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Managing the MSF affords us a
wonderful opportunity to engage in
relationship-building on a nearly daily
basis. With regard to individuals and
families copingwithMS,we are abundantly
aware of various circumstances they may
face. These can appear as formidable as
a brick wall at times. Yet on occasion,
some see a glimmer of hope, while others
are successful to one degree or another
in overcoming adversity.We also interact
with many who are not personally
impacted by MS, but have a commitment
to furthering the MSF’s mission. In no
particular order, we wish to make you
aware of just a few of those who are
deserving of special acknowledgement.

David Journey knows adversity well.
Despite having debilitating health issues
himself, he has been the caregiver of his
wife, Diana, who was diagnosed with MS
many years ago. Awhile back, he was
hospitalized and there was no one else
available to care for Diana. He convinced
the hospital to allow her to share his
room so that he could continue meeting
her needs despite his own health issues.
That’s devotion!

Rex Peterson, an outdoorsman, was
diagnosed 12 years ago. Though required
to use a wheelchair, he and his family
still visit various national parks in the
spring and summer months. MS has
not stopped him from enjoying life,
particularly camping in the great outdoors.

Lottika Gwynn, MSF Ambassador
and support group leader, organized an
inspiring event in conjunction with
National MS Education and Awareness
Month. Members from her group told
their individual MS stories to a packed
audience that came from throughout
Georgia.

Mindy Eisenberg, an adaptive yoga
instructor for MSF's Health and
Wellness Program, has had a passion for
helping those with MS and other physical
limitations. Through her fundraiser,
Yoga Moves MS, Mindy has raised
approximately $180,000 in the last four
years.

Francine Breger has devoted the past
21 years working tirelessly as a member
of our national campaign center staff.
She is a familiar voice to our many
donors when they renew their annual
support. At 85, she’s our “Energizer
bunny.”

These people and a multitude of
others like them represent the face of
our cause and mission. They have
earned our appreciation and we hope
yours as well.

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

A Tip of the Hat is Definitely in OrderA Tip of the Hat is Definitely in Order



They Are Not Alone
I was diagnosed with MS nearly four

years ago.While visiting my neurologist,
I saw a copy of theMSFocusmagazine and
I began to read it. I sent in a subscription
card and began to receive the magazine
in the mail. I still read over the articles
I have already read and they help me get
a clearer understanding of the disease.
They give me so many answers to the
questions I have.

I am a 61-year-old woman trying to
take care of three specially-challenged
grandchildren and my husband, who has
cancer. Sometimes I feel so alone and so
helpless. Trying to keep a home for my
family really takes a toll on me. Please
keep up the good work by mailing out
those magazines. They also help me with
my depression and I don’t feel so alone.

Mrs. Jones,
Lakeview, S.C.

The column “Men andMS” in the winter
issue,written byTimCarr, could have been
written byme.Though I suffer with ataxia,
I have faced the same issues as Mr. Carr.
He is not alone. I have really felt every-
thing he described. It was good reading.

John Lane,
Marshall, Virginia

Lift Opens Doors to a Social World
I would like to send a huge “thank

you” for assistance in helping to pay for
the installation of my power wheelchair
lift for my car.Without your help, I would
not have been able to afford it. My quality
of life has improved so much, and I can
enjoy my children’s school activities and
other social eventswithout having toworry
about someone pushing mymanual chair.
Again, thank you so much and keep up
the good work!

Mike Monroe
Seekonk, Mass.

Laptop Brings Happiness to Each Day
I can’t thank you enough for the

generous gift of the laptop. I was and
still am excited about it. I appreciate it
so much! It will certainly be used every
day. It’s people like you that make a
difference and put smiles on faces. I just
wish I didn’t have MS. Thank you again.
I feel so happy.

Sharon Newman
Babylon, N.Y.

Lending Library Surprises
I received a surprise in the mail on

Saturday: a book I reported having trouble
requesting through the lending library.
With it was a note stating that you were
gifting it to me. I am so appreciative of the
gift, and I want to thank you from the
bottom of my heart.

Melissa Bond
Shallowater, Texas
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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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Childhood and adolescence is a time
for play, school, and adventure for most
young people. For youth with a chronic
illness, childhood also brings other
challenges. Pediatric multiple sclerosis
(MS) is a chronic disorder which targets
the central nervous system. MS most
commonly strikes individuals between
18 and 40 years of age. However, nearly
5 percent of patients are diagnosed prior
to age 18. The most common form, the
relapsing remitting type, is characterized
by recurring episodes of neurologic
dysfunction, which are unpredictable in
both timing and the specific nature of
the symptom. In addition to the physical
manifestations of MS, the cognitive and
psychosocial impacts are significant. We
will discuss issues common to young
people and families living with pediatric
MS.

What has research and practical
experience revealed about psychological
distress and cognitive dysfunction
in children with MS and how those
issues affect them?

The few studies of psychological distress
and cognitive dysfunction suggest a
relatively high rate of impact in the
pediatric MS population. As many as 50
to 60 percent of teens with MS showed
mild cognitive impairment, while almost
a third of affected teens have significant
cognitive impact. The most frequent

areas of impairment were fine motor
coordination, visual-motor integration,
and speed of information processing.

Youth with MS also experience psycho-
logical distress, with depression, anxiety,
self-image, role functioning, and behavioral
changes reported in up to 50 percent of
the young people. Health-related quality
of life is commonly impacted.Young people
with MS often experience fatigue and
have difficulties with physical, cognitive,
and academic performance. Often, youth
with MS report decreased participation
in sports and school activities.Relationships
with peers and treatment adherence may
be adversely affected.

The diagnosis ofMSmay bring a change
in family routines and relationships
with friends. Often, kids will experience
change of identity once diagnosed with
MS. They may express feelings of worry
about their future, as well as worries for
their families.

What is the recommended approach
to treating psychosocial and cognitive
problems in children with MS?

A close relationship between the child,
family, and care provider team is important
inmonitoring and treating the psychosocial
and cognitive impacts ofMS. It is important
to remember that the needs of a young
person with MS will change as he or she
grows and matures.With maturity comes

By Maria Milazzo, RN,MS,PNP-C
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greater understanding of the disease and
its consequences. For younger children,
parents or guardians are responsible for
the care decisions. As the young person
matures, he or she assumes more of the
responsibility.

Pediatric onset MS brings significant
challenges because it affects a developing
brain. Neurocognitive evaluations identify
areas of weakness and strength, as well
as change over time.The area of cognitive
rehabilitation in MS is growing.

Working with the child's school to
develop a specific plan based on the
child’s needs is recommended. The
National MS Society has two guide books
available, one specifically for schools
working with affected youth and the other
for families when working with the school
system. Through high school, students
work with the local school to develop an
educational plan, either an Individualized
Educational Plan (IEP) orAccommodations
under Section 504, in order to plan for
access to school in a least restrictive
environment. Once in college, students
work with the school's office for disability
services to receive accommodations. (For
more information see the article about
school accommodations on page 15.)

Psychological assessment and on-going
support of the child and family are
beneficial, especially as needs change over
time and the child continues to mature
while living with a chronic illness.
Programs such as the Teen Adventure
Summer Camp (Lourie Center for Pediatric
MS) build relationships and provide
support for affected individuals; these
relationships are maintained long after
the participants return home, as well as
increase perceptions of support and
quality of life. Participants often

describe these programs as “the one place
in the world where people understand me.”

Are children, especially adolescents,
with MS at a greater risk for behavioral
problems?

There is limited research in the area
of MS; however, we can look to other
chronic disorders in children to under-
stand the impact of illness on behavior.
Youth with chronic illness face isolation
from their peers and must rely more
closely on family and health care
providers during a time that most youth
are proclaiming their independence.
Affected youth may be more likely to
test limits with risk-taking behaviors,
such as drinking, smoking, and poor
medication adherence.

In some cases, the physical manifes-
tations of MS may cause behaviors that
are misinterpreted as acting-out. For
example, a youngster with bladder
disturbance may need frequent visits to
the bathroom at school. The teacher may
misinterpret this as avoidance in the
classroom rather than a physical need.
In another example, a student did not
attend gym class and was in danger of
failing. With supportive questioning,
the student revealed that she was
embarrassed that she did not remember
her gym locker combination. A simple
change of the lock allowed her to return
to gym class.

What are some of the symptoms
in which children with MS have
difficulty coping?

Youth with MS face many of the same
issues as adults with MS. They may
have similar physical problems, such as
vision problems, balance difficulty, and
weakness. As with adults, one of the
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most difficult symptoms is fatigue.
Fatigue can be a “hidden symptom” – one
that may not be obvious to an observer,
but can have a profound effect on the life
of an individual. For kids with MS, the
fatigue may impact the ability to get to
school on time, or to function and focus
in school. Fatigue may make it difficult
for a child to participate in sports or clubs.
Teens and college students may refrain
from going out with friends due to fatigue
and an inability to keep up with their
peers. A student attending a prestigious
college in New York City described her
reluctance to go out because of her
difficulty navigating the subway stairs
when tired. Her solution was to become
the “social planner,” making the plans for
her group of friends, so that she would
have more control over the situation.

How might a child or teen with MS
react to the psychosocial stressors
related to the disease?

Youth with MS may react in a variety
of ways, and individuals may express a
shift in response over time. Some young
people may become withdrawn, depressed,
and sorrowful. They may try to protect
their parents from the sadness that they
feel. Others may have a more positive
experience, developing and strengthening
positive relationships. The process may
be cyclical, with episodes of grief and
acceptance as the affected teen faces a
variety of changes in their life due to MS.

Is the entire family affected when
a child is diagnosed with MS?

Yes, a diagnosis of MS affects the entire
family unit – whether it is a child or
adult who is diagnosed. The unpredictable
nature of MS can make planning for the
future difficult, including planning a

simple family vacation or financial
planning to consider the future needs of
the affected child.

A common experience among families
is tension over the administration of
medication. Children may resist taking
their medication, causing turmoil between
the parents as one may take on the role
of giving the medication, while the other
may assume the role of protector. For
some families, medication time becomes
a time of tears and stress for all
involved.

Growing up as a “healthy” child whose
sibling has a chronic illness can be
difficult. The healthy child may express
jealousy for attention the sibling receives,
or may have feelings of guilt for being
healthy. The healthy child may worry for
his or her future health, concerned that
they too may develop MS.

Keeping open lines of communication
with the siblings is important. They
should have the opportunity to share
their concerns and hopes. It is natural
that, in difficult times, our attention
goes to the child with the most pressing
needs. Remember to give time and
attention to the things that matter to
the sibling as well. It may be helpful to
identify other family and trusted adults
to help when time and energy are limited.

What concerns and feelings do
parents of a child with MS commonly
report?

In pediatric MS, the family is often
isolated in coping with an uncommon
disorder of childhood. They experience
feelings of isolation, not knowing anyone
e l se wi th a s imi la r exper i ence .
Unfortunately, when the family discloses
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the diagnosis to others, such as teachers
and school administrators, coaches, and
other family members, they may face
disbelief, such as “MS doesn't happen to
kids.”

Parents often experience feelings of
guilt about their child's MS. As with
other childhood diseases, parents often
question what they may have done to
cause their child to be affected. It is
important to know and remember that
although the exact cause of MS is still
unknown, we do know that it is not due
to the parents’ actions.

The diagnosis of pediatric MS may be
complicated and delayed due to under-
recognition by health care providers.
Sometimes, the youth themselves do not
tell their parent about a symptom,
which would cause a delay in evaluation
and diagnosis. Parents often report
feeling guilty that they did not get their
child into care sooner.

All parents have hopes and dreams
for their child's future. For a parent
affected by a child’s illness, there are
feelings of worry and sadness over what
the future will bring. In pediatric MS, it
is difficult to predict the course of the
illness and the manifestations of the
MS on their child’s future. Planning for
the future, as one’s child becomes
an independent adult, may be more
complicated for a family impacted by MS.
Each family will be affected differently.

Is adherence to a disease-modifying
therapy more of a problem in pediatric
MS?

Adherence to medical treatments in
youth with chronic illness has been
reported to be close to 50 percent. There

are many reasons for the low rates of
adherence,which include the developmental
state of teens and feelings of omnipotence,
with an immature ability to appreciate
the potential consequences of one’s actions.
During adolescence, the peer group takes
on greater significance, which may cause
tension between the teen, the family,
and medical team. Body image becomes
more important during adolescence.
Adherence to treatments that may cause
physical changes, such as weight gain
with the corticosteroids used for an MS
relapse, may be more difficult. Some
youth have shared that they may not
disclose symptoms of a relapse in order
to avoid the treatment. Other youth have
not disclosed relapse symptoms because
they wanted to protect their parents
from the worry of another relapse.

Among youth with any chronic illness,
adherence is related to motivation,
perceived support from family, peers and
care providers, education regarding
treatment, and concern regarding acute
or future problems. Adherence to
treatment is maximized by allowing the
child to be involved in the decision
making process to the extent that is
developmentally appropriate. Treatment
goals may change over time.

Until relatively recently, treatment
for pediatric MS had been limited to
injections. Studies of adherence in
pediatric MS are limited, with adherence
reported to decl ine with t ime.
Approximately 50 percent of youth
discontinued treatment within two
years. Involving the affected youth in
the decision making process is important.
With the introduction of newer treatment
options, it is hopeful that adherence to
therapy will increase.



Maria C. Milazzo is a clinical assistant professor at the School of
Nursing at Stony Brook in New York. She is a pediatric nurse
practitioner, affiliated with the Lourie Center for Pediatric MS at
Stony Brook Medicine. Maria is the founder and director of the
Lourie Center’s Teen Adventure Camp, which is where she had the
opportunity to meet Molly Williams (see page 28). Together, Maria
and Molly have welcomed many teens with MS to the new world of
a community of youth living and thriving with pediatric onset MS.

What kind of research is underway
to add to our understanding of the
psychosocial and cognitive dysfunction
in pediatric MS?

Research continues in areas of cognitive
remediation. Factors related to improved

psychosocial function and health-related
quality of life are being explored. Future
research goals include developing
strategies for identifying children at risk
for cognitive problems so that early
treatment can be initiated.
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While most kids with MS have mild
and manageable symptoms, a small
percentage experience symptoms that
have a significant impact on their daily
lives, including school. It's critical to
recognize and address these symptoms
before they impact your child's academic
progress; this means knowing the signs
of emerging difficulties.

Symptoms can change from week to
week, so watch your child carefully.
Here’s what to look for:

• Vision – Blurry or double vision may
impact reading, writing, or attention.

• Learning and memory – Because MS
can affect brain function, a child’s
attention span and thinking abilities –
such as the ability to reason or to process
and remember information – may be
impacted. This is particularly true for
younger children who develop active
MS before they master educational
building blocks, such as mathematics
and grammar. These children may be
at risk for performing poorly compared
with kids who master these subjects
before they develop active MS.

• Writing – Acute attacks or lingering
symptoms can cause numbness,
weakness, fatigue, poor posture, or
coordination difficulties, all of which

can affect handwriting.

• Socialization – Learning social skills
is a critical part of development, and
school is where most of this development
happens. MS can make socializing at
school more difficult. Children with MS
may withdraw from peers because they
feel different from their schoolmates,
depressed or embarrassed, or because
of physical symptoms, such as fatigue.
In general, children with more obvious
physical symptoms are more likely to
have trouble with socialization.

When a child's symptoms are making
certain tasks difficult, try coming up
with strategies to get the task done. For
instance, your child can try counting on
his or her fingers. When you teach your
child a new way to accomplish a task,
see if it makes the task easier. Can your
child perform the task alone, or can he or
she do it with assistance? Does that mean
your child will need additional help in
the classroom?

Types of School Accommodations
There are several levels of intervention

to help a child who's having difficulty in
school, ranging from informal agreements
with the teacher to more formal
arrangements. They are:
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Informal Accommodation

This is an informal arrangement that
you discuss and negotiate with your
child's teacher. Formal testing isn't
required and your child doesn't have to
meet specific criteria or be deemed eligible.

For example, the arrangement could
include:

• Multiple-choice tests if your child has
trouble recalling information

• Bathroom pass if your child has bladder
control problems

• Frequent breaks if your child has
fatigue or difficulty concentrating

• Preferential class seating arrangement
if your child has vision problems or
attention deficit

• Reduction in homework if your child
has extreme fatigue or problems with
writing.

Formal 504 Plan

This is the next level of intervention
after an informal accommodation. School
administrators, such as the principal, are
involved. To qualify, you need a letter
from a medical provider verifying that
your child has MS. Discuss this plan
with school personnel, such as guidance
counselors, at the beginning of each
school year.

A formal 504 plan could include:

• Aid for students with vision impairments
(for instance, a reader)

• Computer for taking notes and tests
• Equipment modifications
• Extended test-taking time
• Physical and occupational therapy
• Psychological services
• Relocation of classrooms for childrenwith
fatigue or physical disabilities that affect
gross motor skills

• School health services
• Speech and language therapy.

Special Education
Individuals with Disabilities Education

Act (IDEA) and Individual Education Plan
(IEP)

For this type of intervention and services,
children must undergo formal psycho-
educational testing and be deemed eligible
by meeting one of the criteria under
IDEA, clearly demonstrating that either
medical,psychological,orphysical conditions
are significantly impacting the student's
learning. IEPs are tailored to individual
students to aid in their learning.

For example, the plan could include:
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• Medical services for diagnostic or
evaluation purposes only

• Mobility services

• Occupational therapy for students
with fine motor or vision problems

• Parent counseling and training

• Physical therapy

• Psychological services

• School health services by a school nurse
or other qualified personnel

• Social work services

• Speech/language therapy and audiology
services

• Therapeutic recreation or adaptive
physical education.

Working with the School
Each school system has a procedure for

developing plans to help students whose
school performance is suffering and who
are in danger of missing educational
milestones.

Usually, the process begins by
contacting the school principal, principal’s
designee, or the teachers. The case is
then referred to a team that develops
and implements an accommodation plan
for the student. Parents get a copy of
this plan, and there’s a follow-up meeting
to determine whether the accommodation
is working. At the follow-up meeting, the
plan may be redesigned, or the team
may decide that a formal 504 plan, an
assessment to determine eligibility for
an Individual Education Plan, or both is
needed.

Be prepared to provide your child's
educational history to the school
psychologist and neuropsychologist.
Before youmeet, think about the following
questions and have specific examples
ready:

• Did your child receive psychoeducational
testing before being diagnosed with
MS?

• Have you or your child’s teachers had
concerns about your child's learning?

• Does your child currently receive, or has
she or he received, any formal or informal
educational services at school?

• What are your child's current complaints
about learning difficulties at school?

• What symptoms get in the way of your
child’s schoolwork and life at school?

When you work with your child's
school to help them understand and
respond to your child's needs, it's helpful
to keep in mind that teachers and
administrators, like most people, have an
easier time recognizing and responding
to symptoms they can easily see and
understand – such as walking difficulties,
balance problems, or tremor – than to
less obvious ones, like fatigue and
cognitive changes. The more you
understand your child’s symptoms, the
better prepared you'll be to help others
understand them and to communicate
what your child needs. Don't hesitate to
ask your child’s health care team for
suggestions on interacting with the
school.

Content provided by UCSF Benioff Children’s Hospital
Copyrighted by Regents of the University of California
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By Alissa Ayden

I would like to introduce
myself as the Multiple
Sclerosis Foundation’s new
Support GroupCoordinator.
I am honored to be a part
of both the MSF’s mission

and the wonderful work the MSF’s
Independent Support Group Network is
doing nationwide.

In my new position, I have the good
fortune to become personally acquainted
with the leaders and members of our
affiliated support groups nationwide. I
can earnestly say that the people with
MS whom I have begun to know over the
past few months are some of the most
compassionate, heartening, and courageous
people I have ever met.

We have many exciting plans for 2014.
One of our goals is to become better
acquainted with our support groups
community.We are working diligently to
elicit and analyze feedback in order to
develop new and innovative programming
to further support our affiliated groups.

Efforts are also underway to expand
our Independent Support Group Network.
Currently, we have over 150 affiliated
support groups nationwide. I am dedicated
to seeing that number grow every year
so that every person with MS in this
country will be able to find an under-
standing and encouraging community of
peers right in his or her backyard.

There are often misconceptions about
the purpose and efficacy of support groups.
However, the MSF approach to support
groups is truly straightforward and best
captured by ourmotto: It'sAllAbout “MEE”
– Motivating, Educating, Empowering.
Support groups exist to connect you with
the latest information about MS, to give
you an opportunity to share stories and
experiences with other people who will
understand, to inspire you to discover new
strengths and abilities you didn't know
you had, to help you focus on what you
can do, and to find ways to stay positive
in this journey through life with MS.
Support groups exist with the express
goal of helping to make every day for
people with MS and their families a little
brighter, a little easier, and a little better.

TheMSF provides guidance, resources,
and structure while allowing affiliated
support groups to maintain their
independence. We recognize that each
support group is uniquely positioned to
serve the needs of its specific members
and community.

Please do not hesitate to reach out to
me at any time. I am available via phone
at 1-(888)-MSFOCUS (673-6287) or via
email at alissa@msfocus.org and would
love to hear from you. From the bottom
of my heart, I thank all of you for
welcoming me to the MSF family. I truly
look forward to working together to
motivate, educate, and empower people
with MS through our support groups!
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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)
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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
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Most often diagnosed between the ages
of 20 and 50, multiple sclerosis is commonly
thought of as a disease that hits people in
the prime of life. Sometimes, though, MS
strikes much earlier. When diagnosed in
people younger than 18, the disease is called
pediatric MS. Somewhere between 2 to 5
percent of all MS cases fall into that
category, affecting anywhere from 8,000
to 20,000 children. Several thousand more
children and teens may have symptoms
of MS but no firm diagnosis.

Although relatively rare, pediatric MS
presents unique challenges for children
and their families, as well as for medical
professionals who might not realize the
disease can occur in young people.

MostchildrenwithMShavetherelapsing-
remitting form of the disease (RRMS).
During an attack, or relapse, they will have
active MS symptoms. After a period of
time, those symptoms for the most part
disappear, and the person is said to be in
remission. Although these periods of
remission may go on for years, it is not
uncommon for people of all ages with MS
to have what is known as “pseudo-relapses.”
During a pseudo-relapse, symptoms flare
due to circumstances other than disease
progression, most often warm temperatures
or an illness such as a cold or the flu.

In some cases, children with RRMS may
go on to develop secondary progressive
MS (SPMS) as adults. In SPMS, symptoms
never entirely go away, although there
are times when they worsen or improve
significantly. Other forms of MS include

primary progressive and primary relapsing
MS, both of which involve disability from
the beginning of the disease and are very
rare in children.

Children and adults can also experience
a phenomenon known as Clinically Isolated
Syndrome (CIS), an attack of neurological
symptoms (sometimes called an initial
demyelinating event) which may or may not
go on to become RRMS or another form of
MS. Increasingly, treatments are being
offered for MS as soon as CIS is diagnosed,
with the understanding that early treatment
for MS is believed to reduce the number
of attacks a person undergoes through
the course of their lifetime.

Children with MS are most often
diagnosed between the ages of 8 and 14,
though much younger children can have
the disease. Common first symptoms of
pediatric MS include a type of vision
problem known as optic neuritis, and
loss of strength and sensation in limbs,
sometimes called transverse myelitis.

Getting a Diagnosis
Pediatric MS can be difficult to diagnose.

Young children may not tell their parents
or doctors about all of their symptoms and,
although both pediatricians and neuro-
logists are becoming more aware of pediatric
MS, there are still relatively few doctors
who specialize in treating young people
who have it. As a result, many children
and teens first see their pediatrician or a
general neurologist, some of whom may
be unfamiliar with how pediatric MS
differs from the disease in adults.
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Even doctors well-versed inMS can have
problems narrowing down the diagnosis in
children, in part because vision problems
and other common first symptoms are
not exclusive to MS. Other neurological
conditions, including Acute Disseminated
Encephalomyelitis (ADEM), may at first
seem like a more likely diagnosis. ADEM
is far more common thanMS in childhood,
for example. It can sometimes happen after
a vaccination or illness. Despite certain
similarities though, children with ADEM
have symptoms that are rarely or never
seen with MS, such as fever, sleepiness,
nausea and vomiting, and their condition
generally improves on its own.

Complicating matters even further is
that the standards for diagnosing MS,
which were developed for adults, don’t
always translate well to children. When
it comes to magnetic resonance imaging
(MRI), which looks for scarring from MS
on the brain and spinal cord, as few as a
third of all children with the condition
meet the traditional diagnostic criteria.
Particularly in young children, the images
often show fewer lesions than would
commonly be seen in an adult withMS, or
the lesionsmayhave a different appearance.
Because of this, there is a push for MRI
diagnostic criteria specific to pediatric MS.

In order to make a definitive MS
diagnosis in a child, a doctor or medical
team will examine their symptoms and
medical history, as well as examine their
reflexes and coordination. Lab tests, most
specifically lumbar puncture (also known
as a spinal tap) also play a significant role;
oligoclonal bands (also called OCBs) are
present in the spinal fluid of more than
90 percent of children with the disease.

How is Pediatric MS Different?
It has taken researchers decades to

understand how MS impacts adults but
they have spent comparatively little time

looking at the disease in children. While
studies of pediatric cases of MS have
historically been small, below are a few
key ways in which the disease appears
to differ in children:

Although more women than men have
MS in adulthood, under the age of 10, boys
are just as likely to get MS as girls. That
appears to change during adolescence,
when teen girls are more commonly
diagnosed than teen boys, leading
researchers to wonder about the role
hormones play in the disease.

Studies have indicated that MS is
more commonly diagnosed in black and
Hispanic children than would have been
expected. For example, while MS is most
common in Caucasian adults, in a given
time period more than half of the children
referred to theNationalPediatricMSCenter
at Stony Brook Hospital with suspected
MS who went on to have a confirmed
diagnosis were black or Hispanic.

Children could experience the vision
disruption optic neuritis more frequently
and in both eyes (bilateral), rather in just
one, as is more typical for adults withMS.
Symptoms such as spasticity and bladder
and sexual dysfunction, while fairly
common in adults with MS, are rare in
young people.

About 5 percent of childrenwithMSwill
experience seizures.Children under the age
of six could be more likely to experience
them, as well as changes in mental status.
Unlike adults, childrenwithMS sometimes
also have a fever during relapses.

Children can go long periods between
their first and second attacks of MS
(studies have shown a median of six
years), while teens diagnosed with MS
often relapse within the year.

What is the Prognosis?
MS is believed to progress more slowly
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in children than in adults. A 2002 study
showed that of 116 people diagnosed with
MS before the age of 16, slightly more than
half of them had SPMS after 23 years.

Physical disability fromMS isuncommon
among children. Small studies have shown
that approximately five years after
experiencing their first symptoms only 13

to 15percent of childrenwithMShave some
type of physical limitation caused by the
disease. Trouble thinking, learning, and
remembering things (often called cognitive
difficulties) may be more common, and is
currently believed to impact 30 to 40
percent of all children with MS.

This article is an excerpt from theMSF’s booklet,PediatricMS:WhenChildren getMultiple
Sclerosis. To request a copy or copies, contact us by email: support@msfocus.org or call
our Program Services Department at 1-888-MSFOCUS.

Pediatric Centers of Excellence Provide Comprehensive Care for Kids with MS
In 2006, the National MS Society established a nationwide network of Pediatric MS

Centers of Excellence to provide comprehensive evaluation and care to children and teens
(up to age 18) with MS and other central nervous system demyelinating disorders.Today,
the Network of Pediatric MS Centers’ nine member centers are also engaged in research
to better understand the causes of MS, the characteristics of these disorders in children,
and how best to treat children with MS. Here is a listing of these centers:

Center for Pediatric-Onset Demyelinating Disease at the Children's Hospital of Alabama
CHB 314K, 1600 7th Ave South, Birmingham, AL 35233

Center Director: Jayne Ness, M.D., Ph.D. / Contact: Sarah M. Dowdy, MPH; Tel: 205-996-7633
UCSF Regional Pediatric MS Center

350 Parnassus Avenue, Suite 908, San Francisco, CA 94117
Center Director: Emmanuelle Waubant, M.D., Ph.D.; Tel: 415-353-3939

Pediatric Multiple Sclerosis Center at Loma Linda University Children’s Hospital
2195 Club Center Drive, Suite A, San Bernardino, CA 92408
Center Director: Gregory Aaen, M.D.; Tel: 909-835-1810

Pediatric Multiple Sclerosis and Related Disorders Program at Boston Children’s Hospital
Fegan 11, 300 Longwood Avenue, Boston, MA 02115
Center Director: Mark Gorman, M.D.; Tel: 617-355-2751

Partners Pediatric MS Center at the Massachusetts General Hospital for Children
Yawkey Center for Outpatient Care, 55 Fruit St., Suite 6B, Massachusetts General Hospital,

Boston, MA 02114 / Center Director: Tanuja Chitnis, M.D., Tel: 617-726-2664
Mayo Clinic Pediatric MS Center

200 1st St. SW, Rochester, MN 55905
Center Directors: Marc A. Patterson, M.D. & Moses Rodriguez, M.D.; Tel: 507-293-0378

Pediatric MS Center of the Jacobs Neurological Institute
219 Bryant St., Buffalo, NY 14222

Center Director: Bianca Weinstock-Guttman, M.D.; Tel: 877-878-7367; Email: PedMS@thejni.org
Lourie Center for Pediatric MS at Stony Brook University Hospital

Department of Neurology, HSC-T12-020, Stony Brook University, Stony Brook, NY 11794-8121
Center Director: Lauren Krupp, M.D.; Tel: 631-444-7802; Email:

info@pediatricmscenter@stonybrook.edu
The Blue Bird Circle Clinic for Multiple Sclerosis, Texas Children’s Hospital

6701 Fannin Street, 9th Floor, Houston, TX 77030
Center Director: Timothy Loetze, M.D.; Tel: 832-822-5046



On June 13, 2008, I foundmyself waiting
in a deceptively cheery emergency room
in the pediatric ward of one of Boston’s
most renowned hospitals. I was aware of
the fact that I had multiple sclerosis.
The diagnosis was fresh, but undeniable.
So fresh that I had not had time to
contemplate its impact on my future. I
was 15 years old, and had just endured five
months on an emotional roller coaster and
seemingly endless medical tests. Still,
this diagnosis, the presence of a chronic
and disabling disease, was surreal. I was
far from being prepared to deal with this
new reality. The weight of what I had
learned had not fully settled in.

A resident doctor whom I knew only by
first name, David, was in charge of my
neurological testing. I sat there patiently
as he prodded and tested various sensory
and motor functions. I remember feeling
encouraged that, save for my vision, I had
control over all other basic operations.
Havingmademe sufficiently uncomfortable,
David asked my parents to leave, stating
that he wanted to talk with me privately.
He fired a series of questions which took
all of aminute, and then he turned to leave.
Just as he approached the doorway, he
looked back at me as though overtaken
by an unexpected last thought. He walked

back to the foot of my bed and began to
speak.

“It’s hard for me to tell you this because
you are so young, but you should know
that with multiple sclerosis, it is more
than likely you will be paralyzed within a
few years.”There was no hint of hesitation
or lament as he delivered my sentence.
It was fluid and detached, as if he had
just commented on the weather. He then
continued on his previous train of thought,
leaving me in the room, alone.

His words reverberated in my mind,
at first with little meaning. I was simply
too stunned to process them.Then, slowly,
I began to understand the severity, the
finality, of these words. My vision began
to blur as tears welled in my eyes.As I lay
there, my feeling of shock was overtaken
by cold, dark fear. There was impact in
connection of these words with the image
of David, a healer. As I thought about
this connection, it began to reinforce and
add validity to the diagnosis itself.

It seemed that some time had passed
before my attention was drawn away
from this dark spiral of thought. I did
not see or hear my parents come back into
my room, but they were there. I heard
my mom’s anxious voice, and promptly
broke down. “Mom, I’m not going to be
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able to go to college,” was all I was able
to say. David had delivered a death
sentence just as I was imagining what
my life would be like: college, marriage,
kids, and a successful career. David’s
words had incredible power over me, a
15-year-old girl.

Six years later, I find myself thinking
back to my encounter with David when-
ever MS comes up in conversation. I can
still clearly see him standing in front of
me, matter-of-factly declaring that I
would soon be confined to a wheel chair, as
though this is something I should have
expected. Early in my diagnosis, I often
thought back to David and mistakenly
let myself believe that his prediction
would dictate my future, that MS would
someday leave me sick and broken.

Still, despite all of this, I do not regret
meeting David. I came to realize that
spending my time resenting him was
never going to change my diagnosis. I
still have MS. Nothing David said or did
is going to change this inescapable truth.
At a young age I was forced to accept a
new reality, and then to eventually move
on. I will never, however, accept David’s
lifestyle prognosis. At 15 years old I saw
this disease as a temporary setback,
something to be overcome with persistence,
treatment, attitude, and hope for the
future – not to mention the help of a
wonderful pediatric MS specialist who
assured me just how wrong David was.

The older I get, the more “David” does
not sound like the name of a monster.
More than anything, my encounter with
David gave me motivation. I did end up
attending college, and I am currently
finishing my junior year at the
University of New Hampshire, studying
neuroscience and behavior. MS has given

me a unique perspective, experience, and
has tested me in ways I never fathomed.
Ultimately, it doesn’tmatterhowunwelcome
these challenges were at the time. Life is
about facing obstacles and growing from
them.Multiple sclerosis is just one of my
obstacles.

Molly Williams is 21
years old and the youngest
of four children (a sister
and two brothers). She
is currently finishing her
junior year at the
Un i v e r s i t y o f N ew
Hampshire, where she
studies neuroscience and
behavior. She was born in

Fort Worth, Texas, and her family moved
to Bedford, N.H. when she was 7 years
old. She was diagnosed with multiple
sclerosis at the age of 15, when she was
in her freshman year of high school. She
attended the Teen Adventure camp for
Pediatric MS for the first time when she
was 17, which turned out to be a life
changing experience. She has returned
every summer since.
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T-Shirts • Sweatshirts
Bears • Cooling Items • Jewelry
Orange Ribbon Awareness Items
Car Magnets and so much more.

See our online catalog at:
www.themsshoppe.com

(920) 238-5138
info@themsshoppe.com

A portion of all proceeds goes to the MSF



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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Frustration is a normal and valid
emotional response to many of the
difficulties of being a caregiver. While
some irritation may be part of everyday
life as a caregiver, feeling extreme
frustration may negatively impact your
physical health, or cause you to be
physically or verbally aggressive towards
your loved one. If your caregiving situation
is causing you extreme frustration or
anger, you may want to explore some
new techniques for coping.

When you are frustrated, it is important
to distinguish between what is and what
is not within your power to change.
When dealing with an uncontrollable
circumstance, you do control one thing:
how you respond to that circumstance.
In order to respond without extreme
frustration, you will need to:

• learn to recognize the warnings signs
of frustration

• intervene to calm yourself down
physically

• modify your thoughts in a way that
reduces your stress

• learn to communicate assertively
• learn to ask for help.

Warning Signs of Frustration
If you can recognize the warning

signs of frustration, you can intervene
and adjust your mood before you lose
control. Some of the common warning
signs of frustration include:

• shortness of breath

• knot in the throat
• stomach cramps
• chest pains
• headache
• compulsive eating
• excessive alcohol consumption
• increased smoking
• lack of patience
• desire to strike out.

Calming Down Physically
When you become aware of thewarning

signs of frustration, you can intervene with
an immediate activity to help you calm
down. This gives you time to look at the
situation more objectively and to choose
how to respond in a more controlled way.

When you feel yourself becoming
frustrated, try slowly counting from one
to ten and taking a few deep breaths. If
you are able, take a brief walk or go to
another room and collect your thoughts.
It is better to leave the situation, even for
a moment, than to lose control or react in
a way you will regret. If you think someone
may be offended when you leave the room,
you can tell that person you need to go to
the restroom. You can also try calling a
friend, praying, meditating, singing,
listening to music, or taking a bath. Try
experimenting with different responses
to find out what works best for you and
the person you care for.

The regular practice of relaxation
techniques can also help prepare you for
frustrating circumstances. If possible, try
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the following relaxation exercise for at
least ten minutes each day:

Sit in a comfortable position in a quiet
place.Take slow, deep breaths and relax the
tension in your body. While you continue
to take slow, deep breaths, you may want
to imagine a safe and restful place and
repeat a calming word or phrase.

Modifying Your Thoughts
As you take time out to collect your

thoughts, try rethinking your situation
in ways that reduce frustration. How you
think often affects how you feel. Below
are six major types of unhelpful thought
patterns common among caregivers.
Following each unhelpful thought pattern
is an example of an adaptive – or more
helpful – thought that can be used as self-
defense against frustration. Familiarizing
yourselfwith theunhelpful thought patterns
and the adaptive responses can help you
control your frustration.

Over-generalization: You take one
negative situation or characteristic and
multiply it. For example, you're getting
ready to take the person in your care to a
doctor's appointment when you discover
the car battery has died.You then conclude,
“This always happens; something always
goes wrong.”

Adaptive response: “This does not happen
all the time. Usually my car is working just
fine. At times, things don’t happen the
way I would like, but sometimes they do.”

Discounting the positive: You overlook
the good things about your circumstances
and yourself. For example, you might not
allow yourself to feel good about caregiving
by thinking, “I could do more” or “anyone
could do what I do.”

Adaptive response: “Caregiving is not
easy. It takes courage, strength, and
compassion to do what I do. I am not

always perfect, but I do a lot and I am
trying to be helpful.”

Jumping to conclusions: You reach
a conclusion without having all the facts.
You might do this in two ways:

1. Mindreading: We assume that others
are thinking negative thoughts about
us. For example, a friend doesn’t return
a phone call, and we assume that he
or she is ignoring us or doesn’t want to
talk to us.
Adaptive response: “I don’t know what
my friend is thinking. For all I know,
she didn’t get the message. Maybe
she is busy or just forgot. If I want to
know what she is thinking, I will have
to ask her.”

2. Fortune-telling: You predict a negative
outcome in the future. For example, you
will not try adult day care because you
assume the person in your care will
not enjoy it. You think, “He will never
do that. Not a chance!”
Adaptive response: “I cannot predict the
future. I don’t think he is going to like it,
but I won’t know for sure unless I try.”

“Should” statements: You try to
motivate yourself using statements such
as “I should call mother more often” or “I
shouldn't go to a movie because Mom might
need me.”What you think you “should” do
is in conflict with what you want to do.
You end up feeling guilty, depressed or
frustrated.

Adaptive response: “I would like to go
to a movie. It’s okay for me to take a
break from caregiving and enjoy myself.
I will ask a friend or neighbor to check in
on Mom.”

Labeling: You identify yourself or other
people with one characteristic or action.
For example, you put off doing the laundry
and think, “I am lazy.”
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Adaptive response: “I am not lazy.
Sometimes I don’t do as much as I could,
but that doesn’t mean I am lazy. I often
work hard and do the best that I can.
Even I need a break sometimes.”

Personalizing:You take responsibility
for a negative occurrence that is beyond
your control. For example, youmight blame
yourself when the person in your care
requires hospitalization or placement in
a facility.

Adaptive response: “Mom’s condition
has gotten to the point where I can no
longer take care of her myself. It is her
condition and not my shortcomings that
require her to be in a nursing home.”

Using the “Triple-Column Technique”:
Unhelpful thought patterns are usually
ingrained reactions or habits. To modify
your negative thoughts, you will have to
learn to recognize them, know why they
are false, and talk back to them.

One helpful way to practice using more
adaptive thinking processes is to use the
“triple-column technique.” Draw two lines
down the center of a piece of paper to
divide the paper into thirds. When you
are feeling frustrated, take a personal
“time out” andwrite your negative thoughts
in the first column.

In the second column, try to identify
the type of unhelpful pattern from the
six examples above. In the third column,
talk back to your negative thoughts with
a more positive point of view.

Communicating Assertively
Good communication can reduce

frustration by allowing you to express
yourself while helping others to under-
stand your limits and needs. When you
communicate assertively, you express your
own needs and desires while respecting the
needs and desires of others. Assertive
communication allows both parties to
engage in a dignified discussion about
the issue at hand.

Keys to assertive communication are:

• Respecting your own feelings, needs,
and desires.

• Standing up for your feelings without
shaming, degrading, or humiliating the
other person.

• Using “I” statements rather than “you”
statements. For example, say, “I need a
break” or “I would like to talk to you
and work this out” instead of “You are
irresponsible” or “You never help out!”

• Not using “should” statements. For
example, say, “It’s important to me
that promises be kept,” instead of “You
should keep your promise.”

The Critical Step:
Asking for Help

You cannot take onall the responsibilities
of caregiving by yourself. It is essential
that you ask for and accept help. Discuss
your needs with family members and
friends who might be willing to share
caregiving responsibilities. People will not
realize you need help if you do not explain
your situation and ask for assistance.
Remember, you have the right to ask for
help and express your needs.

This information has been provided by the Family Caregiver Alliance (FCA). Founded
in 1977,FCAwas the first community-based nonprofit organization in the country to address
the needs of families and friends providing long-term care at home. Long recognized
as a pioneer in health services, FCA now offers programs at national, state, and local
levels to support and sustain caregivers. Learn more about FCA at www.caregiver.org.
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On March 17th, 2014 at 3:17 p.m.
EST, the Multiple Sclerosis Foundation
(MSF) launched MSFocus Radio. The
station is online and available around
the world at MSFocus.org and via the
live streaming apps TuneIn.com and
RadioLoyalty.com. Search for MSFocus
or MSFocus Radio. In mid-May, the MSF
will have our own apps for Android and
iOS devices, as well as a new website,
MSFocusRadio.org. Currently, you can link
through our website, www.MSFocus.org.

As you might imagine, developing
MSFocus Radio did not happen
overnight. It all started with a simple
phone call from Chris Ratliff in the
spring of 2005. I was the director of a
broadcasting school, and Chris (a former
MSFocus editor) called to ask if the
school could help with some recording
for the MSF. Her idea was to make a
recorded version of MSFocus for people
with visual impairments. The answer
was simple: YES! Students at the school
helped with reading and editing the
magazine, which was then put on a CD
and released in the summer of 2005. The
initial recording went to about 60 people
with visual impairments.

After I left the broadcasting school,
the torch was passed to MSF staffer
Nicole Smith, and the Alternative Media

Department was created.
Nicole took the audio
version of MSFocus to
another level.Sheutilized
volunteers andMSF staff
to help record the audio. By the time
2013 arrived, the subscriptions for the
audio MSFocus had grown and more
than 24 editions of MSFocus had been
recorded!

Throughout the years, I continued to
volunteer as a reader for the audio
MSFocus, and in the fall of 2013, Nicole
stepped down from the MSF. I received a
message fromKaseyMinnis (MSF’sDirector
of Operations andCommunications) asking
if I could assist again with editing the
audio version of MSFocus. The answer
again was simple: YES! So the torch was
passed back to me.

Then, during a recent planning session,
Natalie Blake (Director of Program
Services) asked about the possibility of
doing an online radio station. Since so
many people are using the web to access
information and entertainment, it made
perfect sense. I got together with Guy
Ferrier (our IT guru) and began to figure
out the technical side of making this
happen. Sounds simple enough, right?

I’ve been working in radio since I was

Mic Check 1-2…1-2
By Christopher Hudspeth
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a teenager, and I know that programming
a 24/7 radio station (traditional or
online) is no small task, so my mind
started to formulate a plan.What content
might we use? Hmmmm…Ahhh-ha! The
audio MSFocus is a great place to start!
We can go through the articles and see
what is still relevant. We have articles
from 2005 to 2013, about everything from
yoga to aquatic therapy to service animals.
Now how about music? YES! We can
play music that inspires, relaxes, and
motivates; we can even take requests.
What about audio books? This took a lot

of phone calls and emails, but YES! How
about doing live radio shows? YES!
Everything easily started to fall in place.
We even received a request for assistance
from someone who is already doing a
radio show. YES!

After doing the research, master-
minding, making calls, sending emails,
listening, editing, and uploading audio
files, it has finally happened: MSFocus
Radio! We are just starting and we do
take requests at radio@msfocus.org.
This is our community radio station, so
please let your voice be heard!

THE ONLY BODY-CORE COOLING SYSTEM 
DESIGNED SPECIFICALLY FOR MS PATIENTS

STACOOL UNDER VEST - The most light-
weight, comfortable body cooling system available.
The StaCool Under Vest uses high-quality, durable materials and
four easily replaceable ThermoPaks, two front and two back to cool the  
body core comfortably. Each lightweight vest offers up to three hours of  
cooling per ThermoPak set, and a spare set for a change out is included  
for total of eight ThermoPaks per vest.
 
See what existing customers have to say:
“I have recently tried the vest on two different occasions. It worked great.  

I noticed a major difference in the way I felt while wearing it. The vest truly 
functions as advertised. Thank you for providing such a useful product for  

use by people living with Multiple Sclerosis.”   –  Stephen Smith

For more information visit us on-line at 
stacoolvest.com or call toll free 1-866-782-2665

For On-Demand content, go to www.msfocus.org and click On Demand Audio, or
from the SoundCloud app, search MSFocus On-Demand. Download and listen to
articles from MSFocus magazine, hear the latest teleconferences, and share with your
friends and family.



Tecfidera (dimethyl fumarate) is a prescription medicine used to treat people 
with relapsing forms of multiple sclerosis.

Important Safety Information
Before taking and while you take
Tecfidera, tell your doctor about
any low white blood cell counts or
infections or any other medical
conditions.
What are the possible side effects 
of Tecfidera? Tecfidera may cause
serious side effects including
decreases in your white blood cell
count. Your doctor may check your
white blood cell count before you
take Tecfidera and from time to time
during treatment.
The most common side effects of
Tecfidera include flushing and
stomach problems. These can happen
especially at the start of treatment and
may decrease over time. Call your
doctor if these symptoms bother you
or do not go away.

These are not all the possible side
effects of Tecfidera. Call your doctor 
for medical advice about side effects.
You may report side effects to FDA at 
1-800-FDA-1088. For more information 
go to dailymed.nlm.nih.gov.

Tell your doctor if you are pregnant or 
plan to become pregnant, or breastfeeding 
or plan to breastfeed. It is not known if 
Tecfidera will harm your unborn baby
or if it passes into your breast milk. 
Also tell your doctor if you are taking 
prescription or over-the-counter medicines, 
vitamins, or herbal supplements.

For additional important safety
information, please turn the next page 
to see Patient Information. This is not
intended to replace discussions with
your doctor.
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14 Cambridge Center • Cambridge, MA 02142 • 1-800-456-2255 • Tecfidera.com

*Based on number of prescriptions from IMS NPATM Weekly 
Data (September 27, 2013) and Biogen Idec data on file. 

T

Talk to your doctor about your treatment goals 
and see if switching to Tecfidera is right for you. 

Meet a pill that helps you push 
back against relapsing MS.
Thousands of people have switched to Tecfidera.

The 2 most common side effects are flushing and stomach 
problems, which happen mainly at the start of treatment and 
usually decrease over time.

It’s the #1 prescribed pill for relapsing MS in the US.*

#

Prescribed Pill

for relapsing 
MS in the US

It slows development of 
brain lesions.

It slows physical 
disability progression.

It cuts relapses in half.It’s a pill. RELAPSES
CUT IN
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Patient Information 
TECFIDERA™ (tek” fi de’ rah)

(dimethyl fumarate) delayed-release capsules
What is TECFIDERA?

Before taking and while you take TECFIDERA, tell your doctor if you have or have had:

Tell your doctor if you are:

How should I take TECFIDERA?

What are the possible side effects of TECFIDERA?
TECFIDERA may cause serious side effects including:

decreases in your white blood cell count 
The most common side effects of TECFIDERA include:

For more information go to dailymed.nlm.nih.gov.

General Information about the safe and effective use of TECFIDERA

What are the ingredients in TECFIDERA?
Active ingredient:
Inactive ingredients:

Capsule Shell:
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Susan H. Squeri I wish that others would
understand the emotional roller coaster that
we are constantly on. One minute I am
happy, and the next minute I want to crawl
in bed and cry myself to sleep. I want to
surround myself with friends, but then I flip
a switch and explode with anger. After the
constant shifts in mood, damage has been
done and I don't realize it until it’s too late.
I don't like not having control over anything
physically, mentally, or emotionally. I try to
explain it and am told that I'm usingMS as an
excuse, which is not fair. I wish more people
understood this part of multiple sclerosis –
that it isn't just a physical disability.

Ebony Caldwell I would be elated if others
who don't have to deal with the symptoms
knew how much it affects memory. You
immediately get told to see a doctor for an
increase in the strength of medication.

Shawn DuffyMy story is different from the
MS story you have heard before.

Holly Morris Just because we don't look
sick on the outside doesn't mean we aren't
sick on the inside.

Catherine J Roberts I would like people
(especially family) to understand more about

invisible symptoms. They seem be aware
of only what they see. It has been said that
I and a friend with MS are “faking it”.

Amy Dahl I would like others to know that
MS can be very isolating. With many new
symptoms, medications, and side effects,
sometimes it makes you feel uneasy in
public places. Remember to reach out to
others; there is support in your community,
online, and by phone.

SaraTaylor I would like them to understand
that I don't want another medication. I want
a cure. I would also like them to know that
when we are told that MS “isn't that bad,” it
is adding insult to injury. Everyone is like a
snowflake and no two are alike, just like
the MS symptoms and the degree of
disability vary for everyone. Also, just
because there are medications to treat it
doesn't mean we now live a normal life
and everything's going to be okay. I've had
several people say this to me, even while
I'm sitting in a wheelchair on the days that
the disease flares up. I hate it when people
downplay MS.

Rebecca Irvin Takeall I would like people
to know that there are different types of
MS and it affects everyone differently.

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.

In recognition of National MS Education and Awareness Month in March, our
question for this edition was: "What would you most like others to understand
about multiple sclerosis?"
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“Health and Wellness: Catch the
Wave” was the theme for the MSF’s 2014
educational programs at sea, a seven-day
Eastern Caribbean journey from January
25 to February 1. Not only did cruisers
catch the health and wellness wave, but
they also rode the wave like champs,
surfing through a sea of fun, informative,
and interactive presentations. The good
times rolled on in the tropical ports of
San Juan, Puerto Rico; Charlotte Amalie,
St.Thomas; and Philipsburg, St.Maarten.
MSF cruisers in motion – they were
everywhere on the 13th Annual MSF
Cruise for a Cause®:

Somewhere over the deep, blue
Eastern Caribbean Sea, personal trainer
Jeff Segal is speaking to a roomful of
MSF cruisers who have come to his
morning session aboard Celebrity’s
Reflection to learn about exercising with
MS. Having worked hard to walk again

after MS struck years ago, Jeff under-
stands the importance of never giving up.

“Everyone, I want you to raise your
hand. Raise it as high as you can. Give
100 percent!”

Hands stretch upwards.

“Now, raise your hands higher.”

Most are able to stretch upwards
another inch or two, making Jeff ’s point:
Though we may think we are giving 100
percent, we can often give more. We are
stronger than we realize!

Joining MSF educational programs at
sea helps cruisers realize just how much
they can do. Carolyn Bish, 72, of Port
Saint Lucie, Fla., has been pushing back
against MS for more than three decades,
yet on this cruise she discovers a new

Mindy Eisenberg instructing Carolyn Bish
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way to do so – with yoga in chairs! Yoga
therapist Mindy Eisenberg shows Carolyn
and others the way to adapt traditional
poses to allow for limitations and still
get the benefits. “I thought I couldn’t do
it…but, yes, I did it,” Carolyn says with
a smile. It’s never too late to try some-
thing new.

The introduction to yoga is well-timed
for KarmaThreet of Midland,Mich. Since
she can no longer practice Tae Kwon Do
(she earned a black belt just prior to
getting diagnosed), her doctor recently
recommended yoga. Though she and her
husband, Toby, enjoy traveling and
cruising, Karma admits to being “a little
scared” to take her first cruise with the
MSF. But this nurse’s desire to learn
everything she can about MS overrode
those fears, and she’s glad to be onboard.

“I love it. Everyone is so happy here;
they have a positive outlook and I think
that is the key to it,” Karma says. “I
immediately felt comfortable with the
people here because we have something
in common. I was accepted so quickly as
a part of the group.”

First-time cruiser Margaret Cabral of
Stamford, Conn., feels embraced by the
group aswell.Only sixmonths ago she lived
in a nursing home while rehabilitating,
and now here she is enjoying the vacation

of a lifetime.Others aremoved by her story.
A fellow cruiser shares earned credit perks
with Margaret; another lends Margaret
his electric scooter while he uses her more
difficult-to-maneuver manual wheelchair.

You might catch Margaret swaying to
live music on the upper deck dance floor,
or enjoying a late-night snack in the
Reflection’s fifth-deck café with other
women who look forward to their yearly
reunion aboard the MSF cruise. There’s
Jacqueline Connell of Las Vegas, Nev.,
Sharla La Fountain of Great Falls,
Mont., Denise Rios of Viera, Fla., and
Susan Paul of Altamante Springs, Fla.
This is Susan’s fourth cruise with the
MSF and the first for her roommate,
Monica Lambert of Plantation, Fla.
Finally healed from a broken femur,
Monica decided a health and wellness
cruise was just what the doctor ordered.

“I need to get back to doing something,”
Monica says. “And I’m motivated by the
Zumba.”

Toby and Karma Threet

Denise Rios, Margaret Cabral, Jacqueline
Connell, and Sharla La Fountain.



MSFocus Spring 201442

It’s all about MEE…Motivating,
Educating, Empowering®.

It’s difficult to imagine anyone not being
motivated by “Zumba® in Chairs” as MSF
Ambassador and certified Zumba instructor
extraordinaire Nick Marchesani bounds
around the conference room, choreo-
graphing moves to one pop tune after
another. His enthusiasm is infectious
and the laughter contagious.

Once weak, overweight, and unable to
walk because ofMS,Nick worked diligently
to regain his mobility and improve his
health. During the past decade he has
committed his life to helping others with
MS tap into their Multiple Strengths™.
Whether leading a support group or a
Zumba class, he exudes positive energy.

“I want to give back. The smiles I see
as a result of what I am doing are worth
more than money to me,” he says. Nick
also shares his inspiring thoughts as
facilitator of the Port-to-Port Support Group
session, while MSF Director of Program
Services, Natalie Blake, leads caregivers
in their own, separate session.

Another MSF ambassador, Charmaine
Cothran ofChicago, Ill., is enjoyingher third
cruise with the Foundation and the first
with fiancé,KwameJoure.Mindy’s program
on meditation rekindles Charmaine’s
interest in the ancient practice. “It
motivated me to get back on track. I’m
going to start getting up earlier to
meditate,” she says. Not just yet, though

– sleeping in and breakfast in bed will
continue for the remainder of cruise!

While Charmaine and Kwame prefer
room service at times, Harriet McLeod of
Ridgefield,Wash., likes to be served in the
Reflection’s elegant dining room.Mealtime
is an opportunity for Harriet and her
roommate, Diana Mason, to dine on some
fabulous dishes and share stories with
others. “I’ve really enjoyed it. I’mwaited on
and I don’t have to clean up after myself,”
Harriett says with a laugh. Despite losing
her husband and care partner two years
ago, she continues to try new experiences
– such as going on a cruise!

Harriet learned about the cruise from
Michael Castiglione of Hillsboro, Ore.,
during a MS-related internet chatroom
discussion. Michael was diagnosed two
and a half years ago at the age of 50. He

Kwame and Charmaine

Harriet McLeod and Diana Mason
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tells his friends who express concern: “I
am correctly diagnosed and properly
treated.” Michael purchased the cruise
for himself and recently-married friends.
He’s happy to be exploring the ports with
them and says, “The MS info is a bonus.”

As a bonus to all, massage therapist
Martha C. Rojas of Pembroke Pines, Fla.,
donates her time and talents by providing
15-minute massages to MSF program
attendees. Martha has come as a guest of
travel agent Gabriela Aragon of Aragon
Travel (Miramar, Fla.), the booking agency
for the MSF cruise. Gabriella and her
husband, Alejandro, are onboard to assist
MSF cruisers with questions and concerns
and to offer helpful advice about getting
around on and off the ship. And to have
fun, too!

Years of traveling with daughter
Carrieanna Hess has taught Jeri Murphy
that careful planning with travel experts,
such as Gabriela, minimizes excursion
hassles. During seven hours in San Juan,

the dynamic duo transition with ease
from the ship to a bus tour of new and old
San Juan and to the LatinTraditions Show
– all because they made sure in advance
that the destinations and transportation
could accommodate Carrieanna’s wheel-
chair and mobility limitations.

Jeri describes more about their cruise
experiences on her accessible travel blog
at http://anythingispossibletravel.com/.

“Of course, one highlight of the cruise
was the opportunity to meet new people
and build relationships that will last a
lifetime,”shewrites.“Carrieannamademany
new friends, encouraging and inspiring
them with her ’can do’ attitude, and
laughing until her sides ached and her
dimples were permanently indented!”

Jim and Dency Dokoozian also join
many shore excursions, including one
that takes them underwater for a snuba
dive (a cross between scuba diving and
snorkeling). It’s a first for Dency! The
Caribbean brings a welcomed change of
climate for the couple from Anchorage,
Alaska. “The cruise has been even better
than we expected,” Jim says.

The Dokoozians especially like the
presentations by neurologist Dr. Jack
Burks, who discusses the latest in disease-
modifying therapies (including progressive
MS), complementary and alternative
medicine, and steps to better health,
wellness, and happiness. (See all programs
and speakers on page 45.)
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Like the Dokoozians,Albert and Laurene
Stalker appreciate access to the latest MS
research.Albert has been discouraged since
the last neurologist told him, “There’s
nothing I can do for you.” Hearing the
speakers and talking with others has
motivated Albert, who’s had MS for 15
years, to be more proactive in seeking
better healthcare. Now aware of strategies
that may help, he’s excited to visit a new
neurologist in his hometown, one
recommended by a fellow cruiser. “This
has opened him up so much – and he’s
having fun on the side,” Laurene says.

Did someone say fun?

‘Surf ’s up’ in the Sky Observation
Lounge, as MSF cruisers gather one last
time for the farewell reception and
onboard ‘beach party.’ Many sport brightly-
colored tropical shirts for the “Loudest
Shirt Contest”. Barbara McAllister,
Carrieanna Hess, and Betty Gibson all
take home a Kindle for their flashy,
turn-up-the-volume outfits.

Amidst the fun and cocktails, cruisers
share stories, exchange contact information,
and reflect on their experiences at sea.
Laura and Mike Yates from Clarksville
Tenn., wearing matching Hawaiian-style
outfits, talk about the advantage of
being with others who can understand
the perils of traveling with MS. Mike
celebrated his 40th birthday with new
friends on the Reflection.

“We learned a lot about the disease,”
Laura says,noting that Mike was diagnosed
less than a year ago. “And we also enjoyed
meeting Gail and Betty [Gibson] and many
others.” Mike and Laura will be among
many others returning for the 14thAnnual
MSF Cruise for a Cause®, a seven-day
journey to exotic ports in the Southern
Caribbean in February 2015.

But on this day, there’s one more evening
to ‘ride the wave’ as the Reflection plows
homeward.More time for a last meal among
new friends. Cruisers, such as Jodi Cooley,
know how to make the most of each
minute. This former dancer, actress, and
singer from Los Angeles, Calif., has been
a nightly favorite at the karaoke lounge.
By day, during the yoga and exercise
sessions, she’s been front and center,
working the moves like a pro.

“Thank you so much to the MSF. I’ve
been looking for something like this
cruise. I have been struggling with exercise
and this really helps,” she says.
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Jodi’s cruise partner is her father.
Unexpectedly, this vacation together has
strengthened their father-daughter bond,
as he shared with her his life stories.
Jodi’s mother has MS, too.

“I’ve had this disease in my life since
I was a child. My mother was diagnosed
in 1978,but saw the first onset of symptoms
in the early ‘70s. I know this disease from
the point of view of a child, caretaker,
patient, mother, and spouse,” Jodi says.

“I am also grateful that with today’s
technology and drugs, MS of today is not
the MS of my mother’s time.”

Sharing life experiences, learning
more about MS, conquering fears, and
making new friends – the benefits of the
MSF cruise are endless! These cruisers
can keep riding the wave long after their
journey at sea has ended.

Programs and Speakers of the 13th Annual MSF Cruise for a Cause®

Speaker Program

Jack Burks, M.D.: Chief Medical Officer of the Multiple Steps to Better Health, Wellness, and Happiness:
Sclerosis Association of America, Cherry Hill, New Jersey, One Neurologist’s Perspective,
and President of Burks & Associates Health Care & Complementary and Alternative Medicine (CAM),
Education Consultants, Reno, Nevada MS Disease Therapy Update

including Primary Progressive MS.

Laura McCatty, RN, BSN, MSCN: Laura has clinical The Balancing Act of the Care Partner,
experience as a MS nurse in Florida for 12 years and Facts & Fallacies of Nutrition & MS.
earned the specialty certification MSCN in 2003.

Matt McCatty: Mark is a leadership development consultant. Communicating Effectively for Positive
Relationships.

Jeffrey Segal, BS, NSCA-CPT, CSCS, CPTS, CPR/AED: Exercise Fundamentals for People
Jeff is a personal trainer in Boca Raton, Fla. and a with Multiple Sclerosis,
national motivational speaker and presenter. Exercise Modalities for All Types of MS.

Nick Marchesani: Nick is a Zumba instructor, Zumba® in Chairs
MSF Ambassador, and support group leader.

Mindy Eisenberg, MHSA, E-RYT-500: Mindy is a yoga Yoga in Chairs,
therapist with over nine years experience helping individuals Relaxation,
improve and maintain health through the practice of yoga: Meditation.

Gail Gibson, Ph.D., PG, CPG, REP: Gail is an Adjunct Third Rock from the Sun…
Professor of Geology and Environmental Sciences at A World of Islands.
Florida State College at Jacksonville.

Programs are available on the MSF’s YouTube Channel
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By Ellen Whipple Guthrie, BS Pharm, 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.

The patent for Copaxone® is scheduled
to expire in May 2014. At this time, a
“generic form” of glatiramer acetate is
expected to be approved by the United
States Food and Drug Administration
(FDA). Because the currently approved
disease-modifying therapies (DMTs),
including Copaxone, have yearly price
tags of greater than $60,000 per year, a
more economical DMT would be greatly
appreciated by many patients.

However, price should not be the only
consideration when choosing between
Copaxone and a generic product. Will
the generic product be exactly the same
as Copaxone, and will the generic product
be as efficacious as Copaxone? This article
addresses the complexities associated with
a generic form of glatiramer acetate.

The overwhelming majority of medica-
tions available in the United States are
classified as small molecules. These
products gain approval from the United
States FDA through the New Drug
Application (NDA) process. Developing
generics for small molecule drugs is a
relatively simple process. Once the
patent expires for the brand name product,
pharmaceutical companies can submit
an abbreviated NDA (ANDA) to gain

approval to market a generic product.
TheANDA process does not require generic
companies to repeat costly animal and
clinical research on ingredients or dosage
forms already approved for safety and
effectiveness.

Not surprisingly, generic products
are required to have the same active
ingredient(s), strength, dosage form, and
route of administration as the brand
name product. Generic products are not,
however, required to have the exact
same inactive ingredients as the brand
name product. All generic manufacturing,
packaging, and testing sites must pass
the same quality standards as those of
the brand name medication, and the
generic medication(s) must meet the
same exacting specifications as any
brand name product.

Biologic drugs, on the other hand, are
large proteins that require living
materials for production. Biologics differ
from small-molecule drugs due to their
size and complexity, multifaceted
manufacturing process, and their
potential to cause an immune response.
Examples of biologics include interferon
products, blood products, vaccines,
recombinant proteins, gene therapies,

Generic
Glatiramer Acetate



MSFocus Spring 201447

and antibodies. When patents expire for
biologic drugs, biosimilar drugs can
enter the marketplace. It is important to
note that biosimilar drugs are not generic
drugs.

The objective of a biosimilar development
program is to manufacture a product
that is highly similar to the brand name
product via a reverse engineering
approach, such that the resulting
product not only has a similar primary
amino acid sequence, but also retains
modifications that are as similar as
possible. In order to be approved by the
United States FDA, biosimilar products
must be proven to be as efficacious as
the brand name product. Unlike small
molecule drugs, biologics are approved
by the FDA through the Biologics
License Application process.

When Copaxone was originally
approved by the FDA, it was approved
using the NDA process; therefore,
Copaxone is considered a small molecule
product. More recently, the FDA has
referred to Copaxone as a “pseudo-
biologic” medication. Given the complexity
in manufacturing Copaxone, Teva
Pharmaceuticals (the manufacturer of
Copaxone) believes unpredictable
differences between a proposed generic
product and Copaxone could lead to an
immune response in some patients.

In July 2013, the United States Court
of Appeals invalidated several of
Copaxone’s patents and paved the way
for the release of generic glatiramer
acetate. But this debate may not be final
and will most likely require clarification
by the FDA or end up back in the federal
courts.

As recently reported in Plos One, in
vitro data (data in cells, not in humans)

suggests that generic glatiramer acetate
may differ from Copaxone. This study,
which was sponsored by Teva
Pharmaceuticals, found that Copaxone
increases levels of FOXP3 more
consistently and efficaciously than
generic glatiramer acetate. FOXP3 is a
key factor that controls the development
and function of regulatory T-cells, which
may help suppress harmful autoimmunity
in multiple sclerosis patients. It is
important to note that the extent to which
this differential impact on regulatory
T-cells might affect patients’ response is
unknown.

In addition, generic glatiramer acetate
also increased the expression of genes
associated with myeloid lineage cells,
such as monocyctes and macrophages, to
a greater extent than Copaxone. These
cells play an important role in the
immune systems of healthy people, but
can also contribute to the worsening of
relapsing-remitting multiple sclerosis
(RRMS). Without clinical trials, the
extent to which the increased impact of
the purported generic glatiramer acetate
on myeloid cells might alter clinical
outcomes in RRMS patients remains
unknown. These results can be hard to
interpret since they are in cells and not
in humans. The clinical significance of
this study is unclear.

In summary, Copaxone is the most
prescribed DMT for multiple sclerosis.
However, it comes with an expensive
price tag. The patent for Copaxone will
expire in 2014 and a generic/biosimilar
product may be approved by the FDA.
Concerns regarding the similarity of
Copaxone to generic glatiramer acetate
still exist.
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By Joanne Fortunato

Almost all of today's technological devices
have accessibility features that make it
easier for people who have disabilities to
use the full range of features of that
particular device. These can range from
enlarged text size for those with vision
issues to voice input for those with fine
motor issues that make typing difficult.
Devices generally have an accessibility
option found in system settings or
preferences. The features in this article
will be divided into categories. The
categories listed are not necessarily
medical or related to a medical diagnosis,
but rather they are for helping you get
the most out of your equipment.

General Accessibility
The following options are universal in

that they are found on almost all newer
devices. Devices older than about four
years might not have these accessibility
options, and it is highly recommended to
update your device. In addition, it is
important to have a current operating
system. This is generally found in system
settings.

Enlarging the Display (Screen)
Display size is generally measured

diagonally. The range of size is generally

from 7 to 27 inches, depending on the type
of device. If your device is portable, such
as a tablet or phone, it can be viewed in
portrait or landscape mode. Most new
devices are HD (High Definition), which
means that the resolution or clarity of
the display is very high.

On most tablets or phones, your view
can be enlarged by a simple pinching
gesture on the screen. If your display is
not touch activated, you will need to use
a keyboard, mouse, or other tool for this
task. This can usually be found in the
lower right side of an open window.
Either way, this feature is easy to access.

Voice Input and Output
Voice input means the device responds

to your voice and executes the command
you speak. Voice input features are
available on most new devices. This
feature can be interactive and respond
to questions. Apple’s invention of Siri
has made this feature almost universal.
If it is not a feature that is built into
your device, there are free apps and/or
software available.

You no longer have to teach your
device to recognize your particular voice.
This process is seamless and incredibly
accurate. You can ask questions and get

Accessibility Features at Your Fingertips
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the answer from an automatic web search.
The invention of artificial intelligence
creates a human-like interaction with
your device. As competition increases,
this feature is becoming more popular
and available.

Voice output refers to your device
reading text, graphics, and other displayed
items aloud. Unlike the interactive voice
input, the voices in this feature are
generally more robotic. The technology
of voice output is not as well developed
as voice input.

Voice output is often referred to as
text-to-speech. While this is the most
common use of this type of feature, there
are many other options available. One
such option is a voice-over. The voice-
over feature is especially good for blind
or low vision users. When the voice-over
feature is turned on, each object that
you touch or pass over is described aloud
as you navigate the screen. This feature
often has a very mechanical sounding
voice. However, there are usually some
adjustments you can make to improve
the voice, such as speed and pitch. This
will improve the sound, but it will
probably still sound robotic.

Other Useful Features
With technology becoming so necessary

for everyday life, you will find more
accessibility features being developed
all the time. The following list describes
some of the common accessibility features
you will find. Usually, you find these
features listed under system preferences
or accessibility features. Because there
are so many devices, specific directions
are not listed.

Input and Navigation
There are several ways to navigate: a

mouse, a trackpad, a keyboard, and touch
sensors to name a few.While you can use
your fingers on touch sensitive devices,
there are styluses that make it easier. In
addition, they are generally more accurate
and help keep the screen clean. They are
very inexpensive and can be purchased
almost anywhere technology is sold. If
you find that the display scrolls too fast
or the device is too sensitive when you
select something, there are a wide variety
of adjustments you can make. This is
especially useful if you have fine motor
issues.

If you are not able to use any of these
input/navigation techniques, there are
alternatives, but in the scope of this article
they will not be addressed.

Contrast and Display Colors
Contrast is a very important feature

that is often overlooked. Increasing
/decreasing the contrast is an easy way
to customize the display to make it
comfortable to view. The less contrast
you have, the better it is for battery
power. Set the contrast to the lowest
level that is comfortable for you.

Most displays automatically have a
white background and dark text. Invert
this default and have the background
dark and the text bright. In addition to
helping those with vision issues, this
feature can cut the glare of a white back-
ground and make it easier to use your
device in a dark room. This option is not
available on all Android devices. If it is
there, you will find it in the accessibility
features. All iOS 7 Apple devices have
this feature.
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many difficulties thatMS can present.She is excited to share this information
with others that deal with the same andmany other issues on a daily basis.

The best place to start finding out
how to use the features mentioned in
this article is a User's Guide. You will
also probably find other useful features
not mentioned here. To find your User's
Guide, search the Internet for “{Your
Device} User Manual”, substituting the
name of your particular device in the
search box. In most cases, this will yield
good results. Another place to look is the
Support Page of the manufacturer of
your equipment. If you are still under
warranty, you can often chat live online
with a technician.

There is a plethora of information
available about accessible technology. A
few useful resources are listed. However,
it is well worth your time to look for
information about any specific issues
that you may want to explore further.

Royal National Institute of Blind
People (RNIB):
http://www.rnib.org.uk/Pages/Home.aspx

This site for blind or partially sited
people has a lot of valuable information,
including information on assistive
technology. Type Beginner's Guide to
Assistive Technology in the search box
and click on the top link.

MS Society:
http://www.nationalmssociety.org/

Type Assistive Technology in the
search box on the main page. This site
contains many options for using your
device, but it also gives ideas that
include third party options developed
especially for the issue that you are
researching.

Apple iOS Devices (iPhone, iPad):
https://www.apple.com/

Type iOS Accessibility in the search
box and click on the top link.

Microsoft:
http://www.microsoft.com/

Type Assistive in the search box and
click on the top link.Choose your operating
system on the left side of the screen.

Note: Because there are many
manufacturers that produce Android
tablets, phones, and other devices, it was
difficult to find one site that was helpful
for people with disabi l i t ies. It is
recommended to explore options for your
particular device on the manufacturer's
website.

Resources



52MSFocus Spring 2014

“MS Counts” was 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 profound; yes, MS counts. That’s
why, during March, we encouraged those
with MS to “stand up and be counted” by
educating others about MS, participating
in fundraising activities, or becoming an
advocate.

Congratulations to the thousands of
people across the country who joined us
in spreadingMS awareness.We appreciate
the time and energy you spent in helping
us deliver our NMSEAMmessage. Many
of you answered the call by participating
in theNorthAmericanResearchCommittee
onMultiple Sclerosis (NARCOMS), a global
registry for MS research, treatment, and
education. (For those who didn’t, it’s
not too late. For more information go to
http://narcoms.org or call toll-free at 1-
800-253-7884.) Others, includingmembers
of the MSF Independent Support Group
Network, worked tirelessly to distribute
our Awareness Kits, which contained
informative fact sheets on topics related
to the “MS Counts” theme.

Our teleconferences broughtMS experts
into homes across the nation with one

quick phone call or internet connection.
If you missed them, don’t worry, you
can find audio recordings of all the
teleconferences by going to our website
at www.msfocus.org and clicking on “On
Demand Audio.” Here’s the selection of
March teleconferences:

“The Affordable Care Act and MS”
Daniel Kantor, M.D., Neurologist

“Adhering to Your MS Therapy”
Aaron Boster, M.D., Neurologist

“An MSers Guide to
Health and Happiness”

Dr. Elizabeth King, LCSW, CHt,
Wellness Expert

MSF on the RoadMSF on the Road
for Awareness Monthfor Awareness Month
The MSF staff was in high gear

throughout the month of March, bringing
fun and informative programs to cities
and towns across the country. As always,
MS Family Day at Dave & Buster’s was
a crowd favorite, happening this year in
West Nyack,N.Y.;Omaha,Neb.;Oklahoma
City,Okla.; Kansas City,Kan.; Boise, Idaho;
and Maple Grove, Minn. The Dave &
Buster’s events offered fun for the entire
family, as kids played in the arcade,
grown-ups socialized, and everyone enjoyed
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a complimentary meal.This year’s program
included a short presentation by MSF
staff about MSF programs and services.
Our message:You can count on the MSF!

Attendees of the MS Family Fun Day
at Dave & Buster’s in Kansas City on
March 22 saw a surprise addition to the
program: Eric Schenck, President, MSF
Board of Directors. While in attendance,
he took the opportunity to share his passion
for the organization with all present –
first addressing the crowd to kick off the
program, and later greeting each attendee
individually to thank them for coming
and encouraging them to reach out to
the MSF when they are in need.

Participants in Nyack, N.Y. got more
fun than they bargained for, when MSF
Ambassador, support group leader, and
certified Zumba® instructor Nick
Marchesani broke out his moves and got
the group to try some Zumba in Chairs.

On March 29, in Maple Grove, Minn.
(just outside Minneapolis), a small yet

diverse group turned out to enjoy the
MS Family Fun Day at Dave & Buster’s.
There were those newly diagnosed and
those living with MS for years. Some
brought family or met up with friends,
while others came on their own. All had
questions and learned something new
about the resources available to them
through the MSF.

“I spoke at several programs during
March, but the most touching moment
for me happened in Maple Grove,” said
MSF’s Director of Operations, Kasey
Minnis. “While I was speaking, I noticed
a member of the restaurant’s staff
standing in the back of the room. At the
end of the program, she approached me
and Alma [Henry, MSF’s Health &
Wellness Program Coordinator]. She
said, ‘I want you to know how much I
admire what you do,’ and began to cry.
She continued, ‘My grandmother passed
away from the complications of MS – I
only wish my grandfather had known
about everything you offer when they
were so much in need.’ That really drove
home to me how important it is for us to
host these programs where families
affected by MS can learn about the vital
help we offer.”

Kasey Minnis, MSF Director of Operations,
Patsy Schenck, Eric Schenck, and Karon
Shand, MSF Caseworker.

The Westling and Ives Families – old
friends who happen to be affected by MS –
met up at the Maple Grove, Minn. event.
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MSF Ambassadors, our eyes and ears
in local communities every day of the year,
are especially helpful during NMSEAM.
On the outskirts of Savannah, Ga. and
sitting just south of the South Carolina
border, the program on March 7 in the
town of PortWentworth drew a crowd from
miles around.After a presentation on the
MSF’s programs and services by our staff,
Howard Christie of JH &
Associates Insurance spoke
about the issue on somany
people’s minds – the
Affordable Care Act and
how it affects those with
MS.Then,members of The
Influenced MS Support
Group, led by MSF Ambassador Lottika
Gwynn, took over the program. They
entertained the attendees with door prizes
and games, and moved them to tears and
cheers as four members of the group
shared their personal stories of living
with MS.

MSFambassadors in other communities
also shared what they have learned about
being an MS advocate in “MS Counts:
Letting Your Voice be Heard”: Michelle
Clos, Dallas, Texas; Tim Carr, San Diego,
Calif.; and Lori Rousseau, Stevens Point,
Wis.OurMSFambassadors do an amazing
job of inspiring others to get involved!

Pictures from the Savannah program were
taken by Chozen Graphics and Design.

Thank you to the following companies for their support of MSF’s March Education
and Awarenss activities: Biogen Idec, Inc., Genentech, and Teva Pharmaceuticals.

2014 NMSEAM Initiative “MS Awareness: Make it Count” winner Cynthia Wnek
and her St. Thomas the Apostle church group from Muskegon, Mich. This picture

was sponsored by the church’s Knights of Columbus group.
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Rounding out the Educational Programs on the Road:Rounding out the Educational Programs on the Road:
March 6, Tampa, Fla. – “MS and Women - Managing Health and Pregnancy”

By Maria Houtchens, M.D., Director of Women's Health Program,
Partners MS Center, Brigham and Women's Hospital,

Associate Professor of Neurology, Harvard Medical School

March 17, Stone Mountain, Ga.
“The Importance of Adhering to Your MS Therapy”
By Colby Doepel, NP-C, Shepherd Center, Atlanta, Ga.

March 19, College Park, Ga. – “2014 MS Update”
By Sherrill Loring, M.D., Neurologist, Shepherd Center

March 20, Peachtree, Ga. “2014 MS Update”
By Kim Miechiels, PA-C, Shepherd Center

Fundraisers Count on GivingFundraisers Count on Giving
Check out Regional Events on page 56 to learn more about terrific NMSEAM

fundraisers that benefited the MSF. You’ll learn more about these awesome events in
the next issue of the MSFocus:

Strut for MS Awareness Fashion Show (March 7, 2014 in Brooklyn, N.Y.) - This
fashion event featured designs from BEBE, H&M, and talented local designers.

Sing & Swing 2014 (March 8, 2014 in Auburn Hills, Mich.) - Good times with
karaoke, dancing, refreshments, drink specials, raffles and more!

There is strength in numbers! Though NMSEAM 2014 is over, let’s continue to
grow stronger together. Be counted, and let others know that “MS Counts.”

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

The Education ContinuesThe Education Continues

Educational opportunities from the MSF continue throughout the year, including
a monthly teleconference series. Designed to keep you up-to-date on the latest in MS
information, these educational sessions are easy to join. No registration is required.
At the time of the call, simply dial 888-560-5502 and enter code 23441168. To view
the presentation, go to https://www.spiderphone.com/23441168.

Join us at 8:30 p.m. EST, for these education opportunities:

May 20 – Ask the Doctor Q&A Aaron Boster, M.D., Neurologist

June 18 – MS Research Update David Jones, M.D., Neurologist

July 22 – Taming Your MS Symptoms Annette Okai, M.D., Neurologist
If you would like to receive an email reminder of each month’s teleconference, join the MSF Announcements
Mailing List by emailing “Subscribe” to announcements@msfocus.org
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Jersey Mike’s Subs and
Multiple Sclerosis Foundation:

An Extraordinary
“MS Connection”

When Jersey Mike’s Subs’ Regional
Marketing Director Hillary Hutchinson
called the MSF last October, little did we
know that our newest neighbor would
become one of the MSF’s most passionate
MSF Connect partners! MSF Connect is
the Fund Development Department’s
corporate outreach program, aiming to
“connect” the Foundation to businesses
looking to expand their philanthropic
opportunities.

National restaurant chain Jersey
Mike’s Subs is strongly rooted in giving
back to the community; it just seemed
natural when they moved in next door to
our Fort Lauderdale headquarters that
their grand openingwould include a benefit
for the Foundation. Many celebrities,
including Olympic gold medalist boxer
Howard Davis, Jr., fashion designers Richie
Catilus and Kesi Case, and performing
artist onNBC’sTheVoice,MoniqueAbbadie

(#TeamShakira), attended “VIP Night” on
Dec. 9, 2013 to support a great cause.

Songbird Monique volunteered to help
out behind the counter, expediting food
orders and even breaking into song. The
celebration continued all week long, with
Jersey Mike’s distributing coupons that
offered patrons a free sub or salad for a
$2 donation to the MSF.

March was Jersey Mike’s Subs’ annual
“Month of Giving.” Talk about a great
“sandwich” combo! The Foundation’s
collaboration with Jersey Mike’s continued
in 2014, with two local South Florida
restaurants helping to spread the word
about MSF’s annual National Multiple
Sclerosis Education andAwarenessMonth®
(NMSEAM) campaign. On March 13,
employees and customers of Jersey
Mike’s Subs in Parkland, Fla., hosted a
NMSEAM “half-way-there” party. Once
again in attendance were Olympic champ
Howard Davis, Jr., and the lovely Monique
Abbadie, plus Miami radio’s own Chanel
(DJ at 93.9 WMIA and MEGA 94.9).

Also on the menu was an additional
Fort Lauderdale fundraiser on March 26,

by Hildy Berger
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the company’s annual “Day of Giving,” in
which 100 percent of all sales are donated
to their charity partner. Jersey Mike’s
marketing folks enticed local businesses
to stop by and show their support.
Companies that brought in 15 to 25 people
got a catering box for lunch; 26 to 35
employees earned three boxes with chips
and cookies; and the reward for bringing
in at least 40 people was a six-foot sub.
A special “shout out” to Hillary Hutchinson
and the Parkland and Fort Lauderdale
restaurants staff, whose hard work,
dedication, and incredible generosity made
all of these fantastic fundraisers possible!
Final tally: $13,600 towardsMSFprograms
and services to assist people with MS!

Volunteer Special Events

November 20, 2013: Blue 1 NYC
Trunk Show in New York, N.Y.

Taking place in the Edwardian Suite
at the iconic Plaza Hotel in the heart of
New York City, this upscale shopping
adventure offered customers 20 percent
off designer apparel and jewelry, just in
time for the holidays! Thank you Jarret
Willis and Crystal Smith, co-owners of
theBlue 1Boutique, for their $525 donation,
representing 10 percent of total sales
from this glam event!

December 21, 2013: Gingerbread for
a Cause in Sparta, N.J.

Despite a snowstorm that bumped this
event to a week later than originally

planned, there were lots of happy party-
goers on hand atThe JuniorWoman's Club
of Sparta’s annual “Gingerbread for a
Cause” fundraiser. Activities included a
gingerbread house contest, holiday crafts,
a bake sale, and a visit by a very special
guest: Santa Claus! Thank you Yvonne
Babbit (co-chairperson of the event) and
everyone at JWCS for organizing this
festive fundraiser, which raised $1,967
for the MSF!

January 25, 2014: CRUISE-IN Car
Show to Benefit the MSF

(Punta Gorda, Fla.)

Hosted by MSF’s LivingWell with MS
Support Group, this fundraiser was free
to the public and open to cars and trucks
of any year! Dash plaques, trophies, door
prizes, live music, and more drew an
enthusiastic crowd. Cape Coral Support
Group leader Martha Hannigan was
also in attendance, displaying beautiful
hand-crafted purses and other unique Sew
Pretty items (profits from Sew Pretty
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sales benefit the MSF). Thank you to
support group leader Nikki Chouinard
and Rick Treworgy at Muscle Car City
for coordinating this free-wheelin’ event,
which raised $500 for the MSF!

February 22 & 23, 2014: Bob Evans’
“Dine to Make a Difference”
(various Michigan locations)

Big ‘Thank You’ to Jennifer Smolka,
Dave Banker, and Scott Shinabarger for
reaching out to the MSF and helping to
coordinate a “Dine to Make a Difference”
fundraiser (15 percent of quart soup sales
for two full days at 12 participating
restaurants). Members of the restaurant
staff were decked out in orange t-shirts
and accepted donations to the MSF, while
dishing out hot homemade comfort food
to winter-weary diners on the go! A total
of $1,657.75 in donations was collected!

Flipping For a Cause
- Pancakes, that is!

To commemorate bothNationalMultiple
Sclerosis Education andAwarenessMonth

and in memory of Eric Leon, the staff
of Bright Horizons Family Solutions’
DiscoveryPre-SchoolCenter inBocaRaton,
Fla., conducted its Pancake Breakfast Sale.
This fundraiser is the latest in a long
series of annual school events to support
MSF programs and services. At $1,283,
broad participation by staff, parents,
grandparents and children contributed
to yet another successful event. It was
filling and fun. Thanks, Discovery!

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.

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
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Sights at the ZOO
Written By Debbie Estrem,
Illustrated by Kim Sponaugle
Xlibris, LLC, 2013

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.

Children will love Sights at the Zoo for its large, expressive, and colorful
illustrations of families having fun at the zoo. Adults will be happy to find a book that
not only keeps young readers captivated, but also teaches them important lessons
about relating to other children or adults with disabilities. The storyline is simple:
Aunt Susie comes to visit, and Mom (with a newborn in her arms) decides it’s time to
do something new. “Let’s pack up the car,” she tells her kids, “and head to the zoo.” In
their quest to see many different animals at the zoo, they encounter people of all ages
using aids, such as wheelchairs and walkers to help them get around. The children
are curious and ask many questions about assistive devices and the people who need
them.Aunt Susie and Mom are quick to agree when the youngsters comment that the
people using the devices are having a great time, just like everyone else. When the
children want to help the others, Mom and Aunt Susie point out that the others are
managing just fine on their own or with the help of their loved ones. It's a nod to
respecting others’ personal space and a desire to be self-reliant. But the adults also
note that thinking of ways to help others is a good thing.

Sights at the Zoo was written by Debbie Estrem,
who was diagnosed with MS in 2010.The inspiration for
the book came during an outing with her daughter,
Cassi Elizabeth. She explains: “During a wonderful
Mother’s Day brunch, Cassi and I noticed a young girl
who seemed unsure as to what she was seeing when she
saw me sitting on a walker. Cassi suggested I write a
book that explains why some people may need a wheel-
chair or type of aid to get around.” Kim Sponaugle is a
freelance illustrator and a graduate of the Philadelphia
Art Institute. She is noted for a style that captures the
joy of childhood, and in this instance, it’s all happening
at the zoo.
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War and Peace on the MS Front
By Mitchell Sturgeon

Living with a chronic disease is often
portrayed as a pitched battle between the
patient and the illness.With diseases like
multiple sclerosis, this is only partially
true. There is a time to go to war with
MS, but there is also a time to make
peace with it. I’ll discuss the virtues of
each approach.

Going to War with MS
Once I recovered from the initial shock

of my primary progressive multiple
sclerosis diagnosis, I prepared for war,
confident of victory; however, I was slightly
naïve. Two active battlefields required
my attention. First, I immersed myself
in research about the disease and its
current and potential treatments.
Utilizing this knowledge, and in
consultation with my medical team, I
endured an array of both conventional and
experimental treatments. Unfortunately,
I have yet to experience long-lasting
benefits, but I keep trying.

Second, I did everything in my power
to remain emotionally resilient. In doing
so, I hoped to not only preserve my own
well-being, but perhaps inspire others in
some small way. In regards to MS, I took
on the attitude, “Is that the best you’ve
got?” I wasn’t in denial; I simply refused
to let MS defeat my spirit. Due to good

genes and a great support system, I’ve
been largely successful in this battle.

Making Peace with MS
A single-minded, battle-ready strategy

may be ideal for breaking swim records
in high school, getting into the college of
your choice, or building a business. It
may even be the best way to beat cancer.
However, this is different. MS probably
isn’t going to kill me, but I’m unlikely to
kill it either. Soon after my diagnosis, I
realized that a more nuanced approach
was required. I needed to accept certain
limitations and occasionally make peace
with MS.

Once walking became difficult, for
example, I fought with vigor. I went to
the gym and worked out. During the day,
I walked as far as I could, rested for a
few minutes, and then walked some
more. But when it became obvious that I
needed help, when life started passing
me by, I made peace with my condition
and adopted the use of a cane, crutches,
a scooter, and eventually a wheelchair.

It’s unfortunate that I have needed
these mobility aids, and the implemen-
tation of each successive device has
marked a milestone in my disease
progression. However, the day that I
adopt a new assistive device is always a
good day, filled with new freedoms, or
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rather, freedoms rediscovered. These are the best kind.

In my healthy past, I identified myself as a golfer, a snowmobiler, or a professional
businessperson, for example. I held on as long as I could (waged war), but when the
time came I accepted my loss and moved on (made peace). I am no longer any of those
people, but in retrospect, I never really was. Those were endeavors that I occupied
myself with. They did not define me.

War and peace on the MS front – it’s a delicate balancing act.

Mitchell Sturgeon is a father of two and a husband of one from South Portland,
Maine. He’s been married to Kim for 28 wonderful years. Mitchell earned his Chemical
Engineering and MBA degrees from the University of Maine. He was diagnosed with
primary progressive multiple sclerosis in 2001, and continued working in the
engineering field until 2009, when he went on disability retirement. Mitchell now
occupies a wheelchair, but still considers himself an extraordinarily fortunate man. He
writes posts for his blog: www.enjoyingtheride.com.

Stay Current! Like a condensed version of all the information you get in the MSFocus
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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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.

Financial Help for the Disabled Child:
Supplemental Security Income and

Plan for Achieving Self Support

“Supplemental Security Income” (SSI)
is a program children can apply for if they
meet Social Security’s definition of disabled,
and if their family’s income and assets
fall within the eligibility limits.

Household income and total assets are
considered when deciding if a child under
18 qualifies for SSI.This applies to children
who live at home, or who are away at
school but return home occasionally and
are subject to parental control. When a
child turns 18, parental income and assets
are no longer considered when determining
eligibility for SSI. Therefore, a child who
was not eligible for SSI before his or her
18th birthday may become eligible for
SSI as an adult at age 18.

The Social SecurityAdministration may
also approve a “Plan for Achieving Self
Support” (PASS), in which a student is able
to set aside income and resources that are
being used toward a specific vocational
goal (such as college tuition) and still
receive SSI payments. However, earnings
from employment may affect SSI benefits.

An SSI eligibility and payment amount
are based on income and resources
(things of value that an individual owns).
PASS lets disabled individuals set aside
money and/or things he or she owns to
pay for items or services needed to reach
their work goal, as well as the cost.

PASS can help a person set aside money
for installment payments (or a down pay-
ment) for items such as a vehicle, wheel-
chair, or computer to reach the work goal.
Once a work goal and determining items
have been established, applicants can get
help setting up a plan with a vocational
rehabilitation counselor or anyone else
willing to help.A PASS expert works directly
with the applicant and looks over the plan
to see if the work goal is reasonable. The
SSA reviews the plan to make sure that
items and services requested on PASS are
affordable and needed to achieve the work
goal.

With an approved plan, you can set
aside money to pay expenses to reach
your work goal. For example, the money
you save can be used for:

• Transportation to and from work
• Tuition, books, fees and supplies needed

for school or training
• Child care
• Attendant care
• Employment services, such as job

coaching and resume writing
• Supplies to start a business
• Equipment and tools to do the job
• Uniforms, special clothing, and safety

equipment.

For more information on SSI and PASS, contact your local Social Security
Administration office or consult www.ssa.gov/disability/.
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Sleep Apnea May Contribute
to Fatigue in People with MS
A new University of Michigan study

suggests that a large proportion of people
with MS may have an undiagnosed sleep
disorder that is also known to cause fatigue.
That disorder – obstructive sleep apnea
– is a treatable condition.

In the latest issue of the Journal of
Clinical Sleep Medicine, researchers from
the U-MHealth System’s Sleep Disorders
Center report the results of a study involving
195 patients of the U-MMultiple Sclerosis
Center. In all, 56 percent of theMS patients
were found to be at an increased risk for
obstructive sleep apnea based on amethod
of screening for the condition, known as
the STOP-Bang questionnaire. However,
most had never received a formal diagnosis
of sleep apnea, and less than half of those
who had been told they had sleep apnea
were using the standard treatment for it.

Theauthors also found that patientswho
were more fatigued were more likely to
also be at elevated risk for sleep apnea –
even after taking into account other factors
that might have contributed to feelings of
fatigue, such as age, gender, body mass
index (BMI), sleep duration, depression,
and other nighttime symptoms.

The standard treatment for obstructive
sleep apnea, called continuous positive
airway pressure (CPAP), involves a
machine and mask device that applies a
stream of air to the upper airway to keep
it open during sleep.

Dr. Thrower: Fatigue is one of the
most common and bothersome symptoms
affecting people with MS. By definition,
MS-related fatigue leaves people unable
to carry out usual daily activities. Fatigue
may be a direct result of the MS, but
disrupted sleep, medications, and other
health issues may also contribute. Sleep
may be disrupted by bladder symptoms,
spasms, or even depression. This study
shows that obstructive sleep apnea
(OSA) may be a poorly recognized factor
as well. In the person with OSA, the
airway gets blocked during sleep. Blood
oxygen levels drop, ultimately causing
the person to wake up, at least partially.
This pattern repeats many times
throughout the night, preventing normal
restful sleep. Daytime fatigue is the most
common symptom of OSA. OSA is
diagnosed with an overnight sleep study
or polysomnogram. Clues that a person
may have OSA include feeling tired even
after a full night’s sleep and snoring.

The MS News column includes analysis from MSF Senior Medical
Advisor Ben Thrower, M.D. Drawing from the top MS news stories
of the quarter, Dr. Thrower will assess what the news means to you,
the person with MS.

MS NEWS
and What It

Means to You
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Blocking Protein Could Lead
to Myelin Repair

Researchers recently reported identifying
a small protein that may be targeted
to promote repair of damaged tissue
associated with multiple sclerosis. The
molecule, Endothelin-1 (ET-1), is shown to
inhibit repair of myelin. Myelin damage
is a hallmark characteristic of MS. The
study from the Center for Neuroscience
Research at Children’s National Health
System demonstrates that blocking ET-1
pharmacologically or using a genetic
approach could promote myelin repair.
The brain produces new cells to repair

the damage fromMSyears after symptoms
appear. However, in most cases, the cells
are unable to complete the repair, as
unknown factors limit this process.
Repair of damaged MS plaques is carried
out by endogenous oliogdendrocytle
progenitor cells (OPCs) in a process called
remyelination. Current MS therapy can
be effective in patients with relapsing
and remitting MS, but “have little
impact in promoting remyelination in
tissue,” the researchers stated. Several
studies have shown that OPCs fail to
differentiate in chronic MS lesions.
Targeting ET-1 is a process that

involves identifying signals in cells that
could promote lesion repair.
Dr.Thrower:The current management

paradigm forMS can be divided into three
areas: relapse management, symptom
management, and prevention of disease
progression. Research is moving towards
a fourth goal: neural repair. Repairing
damage in the brain and/or spinal cord
is the Holy Grail for many neurological
conditions, includingMS.Once considered
impossible, research is giving hope of
making neural repair a reality. As noted

in this article, the human central nervous
system is capable of repairing itself, but
seems to be blocked from doing so. The
discovery of the ET-1 protein as a factor
that may block remyelinaton may lead to
therapies that inhibit this inhibitor. This
may go hand-in-hand with anti-LINGO
research. LINGO is another protein that
is felt to inhibit remyelination and clinical
trials are being conducted.

FDA Approves Three-Times-a-
Week Copaxone 40mg/mL
Teva Pharmaceuticals Industries Ltd.

announced that the Food and Drug
Administration (FDA) has approved the
supplemental new drug application for
Copaxone 40 mg/mL. The new dosing
schedule of three times a week will allow
a less frequent dosing treatment for those
living with relapsing forms of multiple
sclerosis. In addition, the daily Copaxone
20mg/mLwill also continue to be available
to patients.
Dr. Thrower: Another option in the

toolbox! More options for managing MS
are always welcome. Copaxone has been a
safe and effective option for many people
with MS. Daily injections over years can
be a hassle, however. While three pills
for relapsing forms of MS are available,
some people may want to stay with
Copaxone if they could just have fewer
injections. The newly approved form of
Copaxone will mean 209 fewer injections
per year than the previous version.

New Tool Helps Predict
Employment Issues
for People with MS

Researchers at Kessler Foundation, a
research consortium that makes
unemployment research a priority in their
ongoing efforts, has recently published



one of the first scientific studies on the
correlation between multiple sclerosis
and employment. This has led to the
creation of a new tool for physicians to
ascertain future employment issues in
their MS patients so they can determine
how to best mitigate those issues as they
present themselves.

Kessler Foundation study authors
Lauren Strober, Ph.D.,Nancy Chiaravalloti,
Ph.D., Nancy Moore, Ph.D., and John
DeLuca, Ph.D., utilized the measurement
tools used in diagnosing and treating
multiple sclerosis in order to formulate a
new means of measuring employment
status and impact of the disease on
employment.To do this, they compared the
Expanded Disability Status Scale (EDSS),
the Multiple Sclerosis Functional
Composite (MSFC), the Paced Auditory
Serial Addition Task (PASAT), and the
Symbol Digit Modalities Test (SDMT) as
an employment predictor. They found the
SDMT themost effective in differentiating
employed from unemployed individuals,
as well as the specific symptomatic factors
that play into employment status for
those with MS.

Dr. Thrower: MS can affect quality of
life in many ways, including the ability
to work. Past research has shown that
fatigue and cognitive dysfunction are
the MS symptoms that most commonly
affect the ability to work.We canmeasure
cognitive dysfunction through neuro-
psychological testing, but this requires
hours and is expensive.The Symbol Digit
Modalities Test (SDMT) appears to be
predictive of difficulties in the workplace,
as seen in this study. Through this more
limited test, we may be able to identify
problems and make appropriate adjust-
ments sooner.

Antioxidant Shows Promise in
Fight against MS

An antioxidant, which was designed
by scientists more than a dozen years
ago to fight damage within human cells,
significantly helps symptoms in mice
that have a multiple sclerosis-like disease,
a new study shows. The antioxidant –
called MitoQ – has shown some promise
in fighting neurodegenerative diseases,
but this is the first time it has been
shown to significantly reverse a MS-like
disease in an animal, according to
researchers at Oregon Health & Science
University.

There is a built-in advantage with
MitoQ. Unlike many new drugs, MitoQ
has been tested for safety in numerous
clinical trails with humans. Since its
development in the late 1990s, researchers
have tested MitoQ's ability to decrease
oxidative damage in mitochondria.

It appears that MitoQ enters neuronal
mitochondria quickly, scavenges free
radicals, reduces oxidative insults produced
by elevated inflammation, and maintains
or even boosts neuronal energy in affected
cells, researchers reported.

Dr.Thrower:The thought of antioxidant
therapies to prevent damage in the brain
and spinal cord for people with MS is
intriguing. Recently-approved Tecfidera
works through antioxidant pathways.
MitoQ appears to show promise in the
animal model of MS. Of course, there is
the caveat that is the animal model, not
actual human MS. Still, MitoQ has been
around for a while and appears to have
a good safety profile. It will be exciting
to see further human studies.
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Q.Q. Can therapy help increase sex drive
in women with MS?

A.A. Loss of libido, or sex drive, is the most
frequently reported sexual symptom
among women with multiple sclerosis.
There have been case reports that have
addressed this topic in MS. In one study,
sex therapy, in combination with MS
symptom management and communica-
tion skills training, reported anecdotal
success in women with MS.

Q.Q. How do I cope with postpartum fatigue
if I have MS?

A.A. Careful planning for the postpartum
period can minimize stress, fatigue, and
your risk of having an exacerbation.
Exhaustion is typical for new mothers,
but a new mother with multiple sclerosis
must not ignore this fatigue. It is important
to focus only on caring for yourself,
resting, and caring for your new baby.
Other household tasks, such as shopping,
social events, and even some of the
infant care should be delegated to others.

During the initial six months after
delivery, up to 40 percent of women may
experience a relapse.Due to this heightened
risk, you may choose to start or restart

one of the immunomodulating drugs
right after your baby is born. If you are
employed outside the home, you may
require a longer maternity leave than
the average six to eight week period that
is customary in the U.S. because relapses
occur most frequently between the fourth
and eighth week of the postpartum period.

Q.Q. What is a pseudo-exacerbation in MS?

A.A. A virus can cause old multiple sclerosis
symptoms to resurface and make you feel
like you are in an exacerbation. This is
commonly called a “pseudo-exacerbation.”
In the hospital, we often see older people
without MS who look like they are having
a stroke, when all they have is a urinary
tract infection. The same is true with MS
patients who may look like they are having
an exacerbation (relapse), but are really
not. Sometimes, you may notice that older
MS symptoms seem to resurface when
you are tired or overheated. This also
does not mean you are having an MS
relapse. You may be experiencing Uhtoff's
phenomenon, where heat causes older MS
symptoms to resurface. A true MS relapse
usually lasts for weeks to months before
improving.

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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Q.Q. What is secondary pain in multiple
sclerosis?

A.A. People with MS 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 antispasticity 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).

Q.Q. What should I tell my doctor before
I'm prescribed Aubagio® for my MS?

A.A. Aubagio (teriflunomide) is a once-daily,
oral therapy for relapsing-remitting
multiple sclerosis. If you have or have
had liver or kidney problems, fever or
infection (or are unable to fight infections),
numbness or tingling in your hands or
feet that is different from multiple sclerosis
symptoms, diabetes, serious skin problems
when taking other medications, breathing
problems, high blood pressure, or if you are
pregnant or breastfeeding, or a female of
childbearing age and not preventing
pregnancy, tell your doctor before starting
Aubagio.

Q.Q. What factorshelppredict theprogression
of MS?

A.A. Gender, cognitive state, and the amount
of lesions on the brain appear to be
important factors for predicting multiple
sclerosis progression, according to a study
conducted at the University of Florence
in Italy. Additionally, cognitive testing of
people with benign MS, who appear to be

healthy, may provide information that
can help tailor disease treatment.

The study, which focused on people with
benign or inactive MS, was published in
an online issue of Neurology, the medical
journal of the American Academy of
Neurology. People with benign MS are
those who remain "fully functional" after
15 or more years from disease onset.

Nearly 30 percent of the participants
experienced significant worsening of the
disease during the first five years.
People who failed more than two out of
10 cognitive tests were 20 percent more
likely to progress over time. Men with
benign MS were nearly three times more
likely to later experience signs of MS
compared to women. People with more
brain lesions detected on scans were also
more likely to develop signs of the
disease.

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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