoms worsen at a
particular time of day. Remember,
fatigue will contribute to swallowing
difficulty, so be mindful of heat intolerance,
as overheating can aggravate all MS
symptoms.
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Tips for Safe and Easy Swallowing
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Marissa A. Barrera is the owner of New York Neurogenic Speech-
Language Pathology and co-owner of the Aspire Center for Health +
Wellness. She is a licensed speech-language pathologist, a multiple sclerosis
certified specialist and professor of acquired motor speech and swallowing
disorders. She specializes in the use of neuromuscular reeducation and
serves as a national training instructor for Guardian NMES therapy.An
avid supporter of telehealth, Marissa provides therapy to patients across
the globe via the internet. Have questions? Contact Marissa at
MBarrera@nyneuroslp.com or 212.453.0036.

Michaela A. Medved is a bilingual Russian-English Speech-Language
Pathologist who works with a variety of populations including children
with autism and pervasive developmental disorders, head and neck cancer
patients, as well as individuals with multiple sclerosis, Parkinson's disease,
and traumatic brain injuries. In addition to performing therapy within
the private practice facilities Michaela has been traveling with Marissa to
co-lecture on the use of Guardian Therapy for the treatment of dysphagia.

Marissa A. Barrera, MS, MPhil, MSCS, CCC-SLP
Owner, New York Neurogenic SLP and The Aspire Center for Health + Wellness

Multiple Sclerosis Certified Specialist
Michaela A. Medved, MA, TSSLD, CCC-SLP

New York Neurogenic SLP and The Aspire Center for Health + Wellness
Have questions? Contact Marissa at MBarrera@nyneuroslp.com or 212.453.0036.
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Lee Silpe Since my diagnosis, I have started
writing. I am now more than halfway done
with writing my first novel.

Michelle Spanjer I find if a draw, my MS
problems come clearer and I can focus
more on getting better. I know there is no
magic pill and things that work for one
person don’t work for another, but through
my art I can get away for a little while and
I seem to think better.

EmilTorres Go toYou Tube and search for
Emil Torres. My songs begin with “Time for
Fun”.

Kara Hartwell Raudenbush I started a
company. I've been a photographer for
over 25 years. When I was diagnosed in
’08, I wondered what I would do if I were to
become disabled by the disease. The
basic idea is a DIY photography studio.
Customers use my backgrounds, props,
and lighting and with some guidance from
this old seasoned pro, they take amazing
photographs.

Tiffany Jaide Hightower So have I have
come to terms with one thing so far early
this morning: The right side of my brain
(controls most creativity) is still working
just fine, but many times it seems MS has
made scrambled eggs with most of the left
side. LOL. With that being said, please

support COMPLAISANT (from the creative
mind of an MS survivor).
www.complaisantthefeaturefilm.com

Erika Bolin I can no longer sculpt but went
back to the camera. I discovered I do
‘wonderful’ people shots, and have done
several family portraits and a wedding for
friends. I'd do nature again, but that’s hard
now; so photographing the people was a
new talent I did not know I had!

Elizabeth LoSacco Massa I think MS
makes us all more creative on a daily
basis! So many things are harder for us to
do that we have to continuously think of
new and creative ways to get them done
within our often changing limitations.
Creativity is constantly coming up with
new workarounds!

Woody Dent If a doctor thinks shower
bars will help and if you can't afford them,
an alternative is to buy barn door handles
from a hardware store for $3 each. Place
them beside the toilet if you need a grab
bar there; beside a doorway if opening the
door makes you lose balance. Put them on
walls by a tub or shower to hold on to.
Make sure screws are long and go into the
wood to be secure. This is a creative and
inexpensive way to get a grab bar where
you need one.

Facebook Feedback is your chance to share, in advance, your experiences related
to topics covered in the MSFocus. “Like” our Facebook page at www.facebook.com/
MultipleSclerosisFoundation and watch for our next Facebook Feedback post.

Inspired by SusanTrachman’s creative use of her medication materials, the question
we asked for this edition of Facebook Feedback is: “Has having MS inspired you to
become more creative? How do you express your creativity, and how have you
benefitted from it?”
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“MS Counts” is our theme for 2014 National Multiple Sclerosis Education and
Awareness Month® (NMSEAM) in March. As those in the MS community know, the
effects of multiple sclerosis on individuals, their loved ones, and society can be pro-
found; yes, MS counts. That’s why it’s important for those with MS to “speak up and
be counted” by educating others about MS, participating in fundraising activities, or
becoming an advocate.

Those who have MS may also consider participating in the North American
Research Committee on Multiple Sclerosis (NARCOMS), a global registry for MS
research, treatment, and education. For more information go to http://narcoms.org or
call toll-free at 1-800-253-7884.

There is strength in numbers! During this Awareness Month and beyond, let’s
grow stronger together. Be counted, and let others know that “MS Counts.”

2014 National Multiple Sclerosis
Education and Awareness Month®

What Is National MS Education and Awareness Month®?
National MS Education and Awareness Month is an effort by the Multiple

Sclerosis Foundation (MSF) to raise the public's awareness of multiple sclerosis (MS).
The vital goals of this campaign are to promote an understanding of the scope of this
disease, and to assist those with MS in making educated decisions about their health-
care.

Efforts to raise awareness of MS take place across the country. Awareness Kits and
instructions are available from the MSF for those who wish to become involved in the
effort.

Anyone affected by or interested in learning more about MS is invited to
participate in activities and to broaden their understanding of MS throughout the
month. All MS organizations are encouraged to participate.

®

To learn more or to receive a MS
Awareness Kit, please call:

888-MSFOCUS (673-6287)
or visit: www.msfocus.org.

“MS Counts”
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Rules and Disclaimers:
• The contest is open to legal residents of
the United States who are 21 years of age
or older at the time the contest commences
and can show current diagnosis of having
multiple sclerosis by a neurologist
licensed in the United States.

• Deadline for entries is midnight April
15th. The winners will be notified by
May 15th.

• Only one entry per personwill be accepted.
• Prize is non-transferable, non-refundable
and not exchangeable for cash or other
prizes.

• If a selected winner cannot be contacted,
is ineligible, or fails to claim a prize, an
alternative winner will be selected.

• Participants must consent to the use of
their names, photos, and likenesses for
publicity and commercial purposes
without further compensation.

• Employees, families, and friends of the
Multiple Sclerosis Foundation (MSF)
are ineligible for the contest.

• MSFand its employees are not responsible
for and shall not be liable for: late, lost,

delayed, damaged,misdirected, incomplete,
illegible or unintelligible entries; any
condition caused by events beyond the
control of MSF that may cause the
contest to be disrupted or corrupted;
any injuries, losses, or damages of any
kind caused by the prize or resulting
from acceptance, possession, or use of
the prize, or from participation in the
contest; or any printing or typographical
errors in any materials associated with
the contest.

• All submissions of written and/or spoken
materials, videos, and pictures become
property of the MSF.

• Personal information provided by
contestant, such as name, address,
phone, and email addresses will not be
sold or shared with any third party.This
information is treated as confidential and
only used as outlined in this disclaimer.

• MSF at its sole discretion will determine
winners.

• By entering this contest you agree to
all the terms and conditions.

2014 NMSEAM Initiative
“MS Awareness: Make it Count” is the name of our 2014 NMSEAM initiative, a

contest to see who can stage the largest awareness activity. To participate, you’ll need
three things: a camera (still or video), lots of people wearing the color orange, and a
homemade sign that says: SUPPORT THE MULTIPLE SCLEROSIS
FOUNDATION – BECAUSE MS COUNTS!

The photo that includes the most people (don’t forget to wear orange and display
the sign) wins the grand prize – a tablet! In addition, five entries drawn at random
will win $50 gift cards. Be creative! Ask your school or congregation or favorite social
club to help. It’s a great way to spread awareness and educate others about MS. We’re
counting on you!

Entries can be in the form of a video, digital photograph (with high resolution and
size of at least 400K), or printed photograph. Submit your entry by email to
awareness@msfocus.org or by mail to NMSEAM, 6520 N. Andrews Ave., Ft.
Lauderdale, FL, 33309. Be sure to include your name, address, email address if you
have one, and phone number for day and evening.
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This spring, the MSF will choose people with MS from around the country to serve
as ambassadors. These people will become leaders in the MS community by:

• Representing the MSF in their local community.

• Attending local and regional MSF events.

• Speaking at support groups and health fairs.

• Participating in public outreach, and more!

Selectees will have the chance to participate in leadership training to help
them become advocates for MS awareness, and work closely with the MSF to help
meet their advocacy goals.

So, tell us how you would get the word out! Be creative – write an essay, record a
video, include photos, or do a slideshow presentation.

• Applications can include an essay,
video, or mixed-media presentation.
Essays must be 1,000 words or less.
Videos are limited to five minutes.

• Photos, videos, essays, and other
materials submitted to the MSF will
not be returned.

• Entries must be postmarked or time-
stamped by April 15, 2014.

• Ambassadors grant the MSF the right
to use their name and photograph in
connection with this program.

• Ambassadors may be asked, but are
not obligated, to travel within their
region to attend MSF programs.

• Ambassadors may be asked, but are
not obligated, to speak with members
of the media about MS.

Official Guidelines
Entries must meet the following criteria:
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MSF AMBASSADOR ENTRY FORM
Name ________________________________________________________________________

Address ______________________________________________________________________

City _______________________________ State __________________ Zip ______________

Day Phone __________________________ Alternate Phone _________________________

Email Address ________________________________________________________________

Are you comfortable talking about your personal experience with MS? � Yes � No

Are you now, or have you been in the past, a spokeperson for a � Yes � No
pharmaceutical company or another MS organization?
If yes, please indicate for whom you served: _____________________________________

Are you willing to travel to attend MSF events and do you have � Yes � No
access to transportation to do so?

Please attach this form to your entry. You can enter the contest three ways:

� Essay (Limit of 1,000 words or fewer.)

� Video Presentation (Limit of five minutes or less.)

� Multimedia Presentation (Slideshow presentation using text, pictures and/or sound.)

Be as creative as you like, but your entry must answer the following questions:
A) Why do you want to be a MSF Ambassador?
B) How has MS affected your life on a daily basis?
C) What past MS awareness activities have you participated in?
D) What is the most important message to get out about MS and how would you do it?

Entries will be accepted through the mail and online. Both must be received or
time-stamped by April 15, 2014. (See www.msfocus.org for instructions for
submitting your application online.) Video entries will be accepted in video or DVD
format, or may be uploaded to the MSF on www.youtube.com/user/MSFstaff as a video
response to the call for entries. Multimedia presentations may be submitted as
PowerPoint files or auto-executable files, on CD or DVD.

Selectees will be notified by May 15, 2014.

Mail to:
The Multiple Sclerosis Foundation: Awareness Committee

6520 North Andrews Ave., Fort Lauderdale, FL 33309

Additional applications can be obtained by calling 1-888-MSFOCUS (673-6287).



COOLING PROGRAMCOOLING PROGRAM

QUALIFICATION APPLICATION
(Please Print)

Last Name: ______________________________________ First Name:_____________________________

Street: ___________________________________________________________________ Apt.: ___________

City: ______________________________ County:_______________ State: ___________ Zip: ___________

Phone: _______________________ Email: ___________________________ Date of Birth: _____________

Alternate Contact: _______________________ Relationship: ______________ Phone: _______________

Physician’s Name: ___________________________________________________ Phone: _______________

When were you diagnosed with MS? ____________ Current major symptoms: ___________________

___________________________________________________________________________________________

Do you or your spouse have medical insurance? �� Medicare   ��  Medicaid   ��  Private carrier

Monthly gross income $________    Monthly expenses $_________ Disposable income $________

Choose One Option Only:

____ Cold Pack Vest: Size:  ��  One size fits all  -  Color:  ��  Navy    ��  Tan

____ Cold Pack Undervest: Size:  ��  One size fits all  -  Color:  ��  Tan

____ Evaporative Cooling Kit: (full vest, hat, necktie, wristbands) Blue only.
Size:  ��  S   ��  M   ��  L   ��  XL   ��  XXL 

____ Accessory Package: (hat, necktie, wristbands)
Hat:  Size: ��  S   ��  M   ��  L   ��  XL  -  Color:  ��  Navy    ��  Khaki

____ StaCool Vest – ��  XS   ��  S   ��  M   ��  L   ��  XL   ��  XXL - Color:  ��  Tan  ��  Black  ��  Gray
��  I hereby release and hold the Multiple Sclerosis Foundation, Inc. harmless from, against, and in
respect of all claims, injuries, actions, demands, suits, losses, liability or other damages that may be
incurred as a result of accepting goods or services.

Patient Signature: ____________________________________ Date: ___________

The MSF Cooling Program offers a variety of free items, including bandanas,
neckties, hats, wristbands, and two types of cooling vests, to help you gain relief from
heat-induced symptoms and maintain your active lifestyle.

Our 2014 program begins on February 1 and continues through June 1.
Send completed applications to:

Multiple Sclerosis Foundation Cooling Program
6520 North Andrews Avenue, Fort Lauderdale, FL 33309.

All applications are confidential and will be reviewed by the grant committee.
Applications can also be submitted online at www.msfocus.org.
For additional applications call 1-888-MSFOCUS (673-6287).

FOR OFFICE USE ONLY
��  VH
��  VF
��  H
��  NTB
��  P (hnw)
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By Ellen Whipple Guthrie, Pharm.D.

“Updates by the Pharmacist” spotlights the latest significant research on MS
medications as well as pharmaceutical issues significant to MS care. No endorsement
is implied.
In May 2013, Biogen Idec submitted a

Biologics License Application (BLA) to
the United States Food and Drug
Administration (FDA) for the approval
of Plegridy™, a pegylated (long-acting)
subcutaneously (SQ) administered
interferon beta-1a product used to treat
the relapsing-remitting form of multiple
sclerosis. The regulatory submission was
based on results from the ADVANCE
clinical trial. In this trial, Plegridy was
as effective as the currently approved
interferon beta-1a products, but was
administered SQ only once every two
weeks or once every four weeks.

The FDA approval of Plegridy™,
which is anticipated in early 2014, “is
very exciting because it could offer
patients with the relapsing-remitting
form of multiple sclerosis a new, more
convenient treatment option,” according
to Jacquelyn Bainbridge, Pharm. D.,
FCCP, a professor at the University of
Colorado Skaggs School of Pharmacy
and Pharmaceutical Sciences,
Department of Clinical Pharmacy and
Neurology.

ADVANCE Clinical Trial
The phase III,multi-center, randomized,

double-blinded, placebo-controlled
ADVANCE clinical trial evaluated the
efficacy and safety of Plegridy in 1,516
people with the relapsing-remitting
form of multiple sclerosis. In this trial,
participants were treated with Plegridy
125 mcg SQ every two weeks, Plegridy
125 mcg SQ every four weeks, or placebo.
The primary efficacy endpoint in this
trial was annualized relapse rate (ARR);
secondary endpoints included disability
assessments using Expanded Disability
Status Scale (EDSS), percentage of
participants who relapsed, and magnetic
resonance imaging (MRI) assessments.

After one year, treatment with Plegridy
successfully met all of the primary and
secondary endpoints. Both doses of
Plegridy decreased the ARR and the
number of new or newly enlarging T2
lesions compared to placebo. Plegridy
administered every two weeks, however,
was superior to Plegridy administered
every four weeks, with regard to the
number of gadolinium-enhancing lesions.

The occurrence of neutralizing antibodies
was low for both doses of Plegridy. The
most commonly reported side effects with
Plegridy were redness at the injection

Update on Plegridy™
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site and f lu-like sicknesses; and the
most commonly reported serious side
effects were infections. Overall, the safety
of Plegridy was similar across both
dosing regimens, and was consistent
with the currently approved interferon
beta-1a products.

About Plegridy
Plegridy contains pegylated interferon

beta-1a. The pegylated component
extends the half-life of interferon beta-1a
and prolongs its exposure in the body.
Dr. Bainbridge explained that other
pegylated interferon products are currently
available to treat other conditions. All of
the pegylated interferon products offer
patients more convenience since they
require a less frequent dosing schedule.

A spokesperson for Biogen Idec noted
that Plegridy will be dispensed with a
pre-filled syringe and a single-dose auto-
injector. This technology will enable
patients to dose titrate the medication
upwards. For the first dose, patients will
receive one-quarter of the dose; for the
second dose, they will receive one half of
the dose; for the third dose, they will
receive three-fourths of the dose; and
thereafter, they will receive the full dose.

Improved Compliance
Expected With Plegridy

Recent data suggest that as few as 27
percent of patients per year take their
interferon beta products as prescribed.
In this study, patients who were adherent
tended to have lower risk of relapses over
three years and decreased healthcare
costs (both direct and indirect) than non-
adherent patients.

One of the most common reasons
cited for non-adherence are injection site
reactions and flu-like symptoms. Since
Plegridy will be administered every two
weeks or every four weeks, these problems
should be lessened.

When approved by the FDA, Plegridy
will be the first long-acting interferon
beta product on the market. Plegridy
should offer patients with relapsing-
remitting multiple sclerosis a new, more
convenient treatment option without
additional side effects.

For more information on Plegridy,
contact Biogen Idec Medical Affairs
Department at 800-456-2255.

For information on enrolling or active
clinical trials with Plegridy or any other
product for multiple sclerosis, go to
www.clinicaltrials.gov.

Ellen Guthrie has been a medical advisor with the MSF since 2002. She
is a clinical pharmacist employed as a medical affairs specialist, as well
as an Assistant Clinical Professor at the University of Georgia. She
received her doctorate of pharmacy degree from the University of Georgia
College in 1994, and was later employed at the Shepherd Center and
Children’sHealthcare ofAtlanta.Ellen is an activemember of theGeorgia
Society ofHealthSystemPharmacists.She has also served on the Pharmacy
Advisory Committee for the Department of Community and Health.
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The ever-changing landscape of federal regulations,
medical technology, and insurance coverage can make
one’s head spin. This column spotlights government

resources available to qualifying people who have
multiple sclerosis and other chronic illnesses.

SUPPLEMENTAL NUTRITION
ASSISTANCE PROGRAM

(SNAP)

The Supplemental Nutrition Assistance
Program (SNAP), formerly known as food
stamps, helps eligible, low-income people
buy food at authorized retail food stores.
Although SNAP is a federal government
program, it is run by state or local
agencies. To qualify, your household
cannot have more than approximately
$2,000 in resources (things you own).
However, if your household includes a
person age 60 or older, or who is
disabled, the maximum might be as high
as $3,000.

Households must meet an income
limit, but certain items (for example,
your home and land) can be subtracted
from your income. Your household may
also qualify for other income exclusions
since income ceilings vary by household
size and may change each year.

If you are receiving Social Security
Disability Insurance (SSDI) and also
qualify for SNAP benefits because you
have limited income and resources, you
can receive monetary benefits under
SNAP. If your income and resources are
too great, you will not be eligible for
SNAP benefits, even if you are receiving
SSDI. SNAP does, however, have some

special rules for people who are disabled.
If you are receiving SSDI, you will be
considered disabled for purposes of
SNAP, and you may be able to deduct
some of your medical expenses from
your income. For more about the SNAP
eligibility criteria and how to apply for
benefits, see the SNAP website at:

http: / /www.fns.usda.gov/snap/
supplemental-nutrition-assistance-
program-snap

SNAP applications are available at
any Social Security office. If you or anyone
in your household is applying for or
already receiving SSI payments, any
Social Security office will help you fill
out the SNAP application, and send it to
the local SNAP office for you. All others,
including those applying for or getting
only Social Security, must take or send
their SNAP applications to the local
SNAP office, or to any Social Security
office.

You can find out how much you may
be able to get through the online SNAP
Pre-Screening Eligibility Tool at:

http://www.snap-step1.usda.gov/fns/
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By Joanne Fortunato
In the world of information technology,

an application, also known as an “app,” is a
computer program designed to help people
perform an activity. It can run on the
Internet, on a desktop computer, on a smart
phone, or on another electronic device.
This article addresses apps for tablets.

There are several places you can find
apps for your particular tablet; most
tablets come preloaded with the following
apps: contacts, calendar, Internet browser,
notes, email, music player, and clock.
Many other apps can be found in an app
store. If you are using an Apple tablet,
there is a proprietary app store. The
primary app store forAndroid is theGoogle
Play Store.However,unlikeApple products,
Android apps can also be purchased
from Amazon at the Kindle Store, and
Barnes and Noble at the Nook app store.
Most apps range in price from free to
about $10. Be aware that many apps
that claim to be free are limited unless
you purchase other modules.

Preloaded Apps
Several preloaded apps are excellent

organizational tools, especially for people
with a debilitating disease such as MS.
The contact app that comes with a tablet
is great for organizing all your phone
numbers, addresses, and other information,

such as email address and websites. This
is especially true for storing doctor's
information. While the calendar app is
great for keeping appointment dates,
two often overlooked calendars functions
are color coding and searching via the type
of appointment. The note app is useful
for storing necessary information such
as a list of medicines and doctor notes
before and after an appointment.

Exploring the preloaded apps on your
tablet can lead you to discover medical
and entertainment possibilities that you
probably never even imagined

MS Apps
Since MS can appear very differently

in each individual, it is useful that there
are apps that relate to common issues
affecting many people withMS, and those
that relate to specific medications and/or
specific issues for different types of the
disease.Someother great appsand resources
can be found on www.healthline.com. Just
type MS apps in the search box and check
out the many other apps and resources.

General Apps
MSAA – Multiple Sclerosis Self-Care
Manager (Android/Apple)
By Ringful LLC

My MS Manager™ is the Multiple
Sclerosis Association of America’s MSAA’s

Manage MS with the Help of Apps
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mobile phone application, provided free
of charge to individuals with MS or their
care partner to use on their iPhone, iPad,
iPod touch or Android mobile phone device.
Developed in conjunction with Ringful
Health, this app for MS offers individuals
a convenient and effective tool to manage
the ever-changing course of the disease.

WebMD (Apple/Android)
This app from the WebMD site is one of

the major resources for medical information
on the web. While it is not specific just
to MS, in the MS section you will find
practicable, reliable information to help
you understand and treat MS. You will
also find tips and suggestions for a
healthy lifestyle that, while they are not
specific to MS, are very easy to implement
and follow.

Remember, you can also access general
information through your tablet’s internet
browser. Many MS organizations maintain
robust websites with information about
research, symptom relief, and many more
topics related to MS. These sites are also
a great way to network with others with
a vested interest in life with MS. The
MSF website, www.msfocus.org, is an
example of such a site.

Tracking Medication Injections
Hip Shot (Apple)

Hip Shot is very simple. You are asked
for location, method, notes, and date/
time. The injections are marked in a
simple graphic. You can email a history
of shots to anyone, including yourself

and any medical personnel you choose.
This would be useful for printing as
well, and it is one of the few sites that
have this option.

Injection Tracker 3D (Apple)

If keeping track visually is important
to you, then this app is great. You track
and mark injections on a 3D graphic.
Other than the visuals, this app does not
offer any advantages over the others
that are listed.

MedNotesTP (Android)

This is one of very few freeAndroid apps
for tracking your injections. It is very basic,
but functional.The marked injection sites
are very specific. You add notes and a
date, but not much else. If you have an
Android device, and need something
easy and free, this is a reasonable option.

Summary
In terms of preloaded apps, the Android

and Apple devices are almost the same.
While you may not find as many specific
apps for Android, the general apps in
this article are two of the best MS apps
you will find. It is only a matter of time
before the Android market catches up. It
is getting better on a daily basis.

There are many other apps that are
very useful for people with disabilities.
The scope of this article was to give a
basic overview of apps, specifically with
the MS patient in mind. Once you are
comfortable with using apps, take time
to explore the world of possibilities.

Joanne Fortunato B.S., M.A., is a retired computer technology teacher
in Troy, N.Y. She has a master’s degree in Education and has been teaching
technology to teachers and students for 30 years. She has published several
articles and books on educational computer technology, including several
articles with the International Society for Education (ISTE). She was
diagnosed with MS in 2006 and uses technology to aid in coping with the
many difficulties that MS can present.She is excited to share this information
with others that deal with the same and many other issues on a daily basis.
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Our educational programs presented through the fall and into early winter high-
lighted the latest news and research to help you live well with MS. A popular topic
presented by several different neurologists emphasized the importance of adhering to
your MS disease-modifying therapy. In addition to learning the benefits of maintaining
a regular dosing schedule, attendees learned about common obstacles to adherence
and how to overcome them.

Other programs emphasized issues pertaining primarily to women with MS. Those
attending a Women’s MS Health Fair in Virginia Beach, Va., heard advice from a trio
of experts – a MS-certified nurse, a dietician, and a physical therapist. A program in
Tampa, Fla., focused on the challenges of managing MS in women between the ages
of 20 and 45.
Here are some of our most recent stops “On the Road.”

• Oct. 19th: The Villages, Fla. – Managing MS Relapses
Kalina Sanders, M.D., Associate Professor of Neurology at the University of
Florida’s Shands Jacksonville MS Center

• Oct. 23rd: Naples, Fla. – The Importance of Adhering to Your MS Therapy
Matthew J. Baker, M.D., Neurologist, Collier Neurologic Specialists, Naples, Fla.

• Oct. 26th: Virginia Beach, Virg. – Women’s MS Health Fair
Barbara S. Bishop, MS, ANP-C, MSCN, CNRN
Jennifer Van Horn, DT, MS HS, Jackie Wareing, CPT

• Oct. 29th: New Port Richey, Fla. – 2ndAnnual MSDoesn’t Have to Be So Scary
Arthur Pedregal, M.D., Board-Certified Neurologist, Tampa, Fla.
Lawrence Disparti, P.A., Disparti Law Group, Holiday, Fla.

• Nov. 4th Albany, Ga. – The Importance of Adhering to Your MS Therapy
Marla Morgan, M.D., Phoebe Neurology Associates, Albany, Ga.

• Nov. 5th Tallahassee, Fla. – The Importance of Adhering to Your MS Therapy
Charles G. Maitland, M.D., Neurologist, Tampa, Fla.

• Nov. 21st Ft. Meyers, Fla. – The Importance of Adhering to Your MS Therapy
Matthew J. Baker, M.D., Neurologist, Collier Neurologic Specialists, Naples, Fla.

• Dec. 20th Tampa, Fla. – The Challenges and Considerations of Managing
MS in Women between the Ages of 20 and 45
Jennifer Smrtka, ARNP-BC, MSCN, South Florida Neurology Associates,
Boca Raton, Fla.

To find out if the MSF will be visiting your local community stay connected via our
Facebook page at: www.facebook.com/MultipleSclerosisFoundation.

MEEMEEIITT
’’SS

AALLLL AABBOOUUTT

Motivating, Educating, Empowering

M
U

LTIPLE SCLEROSIS FOUNDAT
IO

N

MEEMEEIITT
’’SS

AALLLL AABBOOUUTT

Motivating, Educating, Empowering

M
U

LTIPLE SCLEROSIS FOUNDAT
IO

N



49MSFocus Winter 2014

October 17th: Par Fore the Cause
Golf Tournament

in Fort Lauderdale, Fla.

MSF’s annual “Par
Fore the Cause Golf
Tournament” has
steadily added loyal
players and sponsors
every year, and the
10th year of this
popular event filled up
fastwith18 foursomes.
This year’s celebrity
watch: an ‘Olympic team’ with Olympic
gold medalist boxer, Howard Davis, Jr.
(Fight Time Promotions CEO; pictured
right) and two-time track and field
Olympian Jayson Jones (Senior Financial
Consultant for Olympic Star Financial).

Played on the south course of the Fort
Lauderdale Country Club, this year’s
theme was “Give or Get,” which offered a
way for family, friends, and co-workers
to support the players and add to the
Foundation’s fundraising goals.

Representatives from PNC Bank,

KIND Healthy Snacks, and Biogen Idec
greeted golfers by handing out goodie
bags and morning snacks. A raffle table
boasted prizes, including a Polo by
Change Catalyst, a Titleist Scotty
Cameron Putter, an exclusive 2014
PUMA golf bag, and more, enticing
golfers to try their luck. ‘Hooters girls’
were all smiles, taking photos and selling
the tickets to raise additional funds for
the Foundation’s programs and services.

There were several contests on the
green: aVista BMW“hole-in-one” challenge
at Hole #12, and a ‘Long Drive’ fundraiser
at Hole #9 for a chance to win a two-
night stay at Pebble Beach Lodge in San
Francisco.While no one won those contests,
there were plenty of surprises throughout
the course, includingTito’sVodka cocktails,
Southport Raw Bar Oysters, and Blue
Martini cocktails.

Eye on South Florida captured the
day’s highlights and interviewed MSF
Development Director Nathalie Sloane
(www.eyeonsouthflorida.com/par-fore-

by Hildy Berger
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cause).After the tournament,golfers enjoyed
a BBQ dinner and awards ceremony,
with 1st prize trophies awarded by MSF
Co-Executive Director Jules Kuperberg,
to GalenAldrich,DeonRiley Sr.,DeonRiley
Jr., and Bob Wells (not pictured).

October 28th: Race for MS
Awareness at Dublin Marathon

2013

Earlier this year in January, Colorado
resident Ida Jonsen presented MSF’s

Development Department with an
intriguing offer: to raise funds and MS
awareness through her participation in
Ireland’s 2013 Dublin Marathon, one of
the major marathons worldwide. Ida is
an avid runner who had conquered
many challenges; however, the hardest
test she ever faced had nothing to do
with a track or time clock.

In April of 2012, Ida's 23-year-old son
Jeremy was admitted to the emergency
room after falling down at home; hours
later, he could not walk or sit without
assistance and began exhibiting mental
confusion. Though he was initially
diagnosed with MS, it was eventually
determined that he suffered from a rare
condition called APMPPE. Following a
new treatment regimen,months of rehab,
and lots of support, Jeremy made an
almost full recovery.

Following Jeremy's recuperation, Ida
and her husband, Eric, organized a letter
campaign, asking family, friends, and
colleagues to donate to the MSF. “I have
always used running to help me solve
problems and enjoy life,” she wrote, citing
her participation in the 34th Dublin
Marathon as the impetus for promoting
MS awareness. And, on October 28th,
Ida took her place at the start of the 26.2
mile race through the streets of Ireland's
capital and largest city.

The Jonsens are back from their trip
to the Emerald Isle and have much to be
proud of. Not only did Ida log a very
impressive time, ending the race 7th in
her age group, but their fundraising
efforts raised $8,200 for the MSF!
According to the Dublin Marathon web-
site, Ida placed 4,130 among more than
14,600 registered runners – but she’s
definitely #1 in our book!
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September 7th:
“Arise and Walk For Hope”
Walkathon in Clinton, N.C.
Organized by Dorcas Beatty, with the

cooperation of Mt. Pleasant Missionary
Baptist Church Ministries, this inspiring
fundraising event raised $1,600 for the
Foundation. “I am a believer in the
community that I live in,” Dorcas wrote
afterwards. “Amazing people; awesome
givers…There is pride in knowing you
are helping to get important programs,
like the MSF, the money they need.
During the event, a special ‘love and in
memory of ’ for my sister, Mrs. Marcia C.
Mills, who died from complications from

MS in 2011,
and a special
shout out to
my two cousins
that are living
with MS, were
given.Until next
year, remember
‘I have MS, but
MS does not
have me!’”

September 9th – 17th:
“KU Tank Sale”

in Lawrence, Kansas
University of Kansas School of

Pharmacy student, Lauren Edwards,
created a customized “KU” tank shirt to
sell in honor of a close family member
with MS, raising a total of $940 for the
MSF. “I know that many organizations
raise money for research, but I want to
recognize one that focuses on those who
currently suffer from the disease,” she said.

September 14th:
1st Annual Hemingway Estates
“Keep It Movin” Cookout in

Loris, S.C
Friends Minesia Gore, Octavia Capers,

and Jennifer Lynch organized a terrific
fun-filled day and raised $1,115 for the
MSF. They purposely named the
fundraiser “1st Annual…” with the
intention of creating a tradition of giving
and enjoyment for years to come!

Hildy Berger is the MSF’s Fund Development Coordinator. If you
are interested in planning a fundraising event, or would like more
information, contact the MSF Fund Development Department at
800-225-6495 or send an email to hildy@msfocus.org.
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On December 19, 2013, more than 200 men and
women made their way to the 4th floor of the iconic
Ritz-Carlton, Fort Lauderdale, where they enjoyed
picturesque ocean views. Greeted by our welcoming
staff, they were steps away from glamorous handbags
included in an amazing raffle – “Call the Girls, It’s
Time to Go Shopping.” The package for 10 girlfriends
was compliments of The Colonnade Outlets at
Sawgrass Mills. A gorgeous sterling silver necklace
from Daoud’s Fine Jewelry was also on display.

The ballroom was perfectly set up and beautifully
decorated with shiny silverware, gift bags on all the
chairs, and delicious edible centerpieces created
and donated by Jaime Hage from Allstar Gourmet

Cupcake Factory. An
added eye candy of
Cadillacs adorned the
floor as well!

Many auction items
were graciously donated

for the cause and vendors
came out to support the
Thursday afternoon event.
Another fun part of the
cocktail hour was the Photo
Mingle that sent the pictures right to your
Facebook, thanks to Lifestyles magazine!

Meanwhile, behind the scenes, Style Bar Day Spa stylists were
preparing the models and the star of the show, Monique Abbadie, from
team Shakira on NBC’s “The Voice”. Ready for the fashion show! TV
crews from Fashion One TV and Eye on South Florida strolled around
and interviewed principals from the event. Thank you to everyone
who supported us this year.

For more information about these events contact:
Nathalie Sloane at 954.776.6805 or nsloane@msfocus.org

Media Inquiries: Adrienne Mazzone, TransMedia Group at 561.750.9800

Fearless MS
Fashion Luncheon
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TAKING CONTROL
2013, TAKE20 STORIES

TakingControlbyJillianKingfordSmith
is an inspiring collection of stories that
describe the journeys of 15 different people
as they strive to live well with multiple
sclerosis.

The first chapter of the book tells Smith’s
story, beginning with her diagnosis and
frustration as she searched for information
about MS.

“There were a million entries about the
topic, but nothing that gave me what I was
looking for. I was looking for someone to
give me ‘the plan’. I wanted it laid out for
me. I was in a hospital surrounded by very
smart people and had the power of the
internet in my hands; still, no one could
tell me a thing,” she explains.

Luckily for Smith, her career as a
journalist would help her through.
Recognizing there was a need for positive
and constructive information, she started
writing Taking Control to help those
newly diagnosed with multiple sclerosis.

The book contains the stories of over
a dozen people from Australia who have
been diagnosed with multiple sclerosis
over the last 30 years. Some of them are
notables, and others are just “ordinary”
Australians. Readers with MS may
identify with the struggles and successes
of the people who share their story, and
readers without MS may gain a better
understanding of what it is like to live
with the disease. Among those you will

meet in Taking Control are:
• Tim Ferguson: He is one of Australia’s

most recognized comedians, and a
performer who has made it on the
world stage. Tim’s diagnosis came at
the height of fame, and he was forced
to make some life-changing decisions
about his very public career.

• Paul Pisasale: Mayor of Ipswich,
Queensland, he has been lauded for
his vision in transforming Ipswich into
a bustling city in its own right. Paul
discusses how a strong and positive
mindset can pave the way to living
successfully with MS.

• Alexandra Smith:A commissioned army
officer whose sole mission in life was to
serve her country, Alex had been in the
Army for eight years when diagnosed
with MS. Her diagnosis meant she
could no longer deploy, so she had to
make some hard decisions about her
career as an officer.

• Hayley Dwyer: She relates her
experiences dealing with the stigma
attached to MS, as well as the decisions
she’s had to make with regards to
planning a pregnancy during her MS
treatments.
In addition to revealing how others

cope with MS, the book contains more
than 100 tips on how to better navigate
life with MS, making it a practical as
well as an inspirational read.

To borrow this and other titles, call the MSF Lending Library at 1-888-MSFocus (673-6287)
or visit www.msfocus.org. Click on ‘Lending Library’ under the Programs and Activities heading.
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QQ .. When were you diagnosed with MS,
and what was going on in your life at
that time?

A.A. I was diagnosed in 1989. At that time,
I was an educator, teaching commercial
advertising and printing to juniors and
seniors at Manassas City High School in
Virginia. Later, I became an independent
contractor for IBM.We were called EISes
(Educational Instructional Specialists).
When school systems began purchasing
computers and implementing them into
their school curriculum, IBM would
sendme to the school to train the teachers
on their new computers. With a new
curriculum for students, this was the
beginning of computers in education.
This became a full-time position for me,
and I worked in schools from Maryland
all the way down to Florida.

QQ .. What led you to a support group, and
how did joining the group help you?

A.A. I joined the support group when I
moved to Florida in 1997. It helped me
realize that MS did not take over my life.
It was just a part of my life. I became a
facilitator in April 2012.

QQ .. What is the group’s mission, and how
do you go about achieving it?

A.A. The Cape Coral MS Support Group is
an ethics and educational group. We use
a team approach to build individual
strength through awareness and education
aboutMS.We empower ourselves through
researching new materials about MS
and discussing new issues at our monthly
meetings.

QQ .. When did you develop your crafting
skills, and how have you used those
skills to help others?

A.A. I have always been a hands-on person
who enjoys crafting. When my husband
gave me a $7,000 Brother Embroidery
sewing machine, I could not use this
machine just to make gifts. I felt I could
use it to give back to the MS community,
a community that needs to find a cure.
The MS organizations have given so
much so we, as MSers, can live a better
live. So, I started Sew Pretty Corp. to
give back to the MS community and put
the machine to good use.

QQ .. What is themission of SewPrettyCorp.?

A.A. Sew Pretty Corp. is a nonprofit,

Meet Martha Hannigan, facilitator of the Cape Coral MS
Support Group. Not only does Martha work tirelessly to help
the group fulfill its mission, but she also uses her crafting
skills to help raise funds for the MSF. Though the holiday
season is a busy time for Martha, she sat down long enough
to answer questions for the MSFocus.
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custom sewing and embroidery company,
which donates all profits to MS services
and disabled veterans. Operated by
volunteers with MS, our mission is not
one of charity, but of economic awareness
and empowerment through life skills and
work. We are MSers (multiple sclerosis
volunteers and caregivers).We help others
withMS feel and becomemore productive,
while also giving back to those that help us.

QQ .. What kinds of items do you make and
sell?

A.A. Sew Pretty makes custom disability
accessories, such as handmade saddlebags
to hang on the back of your wheelchair
and pouches to hang over the front bar
of a walker. Our handbags are made of
different materials and come in different
sizes. You can see our items by visiting
www.sewpretty.info.

QQ .. Do you also sell items made by other
organizations?

A.A. We have purchased items made by
South African women who have been
suppressed and are working for a non-
profit known as AWAVA. They also make
purses that I resell at the craft show we
participate in.

QQ .. As Sew Pretty grows, what are your
plans for employing others?

A.A. Once we have established steady funds,
we plan to hire those with MS that need

extra income, making sure that what
they earn will fall within the disability
income regulations.
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By Tim Carr

In the 15 years I‘ve been living with
multiple sclerosis, I have had one big
fear: that one day, I would become
dependent on a cane, wheelchair, or
other device to help me walk. As the
years go by, I have been moving closer
and closer to that reality.

Over the past two years, Sharon and I
have been traveling a lot. Sharon makes
sure when we make our reservations
that the airline provides a wheelchair
for me. Sometimes, she will also get us a
ride to our plane on one of those electric
carts they have cruising the airport. The
cart and the wheelchair have been a
great assistance for me, but I just don’t
feel right using them. I could get on the
plane and go through security by standing
in line like everybody else, but I do at
times have some difficulty in my legs
and back while doing that. So I guess the
wheelchair is a great help.

Riding through the airport kind of
makes me feel like I am getting special
treatment I don’t deserve. Also, having
someone push me to the gate makes me
feel inadequate and needy. When I roll
up to the front of the line to get on the
plane first, with the other passengers
watching, I wonderwhat they are thinking.
For some, it is obvious as to why they are
in wheelchairs. But that is not the case
with me, especially when I get up to go

through the security area like everybody
else.

However, I do understand why Sharon
insists I use a wheelchair getting
through the airports. In the past, I have
had trouble keeping up with her as we
rush to the gates, with our luggage in
tow. At this stage of my journey with
MS, walking is especially difficult and
running is out of the question. Standing
and sitting for long periods can also be a
problem. I have a distinctive limp in my
walk and at times I am clumsy and walk
into things.

I think the bottom line here is pride.
I am a very proud person who doesn’t
think I need any more help than the
next person. I, like most people, don’t
want special treatment doing everyday
activities. I know I have MS, but it’s not
obvious and I like to keep it that way.

In a sense, using the wheelchair takes
away some of my manhood. I should be
hauling luggage and opening doors for
my wife as we go through the airport;
being pushed in a wheelchair prevents
me from doing that. But the same time,
my wife gets some relief not having to
stand in long lines for security and
check-in.

I also have no control over the wheel-
chair, and I’m at the mercy of the person
pushing me along. He or she takes me to

Wheelchair Willie
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the restroom when necessary, which can
be awkward at times. They don’t go in
with me, but I feel I have to rush and get
out because I don’t want to keep them
waiting.Then, when I get to the end of the
trip, the person has to get my luggage
and push me and the luggage to the
outside and load it in my ride home. So,
you see, it is not just a matter of pushing
me along in the wheelchair. There could
be some heavy lifting and dragging
involved in the process.

Using a wheelchair to get on and off
the airplane is a temporary situation, so
I guess I can deal with it. It is pretty
convenient when you are brought to the
head of the line or don’t have to get in a
line at all. I hate crowds and if I can

avoid them, I will try. So my days as
“Wheelchair Willie” will probably continue
in the airports as long as this frustrating
illness is with me.

I’ve got to thank my wife and soul mate,
Sharon, for this and other MS related
situations I’ve had in my life. She was
the one who motivated me to get a
handicapped placard for my car. She
encouraged me to apply for disability,
which I did receive. All while I said, “I
don’t need those things.” However, once I
got those things, they made my life
much easier in dealing with this disease.
So, I guess this wheelchair is another
one of those things I can be grateful for,
and another reason for me to love my
life-mate more and more.

1. Sutliff, Matthew H., PT; Jonathan M. Naft, CPO; Darlene K. Stough, RN; Jar Chi Lee, MS; Susana S. Arrigain, MA; and Francois A. 
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Tim Carr is a MSF Ambassador from San Diego, Calif. A former television news
reporter, he continues to use his broadcast skills to deliver messages about MS to anyone
who has an interest in learning. His community awareness efforts about MS earned
him recognition by NBC-TV, and many newspaper articles have chronicled his work
in MS awareness.
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Study Refines Genetic
Landscape of MS

Scientists have identified 48 new
genetic variants that influence the risk of
developing multiple sclerosis, according
to a study published in the journal Nature
Genetics. The work by scientists from
the International Multiple Sclerosis
Genetics Consortium (IMSGC) nearly
doubles the number of known genetic
risk factors for the condition.

The genes implicated by the newly
identified associations underline the
central role played by the immune
system in the development of MS and
show substantial overlapwith genes known
to be involved in other autoimmune
diseases.

Led by the University of Miami’s
Miller School of Medicine's Jacob
McCauley, on behalf of the IMSGC, the
study relied upon an international team
of 193 investigators from 84 research
groups in 13 countries.

The present study takes advantage of
custom-designed technology known as
ImmunoChip – a high-throughput, geno-
typing array, specifically designed to
interrogate a targeted set of genetic
variants linked to one or more auto-
immune diseases.

IMSGC researchers used the Immuno-

Chip platform to analyze the DNA from
29,300 individuals with MS and 50,794
unrelated healthy controls, making this
the largest genetics study ever performed
for MS.

In addition to identifying 48 new
susceptibility variants, the study also
confirmed and further refined a similar
number of previously identified genetic
associations. With these new findings,
there are now 110 genetic variants
associated with MS.

Although each of these variants
individually confers only a very small
risk of developing MS, collectively they
explain approximately 20 percent of the
genetic component of the disease.

“By further refining the genetic land-
scape of multiple sclerosis and identifying
novel genetic associations, we are closer
to being able to identify the cellular and
molecular processes responsible for MS,
and therefore the specific biological
targets for future drug treatment
strategies,” McCauley said.

Too Much Sodium May
Increase Disease Activity
Sodium intake was positively correlated

with risk of increased disease activity in
people with multiple sclerosis, according
to results of a small study reported
earlier this month.

MS NEWS
and What It Means
to You

Editor’s Note: Dr. Thrower’s commentary will resume next issue.
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Each gram of estimated daily sodium
intake above the average in a 52-patient
sample was associated with an increase
of 3.65 in MRI lesion counts, said
Mauricio Farez, M.D., Ph.D., of
Fundación para la Lucha contra las
Enfermedades Neurológicas de la
Infancia in Buenos Aires.
At the annual meeting for the

European Committee for Treatment
and Research in Multiple Sclerosis, Dr.
Farez told attendees that patients with
estimated salt intake classified as high –
more than 4.8g daily – showed relapse
rates that were 3.95 times greater than
those with intakes less than 2g daily.
Farez emphasized repeatedly that the

findings did not prove that high salt
intake caused the increased disease
activity. He acknowledged that, if there
is a causal relationship, it possibly could
go in the reverse direction – that
patients with highly active MS may
increase their salt intake as a result.
But he said he did not view that as very
likely.
Asked by the session moderator what

a causal mechanism might be, Farez
said previous studies had suggested that
high salt levels can promote increased
inflammatory activity throughout the body.
Also, he said, it may increase permeability
in the blood-brain barrier, which could
contribute to inflammation in the central
nervous system. “Whatever such a
mechanism may be,” he said, “it does not
seem to occur in peripheral blood.”

Blood Clotting Protein May Be
Early Indication of MS Lesions
A protein involved in blood clottingmay

be a new indicator to help detect multiple

sclerosis lesions before symptoms arise,
according to preliminary studies. The
presence of the clotting protein, thrombin,
signals an early stage of the disease when
the blood-brain barrier is breached, and
the brain’s immune response is set into
motion.

The research was presented at
Neuroscience 2013, the annual meeting
of the Society for Neuroscience, and the
world’s largest source of emerging news
about brain science and health

“Our research shows this indicator is
a promising approach for detecting MS-
like lesions early, even before major
symptoms appear,” said senior author,
Katerina Akassoglou, Ph.D., of the
Gladstone Institutes and the University
of California, San Francisco. “Such
sensitive indicators could act as red flags
that signal neuroinflammatory changes
in the brain, not only in MS, but also in
other diseases such as Alzheimer’s.”

The researchers found that thrombin,
usually a beneficial protein involved in
blood clotting, builds up in the central
nervous system as MS progresses.
Thrombin enters in the brain together
with fibrinogen, another clotting protein,
when the protective barrier between the
blood and brain becomes leaky. Thrombin
converts the fibrinogen to fibrin, which
activates the brain’s immune cells that
break down the protective myelin
sheath that surrounds neurons in the
central nervous system.

Because thrombin levels increase as
the disease progresses, the researchers
conclude that it could be used as an
early detector of the disease. In their
studies, the researchers used a mouse



model anddemonstrated thatMSsymptoms
increased as thrombin levels rose. Early
detection of MS could result in more
successful treatment of the disease.

Study Investigates Possible
Environment Trigger for MS
A bacterium that may trigger multiple

sclerosis has been identified by a
research team from Weill Cornell
Medical College and The Rockefeller
University. Their study, published in
PLoS ONE, is the first to identify the
bacterium, Clostridium (C.) perfringens
type B, in humans.

The scientists say their study is small
and must be expanded before a definitive
connection between the pathogen and
MS can be made, but they also say their
findings are so intriguing that they have
already begun to work on new treatments
for the disease.

“This bacterium produces a toxin that
we normally think humans never
encounter. The fact that we identified
this bacterium in a human is important
enough, but it is truly significant
because the toxin targets the exact
tissues damaged during the acute MS
disease process,” say the study's authors.

“Work is underway to test our hypothesis
that the environmental trigger for MS

lays within the microbiome, the ecosystem
of bacteria that populates the gastro-
intestinal tract and other body habitats
of MS patients.”

The study describes discovery of C.
perfringens type B in a 21-year-old
woman who was experiencing a flare-up
of her MS. The woman was part of the
Harboring the Initial Trigger for MS
(HITMS) observational trial. C. perfringens,
found in soil, is one of the most common
bacteria in the world. It is divided into
five types. C. perfringens type A is commonly
found in the human gastrointestinal tract
and is believed to be largely harmless.

C. perfringens types B and D carry a
gene (epsilon toxin) that emits a protoxin
– a non-active precursor form of the
toxin – which is turned into the potent
“epsilon” toxin within the intestines of
grazing animals. The epsilon toxin travels
through the blood to the brain, where it
damages brain blood vessels and myelin,
the insulation protecting neurons,
resulting in MS-like symptoms in the
animals.

Researchers say they do not know how
humans are infected with C. perfringens
type B or D, but they are studying
potential routes of exposure.The scientists
are also in the first stages of investigating
potential treatments against the pathogen.
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Stay Current! Like a condensed version of all the information you get in theMSFocus
four times a year, the MSFYi is a free, monthly internet newsletter delivered to your
inbox from the MSF. Packed with information about new research, upcoming clinical
trials, health tips and news from the MSF, the newsletter is another way to stay
educated and empowered. Sign up for your free subscription at www.msfocus.org.
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Q.Q. What kinds of specialists should I
see for my MS?

A.A. Multiple sclerosis is a multifactorial
disease, meaning that it can create
many symptoms. Therefore, you should
ideally have a team of specialists to
address all the individual factors that
your disease entails. This not only
includes a neurologist specializing in MS,
but also an internist who is familiar with
the disease, a physical and occupational
therapist to deal with mobility issues,
and a speech language pathologist to
assist with speech and swallowing
issues. Depending on the specifics of your
MS, you may also need an urologist, a
gynecologist, a psychiatrist, a social worker
and an orthopedist. These people should
be chosen with specific consideration of
their knowledge of MS.

Q.Q. Why does it seem like my DMD isn't
helping my multiple MS?

A.A. Sometimes, the benefits of disease-
modifying drugs (DMDs) are counteracted
by potential tolerability side effects that
maymake someone feel like their multiple
sclerosis symptoms are not improving.
This is why it is important to talk to

your neurologist about how your DMD
makes you feel and to discuss all your
options. If you stop taking your DMD on
a regular basis, but don’t tell your
neurologist, then you may be making
tolerability side effects more likely. For
example, flu-like symptoms seem to be
worse when you don’t take the beta
interferons consistently. Also, you are
not taking advantage of the benefits of
fully controlling your MS disease
process. If you aren’t having perfect
control of your MS from your DMD, don’t
despair. Your neurologist is well equipped
and trained to help guide you through
your options. There is presently no cure
for MS, yet all the DMDs are partially
effective, and the benefit of staying on
your current DMD may outweigh the
risks of stopping it or of switching to
another DMD. Sometimes, however,
your neurologist may work with you on
transitioning from one DMD to another.

Q.Q. How can I make mymultiple sclerosis
treatment injections less painful?

A.A. To make your multiple sclerosis
treatment injections less painful, you
need to develop a routine. Your shots
need to be consistently taken at about

This Questions and Answers column features questions that have been answered by
the MSF for Sharecare, a company dedicated to providing the best health and wellness
information online. The MSF has partnered with Sharecare to help spread vital
information about the disease to the global MS community. Visit the MSF's page on
Sharecare.com at http://www.sharecare.com/group/multiple-sclerosis-foundation.
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the same time of day for best results. If
you need a reminder,use alarms, calendars,
or emails, or ask for help from family
and friends.

If you are nervous about your shot,
focus on breathing deeply and evenly or
try other techniques, such as panting.
Consider trying visual imagery or playing
soothing music.

If you give yourself your shot manually,
try varying the rate of injection. Some
people prefer a fast injection, while others
prefer to go slow.

Techniques like rubbing, pinching, or
putting pressure on your skin can help
to decrease injection pain.Trying different
body positions, such as standing with
your toes pointing inward for a gluteal
injection, may also help. If things aren’t
working for you, try something new. If
you are injecting by hand, consider using
an auto injector. If you have problems
with an auto injector, consider manual
injections.

Try one tip at a time. Keep track of
your injections on a calendar and make
note of tips that work for you.

Have your MS nurse watch as you
give yourself your shot and ask for
advice. Even if you have been injecting
your disease-modifying drug (DMD) for
years, there may be new techniques to
learn.

Be positive. Try thinking about the
benefits of your medication each time
you inject.

Q.Q. What should I avoid during flu season
if I have MS?

A.A. 1) Overconsumption of alcohol.Alcohol
can dehydrate you as well as interrupt
sleep. Both of these will disrupt your

ability to fight the illness.

2) Overconsumption of refined sugar.
While sugar does not “feed” an illness (as
many people have thought), it does
disrupt normal hormonal signaling, like
growth factor, insulin, and cortisol, all of
which affect your immune system.
Eating sugar also fills your body with
empty calories that, instead, should be
healthy fruits, vegetables, grains and
nuts.

3) Unnecessary medications.Many people
run to their doctor at the first sign of
illness and ask for antibiotics. If they are
truly suffering from a virus, like the flu,
then antibiotics will not help and could
potentially lead to other illness, like a
yeast infection. The same is true for
over-the-counter cold and flu medicines.
While they may provide some symptom
relief, most do not affect the ability to
recover and may have toxic effects on
liver or kidneys.Moreover,multi-symptom
cold medicines may contain medications
for symptoms you are not experiencing.
Exercise caution and only take those
medications you need.

Q.Q. What is secondary pain in MS?

A.A. People with multiple sclerosis can
suffer from pain that is not a direct
result of demyelination of nerves or the
disease process. For example, pain in MS
can be secondary to spasticity – another
common symptom – and successful
management of the spasticity may
decrease the occurrence and intensity of
pain. Not surprisingly, pain secondary
to spasticity is best treated with anti-
spasticity medications, including baclofen
(Lioresal) or tizanidine (Zanaflex). In
some instances, pain resulting from
spasticity can be reduced using over-the-
counter nonsteroidal anti-inflammatory



drugs such as ibuprofen (Motrin or
Advil) or naproxen (Aleve).

Likewise, MS patients experience
many of the same aches and pains as do
the general population (cramps, pulled
muscles and osteoporotic pain). These
types of pains that are not specific to MS
are treated the same in patients who
have and do not have MS. The disease-
modifying therapies are not a direct
treatment of MS; however, adherence
to therapy with disease-modifying
therapies is associated with decreased
progression of disease, which in turn can
lead to decreased occurrence and/or
intensity of MS-related pain.

Q.Q. What can I do about the psychological
aspects of MS?

A.A. Most people associate multiple
sclerosis with the physical disability that
it causes. However, the resulting emotional
trauma that occurs due to the loss of
mobility, as well as the very knowledge

that one has a progressive neurologic
condition for which there is currently no
cure, often results in a psychological
burden that adds to the overall effect of
the disease. People with MS who pay
attention to this issue, either through
individual or group counseling, support
groups, or other means, will have to
struggle less with the emotional burdens
associated with MS. This energy can in
turn be utilized to help achieve other life
goals.

Q.Q. Can I take Betaseron if I am pregnant?

A.A. If you become pregnant while taking
Betaseron, you should stop using
Betaseron immediately and call your
doctor. Betaseron may cause you to lose
your baby (miscarry), or may cause
harm to your unborn child. You and your
doctor will need to decide whether the
potential benefit of taking Betaseron is
greater than the potential risks to your
unborn child.
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Questions can be also be emailed to: support@msfocus.org or mailed to
MSFocus, 6520 North Andrews Avenue, Fort Lauderdale, FL 33309.
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