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A new
     phase
Strategies to live a full 
life after a diagnosis of 
secondary progressive MS.



opens up possibilities

© 2018 Biogen. All rights reserved. 5/18 TEC-US-2780 • 225 Binney Street, Cambridge, MA 02142 • 1-800-456-2255 • Tecfidera.com

TECFIDERA is a twice-daily pill proven to work against relapsing multiple sclerosis (MS) in 
3 different ways. It can cut relapses in half, slow the development of brain lesions, and delay 

the progression of physical disability. In fact, in a 2-year study, people taking TECFIDERA had 
a 49% lower risk of relapse and were 38% less likely to experience physical disability progression 
than people taking placebo.

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

Important Safety Information
Do not use TECFIDERA if you have had an allergic 
reaction (such as welts, hives, swelling of the face, lips, 
mouth or tongue, or difficulty breathing) to TECFIDERA 
or any of its ingredients.

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: 

• Allergic reactions
• PML, which is a rare brain infection that usually 

leads to death or severe disability.
• Decreases in your white blood cell count. Your 

doctor should check your white blood cell count 
before you take TECFIDERA and from time to time 
during treatment

• Liver problems. Your doctor should do blood tests 
to check your liver function before you start taking 
TECFIDERA and during treatment if needed. Tell 
your doctor right away if you get any symptoms 
of a liver problem during treatment, including:

° severe tiredness

° loss of appetite

° pain on the right side of your stomach

° dark or brown (tea color) urine

° yellowing of your skin or the white part of your eyes

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. Taking TECFIDERA with food may help reduce 
flushing. Call your doctor if these symptoms bother you 
or do not go away. Ask your doctor if taking aspirin before 
taking TECFIDERA may reduce flushing.

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. If you take too much 
TECFIDERA, call your doctor or go to the nearest hospital 
emergency room right away.

For additional Important Safety Information, please 
see Patient Information on the following page. 

This is not intended to replace discussions with your doctor.

a 49% lower risk of relapse and were 38% less likely to experience physical disability progression 

Call 1-844-TalkTec (1-844-825-5832) or visit yestoTEC.com, and say yes to the possibility of fewer relapses.

Say yes to TECFIDERA—a pill that can cut MS relapses in half.

Nancy R.,                                                   
living with relapsing MS—                   
with her husband, Orlando

* Based on number of prescriptions from IMS NPA™ Weekly Data 
(September 27, 2013 – February 23, 2018).
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Patient Information 
TECFIDERA® (tek” fi de’ rah)  

(dimethyl fumarate) delayed-release capsules

What is TECFIDERA?  
• TECFIDERA is a prescription medicine used to treat people with relapsing forms of multiple sclerosis (MS) 
• It is not known if TECFIDERA is safe and effective in children under 18 years of age

Who should not take TECFIDERA? 
•  Do not use TECFIDERA if you have had an allergic reaction (such as welts, hives, swelling of the face, lips, mouth or tongue,  

or difficulty breathing) to TECFIDERA or any of its ingredients. See below for a complete list of ingredients. 

Before taking and while you take TECFIDERA, tell your doctor if you have or have had:
• low white blood cell counts or an infection
• any other medical conditions 
Tell your doctor if you are: 
•  pregnant or plan to become pregnant. It is not known if TECFIDERA will harm your unborn baby.   

•  If you become pregnant while taking TECFIDERA, talk to your doctor about enrolling in the TECFIDERA Pregnancy Registry. 
You can enroll in this registry by calling 1-866-810-1462 or visiting www.tecfiderapregnancyregistry.com. The purpose of this 
registry is to monitor the health of you and your baby. 

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

• taking prescription or over-the-counter medicines, vitamins, or herbal supplements

How should I take TECFIDERA?
• Take TECFIDERA exactly as your doctor tells you to take it  
• The recommended starting dose is one 120 mg capsule taken by mouth 2 times a day for 7 days   
• The recommended dose after 7 days is one 240 mg capsule taken by mouth 2 times a day 
•  TECFIDERA can be taken with or without food 
•  Swallow TECFIDERA whole. Do not crush, chew, or sprinkle capsule contents on food. 
•  Protect TECFIDERA from light. You can do this by storing the capsules in their original container.
•  If you take too much TECFIDERA, call your doctor or go to the nearest hospital emergency room right away.

What are the possible side effects of TECFIDERA? 
TECFIDERA may cause serious side effects including: 
• allergic reaction (such as welts, hives, swelling of the face, lips, mouth or tongue, or difficulty breathing) 
• PML a rare brain infection that usually leads to death or severe disability
•  decreases in your white blood cell count Your doctor should do a blood test before you start treatment with TECFIDERA  

and while on therapy. 
•  liver problems. Your doctor should do blood tests to check your liver function before you start taking TECFIDERA and during 

treatment if needed. Tell your doctor right away if you get any of these symptoms of a liver problem during treatment. 
 severe tiredness 
 loss of appetite 
 pain on the right side of your stomach 
 have dark or brown (tea color) urine 
  yellowing of your skin or the white part of your eyes

The most common side effects of TECFIDERA include: 
• flushing, redness, itching, or rash  
• nausea, vomiting, diarrhea, stomach pain, or indigestion 
•  Flushing and stomach problems are the most common reactions, especially at the start of therapy, and may decrease 

over time. Taking TECFIDERA with food may help reduce flushing. Call your doctor if you have any of these symptoms  
and they bother you or do not go away. Ask your doctor if taking aspirin before taking TECFIDERA may reduce flushing.  

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.

General Information about the safe and effective use of TECFIDERA 
•  Medicines are sometimes prescribed for purposes other than those listed in this Patient Information. Do not use TECFIDERA 

for a condition for which it was not prescribed. Do not give TECFIDERA to other people, even if they have the same symptoms 
that you have. It may harm them. 

•  If you would like more information, talk to your doctor or pharmacist. You can ask your doctor or pharmacist for information 
about TECFIDERA that is written for healthcare professionals.  

What are the ingredients in TECFIDERA? 
Active ingredient: dimethyl fumarate 
Inactive ingredients: microcrystalline cellulose, silicified microcrystalline cellulose, croscarmellose sodium, talc, 
silica colloidal silicon dioxide, magnesium stearate, triethyl citrate, methacrylic acid copolymer - Type A, methacrylic  
acid copolymer dispersion, simethicone (30% emulsion), sodium lauryl sulphate, and polysorbate 80.  
Capsule Shell: gelatin, titanium dioxide, FD&C blue 1; brilliant blue FCF, yellow iron oxide and black iron oxide. 

Manufactured by: Biogen Inc., Cambridge, MA 02142, www.TECFIDERA.com or call 1-800-456-2255 

This Patient Information has been approved by the U.S. Food and Drug Administration.     Revised: 1/2017
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forward
A note from the President & CEO

733 Third Ave., Third Floor, New York, NY 10017

Let me know your thoughts. 
Email me at cyndi@nmss.org. @

We at the National Multiple Sclerosis Society 
believe that everyone—including people with 

MS—should have access to high-quality affordable 
healthcare. People living with MS need specialty 
care and access to MS medications that is affordable, 
simple and transparent. A set of six principles (see 
sidebar) drives our work on this issue and helps us 
focus, regardless of current events.

“Healthcare is one of the Society’s highest priorities 
in our advocacy work,” says Bari Talente, executive 
vice president, advocacy, for the Society. That takes 
many forms: legislation at the state and federal level, 
the regulatory process, and joining with other organizations in lawsuits to 
protect healthcare for people with MS on issues such as safeguards for people 
with pre-existing conditions. “We want to make sure that the perspectives of 
people living with MS are always part of the conversation,” Talente says. 

And we are relentless in ensuring that policymakers and lawmakers 
understand what people affected by MS need. Together we are stronger 
with more than 300 district activist leaders and an online network of 55,000 
activists across the country. We are on the front lines talking to public officials 
about programs and policies that will benefit people with MS. Will you join 
us? It’s a powerful way for you to take action and make your voice heard. 
You can learn more about our advocacy priorities and find information about 
becoming an activist or district activist leader at nationalMSsociety.org/
Get-Involved/Advocate-for-Change.

One more thing to know about your National MS Society: We are tackling 
access to MS healthcare from every angle. A team of MS Navigators 
is focused on keeping up to date on the ever-changing landscape, and 
they are partnering with each person who needs support to get access 
to healthcare and MS medications. Erin Poznanski, vice president, MS 
Navigator services delivery, describes this important service. “MS Navigators 
provide one-on-one, customized support to each individual and family—
because every person’s experience with MS is different. Anyone in need 
of support in understanding these complex issues should connect with an 
MS Navigator.” Connect with an MS Navigator today by calling 1-800-344-
4867, via email at ContactUsNMSS@nmss.org, or through our website 
nationalMSsociety.org/navigator.

As always, I’d like to hear from you. Have you contacted your state or federal 
legislators about healthcare issues? What has your experience been?

Let’s keep in touch.

Access to high-quality 
MS healthcare principles
1.   People with MS are at the 

center of their healthcare 
decision-making.

2.  People with MS have access 
to a comprehensive network 
of providers and healthcare 
services focused on 
producing the best outcomes 
at affordable costs.

3.  People with MS have 
access to comprehensive 
health insurance plans 
with affordable premiums, 
deductibles and other  
out-of-pocket expenses.

4.  Healthcare providers have 
greater awareness, resources 
and tools to enable the timely 
diagnosis, treatment and 
symptom management of MS.

5.  People with MS have 
access to and receive high-
quality MS care regardless 
of disparities, including 
but not limited to disease 
progression, level of disability, 
geographic location, 
socioeconomic status, gender, 
sexual orientation, race/
ethnicity, cultural background, 
age and care setting.

6.  People with MS have access 
to quality long-term supports 
and services (including 
assistive technology) in 
settings that best meet their 
needs and prevent financial 
hardship for the individual  
and family. 
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Momentum Editor 
National MS Society 
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@momentum
Letters, thoughts and responses

Strong networks of support
I loved the article “Power of Connection” in the Fall 
2018 Momentum magazine. When my daughter 
Stacey, now 16, was diagnosed two years ago, I quickly 
found the PMSA (Pediatric Multiple Sclerosis Alliance) 
group on Facebook. Connecting with other parents of 
children diagnosed with MS was a lifesaver for me. 
Having others in similar situations to ask questions to, 
and get support from, was invaluable. Over these past 
two years, I have met others living nearby from the 
PMSA group and made strong networks of support for 
myself and my daughter. We share doctor information, 
updates about our kids and each other, and meet for 
MS events. The power of connection really works!

Julie M. Hirsch, Michigan

Difference in VAs
Thanks for the article “At the front” (Fall 2018). I am 
a veteran who got “lucky” with my MS diagnosis. You 
mention the MSCoE-West located in Seattle, which 
is great if you are near Seattle. I am currently stuck 
between two VA centers in California because of where 
I live and the care offered. This is so different and less 
coordinated than the experience I had at the Reno VA, 
which was modeled after the Seattle VA. I will explore 
more options with the leads from the article. I joined 
the Army at age 39 in 2007. I was stationed at Walter 
Reed Army Medical Center in Washington, D.C., as 
an OR tech. In July 2008, I had the worst headache 
of my life. I threw up while on duty. I asked to go 
home. Instead, I was sent to the ER. I spent most of 
the evening there and had an MRI and a spinal tap, 
and I was diagnosed with MS. I started my first dose 
of steroids, and a long year in and out of the hospital 
because the medicine was not keeping the MS in 
check. I was discharged with 100 percent disability 
because I was in a pilot program where the VA gave 
 you your rating before discharge. When I was in Reno, 
they switched my medicine to Tysabri, which has 
kept my MS in semi-check for almost 10 years. I just 
wanted to share how different VAs can be.

Darcy Quimby, California 

Inspiring variety of topics
The Fall 2018 issue of Momentum was truly excellent. 
It gave a complete treatment of so many topics; it is 
inspiring. I have had MS since 1994, and I’m doing fine.  
I read for relaxation and exercise five to seven times a 
week, including chair yoga, free weights, and I play nine 
holes of golf twice a week.

I’m happily married for 55 years to a loving and 
understanding wife. I’ve been retired for 18 years. Thanks  
so much for wonderful information and positive leadership.

Richard Goldberg, Florida 

You can do it
I just read Linda Bridges’ article “Just keep going,” 
(Fall 2018) and I had to sit right down and write. I was 
born in Boston in 1942. In 1990, I was diagnosed with 
MS after years of signs but no MRI to confirm. Linda 
and I share the attitude of “keep going.” I took early 
retirement from being a paralegal, and my husband and 
I hit the road and the sea. And yes, I did climb Machu 
Picchu in 2003. People wondered what I was thinking, 
but I said, "Just watch.” After flying to Cusco from 
Lima and taking a train to Machu Picchu the next day, 
we climbed. Incas do not build stairs to code, but we 
managed. I keep a picture of us on my dresser, which I 
see each morning. It gives me some get up and go. So, 
you go, girl, and enjoy the history and views—and know 
in your heart that you can do it.

Kathie Irvine, Florida

Is it better to know?
I was diagnosed with MS approximately 15 years 
ago. I have a relatively mild version of the disease, 
primarily affecting my right leg and foot, my stamina, 
and my energy levels. I also have had a poor outcome 
when using prescription drugs. I seem to get fewer 
or poor benefits from the prescriptions and many of 
the negative side effects. I don’t like to read about 
prescription drug side effects because I am also afraid 
that it will have a psychological impact and I will 
think I have side effects as opposed to actually having 
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them. So, when I was diagnosed with MS, I listened 
to what the doctor told me but deliberately did not 
read a lot about the symptoms or progression of the 
disease. There was one downside to the hide-my-head-
in-the sand decision. This past year, I started to have 
headaches that occurred only when I would cough. 
I was diagnosed and successfully treated for “cough 
headaches,” a symptom associated with MS. But while 
with my doctor, I saw something about an “MS hug” 
condition. I had not heard of it before, but I am now 
convinced that I had that problem. I am now rethinking 
my decision and wondering if I could avoid or slow 

down the progression of my disease if I were more 
aware or if I were proactively taking medications to 
deal with the symptoms. Am I doing myself a disservice 
by avoiding knowledge and not taking action that might 
postpone, delay, or eliminate some of the symptoms 
that might yet show up in my case? I have now decided 
I should start reading Momentum magazine. Is it 
better to know in advance or to react after the fact? 
That is the question I am wrestling with right now.  
I am just beginning to look for more answers. 

L.G., California
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Do not take AUBAGIO if you have severe liver problems, are pregnant 
or of childbearing potential and not using effective birth control, have 
had an allergic reaction to AUBAGIO or lefl unomide, or are taking a 
medicine called lefl unomide for rheumatoid arthritis.

Your healthcare provider will run certain tests before you start treatment. 
Once on AUBAGIO, your healthcare provider will monitor your liver 
enzyme levels monthly for the fi rst 6 months. 

Thinking about switching treatment? Visit consideraubagio.com

ONE PILL, ONCE A DAY        GET TO KNOW AUBAGIOONE PILL, ONCE A DAY        ONE PILL, ONCE A DAY        
Actual size

INDICATION

AUBAGIO® (terifl unomide) is a prescription medicine used to treat relapsing forms of multiple sclerosis (MS).

IMPORTANT SAFETY INFORMATION

DO NOT TAKE AUBAGIO IF YOU:
•  Have severe liver problems. AUBAGIO may cause serious liver problems, which can be life-

threatening. Your risk may be higher if you take other medicines that affect your liver. Your healthcare 
provider should do blood tests to check your liver within 6 months before you start AUBAGIO and 
monthly for 6 months after starting AUBAGIO. Tell your healthcare provider right away if you develop 
any of these symptoms of liver problems: nausea, vomiting, stomach pain, loss of appetite, tiredness, 
yellowing of your skin or whites of your eyes, or dark urine.

•  Are pregnant. AUBAGIO may harm an unborn baby. You should have a pregnancy test before 
starting AUBAGIO. After stopping AUBAGIO, continue to use effective birth control until you have 
made sure your blood levels of AUBAGIO are lowered. If you become pregnant while taking AUBAGIO 
or within 2 years after stopping, tell your healthcare provider right away and enroll in the AUBAGIO 
Pregnancy Registry at 1-800-745-4447, option 2.

•  Are of childbearing potential and not using effective birth control.

    It is not known if AUBAGIO passes into breast milk. Your healthcare provider can help you decide 
if you should take AUBAGIO or breastfeed — you should not do both at the same time.

    If you are a man whose partner plans to become pregnant, you should stop taking AUBAGIO and 
talk with your healthcare provider about reducing the levels of AUBAGIO in your blood. If your partner 
does not plan to become pregnant, use effective birth control while taking AUBAGIO.

•  Have had an allergic reaction to AUBAGIO or a medicine called lefl unomide.
•  Take a medicine called lefl unomide for rheumatoid arthritis.

AUBAGIO may stay in your blood for up to 2 years after you stop taking it. Your healthcare provider 
can prescribe a medicine that can remove AUBAGIO from your blood quickly.

Before taking AUBAGIO, talk with your healthcare provider if you have: liver or kidney problems; 
a fever or infection, or if you are unable to fi ght infections; numbness or tingling in your hands or feet 
that is different from your MS symptoms; diabetes; serious skin problems when taking other medicines; 
breathing problems; or high blood pressure. Your healthcare provider will check your blood cell count 
and TB test before you start AUBAGIO. Talk with your healthcare provider if you take or are planning 
to take other medicines (especially medicines for treating cancer or controlling your immune system), 
vitamins or herbal supplements.

AUBAGIO may cause serious side effects, including: reduced white blood cell count — this may cause 
you to have more infections; numbness or tingling in your hands or feet that is different from your MS 
symptoms; allergic reactions, including serious skin problems; breathing problems (new or worsening); 
and high blood pressure. Patients with low white blood cell count should not receive certain vaccinations 
during AUBAGIO treatment and 6 months after.

Tell your doctor if you have any side effect that bothers you or does not go away.

The most common side effects when taking AUBAGIO include: headache; diarrhea; nausea; 
hair thinning or loss; and abnormal liver test results. These are not all the side effects of AUBAGIO. 
Tell your healthcare provider about any side effect that bothers you.

Consult your healthcare provider if you have questions about your health or any medications you may be 
taking, including AUBAGIO.

You are encouraged to report side effects of prescription drugs to the FDA. 
Visit www.fda.gov/medwatch or call 1-800-FDA-1088.

Please see Medication Guide for AUBAGIO on adjacent pages and full Prescribing Information, 
including boxed WARNING, available on www.aubagio.com.

© 2017 Genzyme Corporation. AUBAGIO, Sanofi  and Genzyme registered in U.S. 

Patent and Trademark offi ce. All rights reserved. SAUS.AUBA.17.05.3505. June 2017.
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•  Have severe liver problems. AUBAGIO may cause serious liver problems, which can be life-

threatening. Your risk may be higher if you take other medicines that affect your liver. Your healthcare 
provider should do blood tests to check your liver within 6 months before you start AUBAGIO and 
monthly for 6 months after starting AUBAGIO. Tell your healthcare provider right away if you develop 
any of these symptoms of liver problems: nausea, vomiting, stomach pain, loss of appetite, tiredness, 
yellowing of your skin or whites of your eyes, or dark urine.

•  Are pregnant. AUBAGIO may harm an unborn baby. You should have a pregnancy test before 
starting AUBAGIO. After stopping AUBAGIO, continue to use effective birth control until you have 
made sure your blood levels of AUBAGIO are lowered. If you become pregnant while taking AUBAGIO 
or within 2 years after stopping, tell your healthcare provider right away and enroll in the AUBAGIO 
Pregnancy Registry at 1-800-745-4447, option 2.

•  Are of childbearing potential and not using effective birth control.

    It is not known if AUBAGIO passes into breast milk. Your healthcare provider can help you decide 
if you should take AUBAGIO or breastfeed — you should not do both at the same time.

    If you are a man whose partner plans to become pregnant, you should stop taking AUBAGIO and 
talk with your healthcare provider about reducing the levels of AUBAGIO in your blood. If your partner 
does not plan to become pregnant, use effective birth control while taking AUBAGIO.

•  Have had an allergic reaction to AUBAGIO or a medicine called lefl unomide.
•  Take a medicine called lefl unomide for rheumatoid arthritis.

AUBAGIO may stay in your blood for up to 2 years after you stop taking it. Your healthcare provider 
can prescribe a medicine that can remove AUBAGIO from your blood quickly.

Before taking AUBAGIO, talk with your healthcare provider if you have: liver or kidney problems; 
a fever or infection, or if you are unable to fi ght infections; numbness or tingling in your hands or feet 
that is different from your MS symptoms; diabetes; serious skin problems when taking other medicines; 
breathing problems; or high blood pressure. Your healthcare provider will check your blood cell count 
and TB test before you start AUBAGIO. Talk with your healthcare provider if you take or are planning 
to take other medicines (especially medicines for treating cancer or controlling your immune system), 
vitamins or herbal supplements.

AUBAGIO may cause serious side effects, including: reduced white blood cell count — this may cause 
you to have more infections; numbness or tingling in your hands or feet that is different from your MS 
symptoms; allergic reactions, including serious skin problems; breathing problems (new or worsening); 
and high blood pressure. Patients with low white blood cell count should not receive certain vaccinations 
during AUBAGIO treatment and 6 months after.

Tell your doctor if you have any side effect that bothers you or does not go away.

The most common side effects when taking AUBAGIO include: headache; diarrhea; nausea; 
hair thinning or loss; and abnormal liver test results. These are not all the side effects of AUBAGIO. 
Tell your healthcare provider about any side effect that bothers you.

Consult your healthcare provider if you have questions about your health or any medications you may be 
taking, including AUBAGIO.

You are encouraged to report side effects of prescription drugs to the FDA. 
Visit www.fda.gov/medwatch or call 1-800-FDA-1088.

Please see Medication Guide for AUBAGIO on adjacent pages and full Prescribing Information, 
including boxed WARNING, available on www.aubagio.com.
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ONE SMALL PILL,              
ONCE A DAY          

Pill is actual size
Want to learn more about AUBAGIO?
Visit consideraubagio.com

AUBAGIO may help put your
relapsing MS in the background

ADVERTISEMENT

Do not take AUBAGIO if you have severe liver problems, are pregnant or 
of childbearing potential and not using effective birth control, have had 
an allergic reaction to AUBAGIO or lefl unomide, or are taking a medicine 
called lefl unomide for rheumatoid arthritis.

Please see Medication Guide for AUBAGIO and full Prescribing 
Information, including boxed WARNING, available on www.aubagio.com 

SAUS.AUBA.17.05.3505

Medication Guide Rx Only
AUBAGIO (oh-BAH-gee-oh)
(teriflunomide)
tablets

Read this Medication Guide before you start using AUBAGIO 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
AUBAGIO?
AUBAGIO may cause serious side effects, including:

• Liver problems: AUBAGIO may cause serious liver problems
that may lead to death. Your risk of liver problems may be
higher if you take other medicines that also affect your liver.
Your doctor should do blood tests to check your liver:
„ within 6 months before you start taking AUBAGIO
„ 1 time a month for 6 months after you start taking AUBAGIO

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

• Harm to your unborn baby: AUBAGIO may cause harm to
your unborn baby. Do not take AUBAGIO if you are pregnant.
Do not take AUBAGIO unless you are using effective birth
control.
„ If you are a female, you should have a pregnancy test

before you start taking AUBAGIO. Use effective birth control
during your treatment with AUBAGIO.

„ After stopping AUBAGIO, continue using effective birth
control until you have blood tests to make sure your blood
levels of AUBAGIO are low enough. If you become preg-
nant while taking AUBAGIO or within 2 years after you stop
taking it, tell your doctor right away.

„ AUBAGIO Pregnancy Registry. If you become pregnant
while taking AUBAGIO or during the 2 years after you stop
taking AUBAGIO, talk to your doctor about enrolling in the
AUBAGIO Pregnancy Registry at 1-800-745-4447, option
2. The purpose of this registry is to collect information about
your health and your baby’s health.

„ For men taking AUBAGIO:
Á If your female partner plans to become pregnant, you

should stop taking AUBAGIO and ask your doctor how to
quickly lower the levels of AUBAGIO in your blood.

Á If your female partner does not plan to become pregnant,
you and your female partner should use effective birth
control during your treatment with AUBAGIO. AUBAGIO
remains in your blood after you stop taking it, so continue
using effective birth control until AUBAGIO blood levels
have been checked and they are low enough.

AUBAGIO may stay in your blood for up to 2 years after you
stop taking it. Your doctor can prescribe a medicine to help
lower your blood levels of AUBAGIO more quickly. Talk to your
doctor if you want more information about this.
What is AUBAGIO?
AUBAGIO is a prescription medicine used to treat relapsing forms
of multiple sclerosis (MS). AUBAGIO can decrease the number of
MS flare-ups (relapses). AUBAGIO does not cure MS, but it can
help slow down the physical problems that MS causes.
It is not known if AUBAGIO is safe and effective in children.

Who should not take AUBAGIO?
Do not take AUBAGIO if you:

• have had an allergic reaction to AUBAGIO or a medicine called
leflunomide

• have severe liver problems
• are pregnant or are of childbearing age and not using effective

birth control
• take a medicine called leflunomide

What should I tell my doctor before taking AUBAGIO?
Before you take AUBAGIO, tell your doctor if you:

• have liver or kidney problems
• have a fever or infection, or you are unable to fight infections
• have numbness or tingling in your hands or feet that is different

from your MS symptoms
• have diabetes
• have had serious skin problems when taking other medicines
• have breathing problems
• have high blood pressure
• are breastfeeding or plan to breastfeed. It is not known if

AUBAGIO passes into your breast milk. You and your doctor
should decide if you will take AUBAGIO or breastfeed. You
should not do both.

Tell your doctor about all the medicines you take, including
prescription and non-prescription medicines, vitamins, and herbal
supplements. Using AUBAGIO and other medicines may affect
each other causing serious side effects. AUBAGIO may affect the
way other medicines work, and other medicines may affect how
AUBAGIO works.
Especially tell your doctor if you take medicines that could raise
your chance of getting infections, including medicines used to treat
cancer or to control your immune system.
Ask your doctor or pharmacist for a list of these medicines if you
are not sure.
Know the medicines you take. Keep a list of them to show your
doctor or pharmacist when you get a new medicine.
How should I take AUBAGIO?

• Take AUBAGIO exactly as your doctor tells you to take it.
• Take AUBAGIO 1 time each day.
• Take AUBAGIO with or without food.

What are possible side effects of AUBAGIO?
AUBAGIO may cause serious side effects, including:

• See ″What is the most important information I should
know about AUBAGIO?″

• decreases in your white blood cell count. Your white blood
cell counts should be checked before you start taking
AUBAGIO. When you have a low white blood cell count you:
„ may have more frequent infections. You should have a

skin test for TB (tuberculosis) before you start taking
AUBAGIO. Tell your doctor if you have any of these
symptoms of an infection:
• fever
• tiredness
• body aches
• chills
• nausea
• vomiting

„ should not receive certain vaccinations during your
treatment with AUBAGIO and for 6 months after your
treatment with AUBAGIO ends.

• numbness or tingling in your hands or feet that is different
from your MS symptoms. You have a greater chance of
getting peripheral neuropathy if you:
„ are over 60 years of age
„ take certain medicines that affect your nervous system
„ have diabetes

Tell your doctor if you have numbness or tingling in your hands
or feet that is different from your MS.

• Allergic reactions, including serious skin problems. Tell
your doctor if you have difficulty breathing, itching, swelling on
any part of your body including in your lips, eyes, throat or
tongue, or any skin problems such as rash or redness and
peeling.

• new or worsening breathing problems. Tell your doctor if
you have shortness of breath or coughing with or without fever.

• high blood pressure. Your doctor should check your blood
pressure before you start taking AUBAGIO and while you are
taking AUBAGIO.

The most common side effects of AUBAGIO include:
• headache
• diarrhea
• nausea
• hair thinning or loss (alopecia)
• increases in the results of blood tests to check your liver

function
Tell your doctor if you have any side effect that bothers you or that
does not go away.
These are not all the possible side effects of AUBAGIO. 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 1-800-332-1088.
How should I store AUBAGIO?

• Store AUBAGIO at room temperature between 68°F to 77°F
(20°C to 25°C).

• Keep AUBAGIO and all medicines out of reach of children.
General information about the safe and effective use of
AUBAGIO.
Medicines are sometimes prescribed for purposes other than those

prescribed purposes
listed in a Medication Guide. Do not use AUBAGIO for a condition
for which it was not prescribed. Do not give AUBAGIO to other
people, even if they have the same symptoms you have. It may
harm them.
This Medication Guide summarizes the most important information
about AUBAGIO. If you would like more information, talk with your
doctor. You can ask your doctor or pharmacist for information about
AUBAGIO that is written for healthcare professionals.
For more information, go to www.aubagio.com or call Genzyme
Medical Information Services at 1-800-745-4447, option 2.
What are the ingredients in AUBAGIO?
Active ingredient: teriflunomide
Inactive ingredients in 7 mg and 14 mg tablets: lactose monohy-
drate, corn starch, hydroxypropylcellulose, microcrystalline cellu-
lose, sodium starch glycolate, magnesium stearate, hypromellose,
titanium dioxide, talc, polyethylene glycol and indigo carmine
aluminum lake.
In addition, the 7 mg tablets also contain iron oxide yellow.
This Medication Guide has been approved by the U.S. Food and
Drug Administration.
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Do not take AUBAGIO if you have severe liver problems, are pregnant or 
of childbearing potential and not using effective birth control, have had 
an allergic reaction to AUBAGIO or lefl unomide, or are taking a medicine 
called lefl unomide for rheumatoid arthritis.
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Information, including boxed WARNING, available on www.aubagio.com 

SAUS.AUBA.17.05.3505

Medication Guide Rx Only
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(teriflunomide)
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Read this Medication Guide before you start using AUBAGIO 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
AUBAGIO?
AUBAGIO may cause serious side effects, including:

• Liver problems: AUBAGIO may cause serious liver problems
that may lead to death. Your risk of liver problems may be
higher if you take other medicines that also affect your liver.
Your doctor should do blood tests to check your liver:
„ within 6 months before you start taking AUBAGIO
„ 1 time a month for 6 months after you start taking AUBAGIO

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

• Harm to your unborn baby: AUBAGIO may cause harm to
your unborn baby. Do not take AUBAGIO if you are pregnant.
Do not take AUBAGIO unless you are using effective birth
control.
„ If you are a female, you should have a pregnancy test

before you start taking AUBAGIO. Use effective birth control
during your treatment with AUBAGIO.

„ After stopping AUBAGIO, continue using effective birth
control until you have blood tests to make sure your blood
levels of AUBAGIO are low enough. If you become preg-
nant while taking AUBAGIO or within 2 years after you stop
taking it, tell your doctor right away.

„ AUBAGIO Pregnancy Registry. If you become pregnant
while taking AUBAGIO or during the 2 years after you stop
taking AUBAGIO, talk to your doctor about enrolling in the
AUBAGIO Pregnancy Registry at 1-800-745-4447, option
2. The purpose of this registry is to collect information about
your health and your baby’s health.

„ For men taking AUBAGIO:
Á If your female partner plans to become pregnant, you

should stop taking AUBAGIO and ask your doctor how to
quickly lower the levels of AUBAGIO in your blood.

Á If your female partner does not plan to become pregnant,
you and your female partner should use effective birth
control during your treatment with AUBAGIO. AUBAGIO
remains in your blood after you stop taking it, so continue
using effective birth control until AUBAGIO blood levels
have been checked and they are low enough.

AUBAGIO may stay in your blood for up to 2 years after you
stop taking it. Your doctor can prescribe a medicine to help
lower your blood levels of AUBAGIO more quickly. Talk to your
doctor if you want more information about this.
What is AUBAGIO?
AUBAGIO is a prescription medicine used to treat relapsing forms
of multiple sclerosis (MS). AUBAGIO can decrease the number of
MS flare-ups (relapses). AUBAGIO does not cure MS, but it can
help slow down the physical problems that MS causes.
It is not known if AUBAGIO is safe and effective in children.

Who should not take AUBAGIO?
Do not take AUBAGIO if you:

• have had an allergic reaction to AUBAGIO or a medicine called
leflunomide

• have severe liver problems
• are pregnant or are of childbearing age and not using effective

birth control
• take a medicine called leflunomide

What should I tell my doctor before taking AUBAGIO?
Before you take AUBAGIO, tell your doctor if you:

• have liver or kidney problems
• have a fever or infection, or you are unable to fight infections
• have numbness or tingling in your hands or feet that is different

from your MS symptoms
• have diabetes
• have had serious skin problems when taking other medicines
• have breathing problems
• have high blood pressure
• are breastfeeding or plan to breastfeed. It is not known if

AUBAGIO passes into your breast milk. You and your doctor
should decide if you will take AUBAGIO or breastfeed. You
should not do both.

Tell your doctor about all the medicines you take, including
prescription and non-prescription medicines, vitamins, and herbal
supplements. Using AUBAGIO and other medicines may affect
each other causing serious side effects. AUBAGIO may affect the
way other medicines work, and other medicines may affect how
AUBAGIO works.
Especially tell your doctor if you take medicines that could raise
your chance of getting infections, including medicines used to treat
cancer or to control your immune system.
Ask your doctor or pharmacist for a list of these medicines if you
are not sure.
Know the medicines you take. Keep a list of them to show your
doctor or pharmacist when you get a new medicine.
How should I take AUBAGIO?

• Take AUBAGIO exactly as your doctor tells you to take it.
• Take AUBAGIO 1 time each day.
• Take AUBAGIO with or without food.

What are possible side effects of AUBAGIO?
AUBAGIO may cause serious side effects, including:

• See ″What is the most important information I should
know about AUBAGIO?″

• decreases in your white blood cell count. Your white blood
cell counts should be checked before you start taking
AUBAGIO. When you have a low white blood cell count you:
„ may have more frequent infections. You should have a

skin test for TB (tuberculosis) before you start taking
AUBAGIO. Tell your doctor if you have any of these
symptoms of an infection:
• fever
• tiredness
• body aches
• chills
• nausea
• vomiting

„ should not receive certain vaccinations during your
treatment with AUBAGIO and for 6 months after your
treatment with AUBAGIO ends.

• numbness or tingling in your hands or feet that is different
from your MS symptoms. You have a greater chance of
getting peripheral neuropathy if you:
„ are over 60 years of age
„ take certain medicines that affect your nervous system
„ have diabetes

Tell your doctor if you have numbness or tingling in your hands
or feet that is different from your MS.

• Allergic reactions, including serious skin problems. Tell
your doctor if you have difficulty breathing, itching, swelling on
any part of your body including in your lips, eyes, throat or
tongue, or any skin problems such as rash or redness and
peeling.

• new or worsening breathing problems. Tell your doctor if
you have shortness of breath or coughing with or without fever.

• high blood pressure. Your doctor should check your blood
pressure before you start taking AUBAGIO and while you are
taking AUBAGIO.

The most common side effects of AUBAGIO include:
• headache
• diarrhea
• nausea
• hair thinning or loss (alopecia)
• increases in the results of blood tests to check your liver

function
Tell your doctor if you have any side effect that bothers you or that
does not go away.
These are not all the possible side effects of AUBAGIO. 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 1-800-332-1088.
How should I store AUBAGIO?

• Store AUBAGIO at room temperature between 68°F to 77°F
(20°C to 25°C).

• Keep AUBAGIO and all medicines out of reach of children.
General information about the safe and effective use of
AUBAGIO.
Medicines are sometimes prescribed for purposes other than those

prescribed purposes
listed in a Medication Guide. Do not use AUBAGIO for a condition
for which it was not prescribed. Do not give AUBAGIO to other
people, even if they have the same symptoms you have. It may
harm them.
This Medication Guide summarizes the most important information
about AUBAGIO. If you would like more information, talk with your
doctor. You can ask your doctor or pharmacist for information about
AUBAGIO that is written for healthcare professionals.
For more information, go to www.aubagio.com or call Genzyme
Medical Information Services at 1-800-745-4447, option 2.
What are the ingredients in AUBAGIO?
Active ingredient: teriflunomide
Inactive ingredients in 7 mg and 14 mg tablets: lactose monohy-
drate, corn starch, hydroxypropylcellulose, microcrystalline cellu-
lose, sodium starch glycolate, magnesium stearate, hypromellose,
titanium dioxide, talc, polyethylene glycol and indigo carmine
aluminum lake.
In addition, the 7 mg tablets also contain iron oxide yellow.
This Medication Guide has been approved by the U.S. Food and
Drug Administration.
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Exercising your 
options1312

Prepare for your 
appointment
Make the most of your doctor visits by 
getting prepared. Keep a list of symptoms, 
problems or questions to bring. Have a list  
of prescription drugs that you’re taking,  
and even practice describing your symptoms 
and concerns as clearly and concisely  
as possible. 

If a doctor suggests a treatment, ask:
 Why, and what the expected outcomes are
 How much to take and for how long
 If it’s covered by insurance and if not, how 

much it costs
 What side effects you might expect

Find out more about new treatment 
guidelines on the next page.

in the know
Practical 
ideas for 

living well 
with MS

PRESCRIPTION DRUGS: 
Name: _______________________________________
Strength:______________ (mg, mcg, etc.)  
Frequency/Times of day: _______________________ 
Date began: __________________________________ 
Special directions (e.g., with food) and cautions 
(e.g., no alcohol): ______________________________ 
_____________________________________________ 
_____________________________________________ 
Reason: ______________________________________ 
_____________________________________________ 
Prescribed by (name of doctor): __________________ 
_____________________________________________ 
From (pharmacy): _____________________________ 
Refills (circle) 1 2 3 4 5 6 
New refill needed: ______________________________ 
Issues to discuss at my next appointment: __________ 
_____________________________________________

Download and print the full form at 
 https://bit.ly/2OnafQ2 

cut-out  
form
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{health}in the know

The American Academy of Neurology 
(AAN) has unveiled new disease-

modifying treatment guidelines for people 
with multiple sclerosis, the first revisions in 
more than 16 years.

“So much has changed about the 
diagnosis of MS, how we monitor 
treatment, and the landscape of 
therapy—we needed a full evaluation of 
all the medicines,” says Cleveland Clinic 
neurologist Alexander Rae-Grant, MD, lead 
author of the new guidelines, published 
in the journal Neurology. The guidelines 
evaluate 23 different medications, 
including 23 FDA-approved  
disease-modifying therapies and 
medications that are used off- 
label for MS. 

Off-label medications are not 
specifically labeled by the Food and Drug 
Administration for treatment of MS.  
The new guidelines also update advice on 
starting, switching and stopping treatment. 
They consider the best  
treatment protocols for  
the various phases of  
MS—relapsing remitting, secondary 
progressive, and primary progressive, as 

New

Updated recommendations aim to give you a bigger 
say in how you manage your disease.

by Aviva Patz

MS treatment
guidelines

Continued on page 15
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Starting treatment
Earlier is better. “For the newly diagnosed, these 
guidelines point to the benefits of treatment and 
particularly early initiation of treatment,” says Ruth 
Ann Marrie, MD, PhD, director of the Multiple 
Sclerosis Clinic at the University of Manitoba 
and co-author of a study on which the AAN’s new 
guidelines are based. The recommendation is 
based on multiple studies showing that treatment 
after a first episode of demyelination (the loss of 
protective coating around nerve fibers that leads 
to neurological problems and is the hallmark of 
MS), even before providers make an official MS 
diagnosis, delays the onset of MS. “Once lesions 
have developed, medicines do not reverse this, so  
if we can start medicines before there are 
significant lesions, we may in the long run be 
able to prevent disability,” says Cleveland Clinic 
neurologist Alexander Rae-Grant, MD. 

For people with highly active MS—those 
who have multiple early relapses and new MRI 
lesions—the new guidelines recommend  
treatment with higher-efficiency medicines such  
as alemtuzumab, fingolimod and natalizumab. 

Finally, the guidelines emphasize the need for  
a dedicated doctor appointment separate from 
the one at which the initial diagnosis is made 
The guidelines reason that people need time to 
process the news that they have MS before they 
can be expected to consider weighing therapy 
options thoughtfully. This recommendation 
addresses the shift toward people with MS actively 
participating in their treatment decisions. This, 
includes discussing their preferences for safety, 
route of administration (such as oral or injectable), 
lifestyle, cost, efficacy, common adverse effects, 
and tolerability of medication, as well as their 
readiness to start disease-modifying therapy 
(DMT) and other medical conditions that  
could affect their decision-making, according to  
Dr. Rae-Grant. Doctors should also inform people 
with MS that DMTs are designed to prevent 
relapses and the formation of new lesions, not  
to improve symptoms.
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Stopping treatment
This is a topic that the AAN hadn’t formally discussed before, but the committee that drafted the 
guidelines believed there should be an option for certain people with MS to discontinue their medicines. 
“In the case where a patient is no longer having MRI changes or relapses and is not able to walk for more 
than two years, they may advise discontinuation of disease-modifying therapy,” says Cleveland Clinic 
neurologist Alexander Rae-Grant, MD. He adds, however, “This was a Level C recommendation, which 
means the lowest level of recommendation,” and that “clinicians should advocate for their patients to be 
allowed to continue on their present medicine if they are doing well on it.” 

Indeed, the guidelines confirm: “Clinicians should advocate that people with MS who are stable—that is, 
no relapses, no disability progression, stable imaging—on DMT should continue their current DMT unless 
the patient and physician decide a trial off therapy is warranted.”

Switching treatment
More than ever before, MS treatment is not one size fits all. With new options for personalizing MS care, 
the guidelines urge people with MS and doctors alike to actively monitor how treatment is going—both 
in terms of effectiveness and adverse effects, says Ruth Ann Marrie, MD, PhD, director of the Multiple 
Sclerosis Clinic at the University of Manitoba. In 2002, only injectable forms of DMTs were available. 
Now there are 17 approved medications for disease modification in MS, including some in oral form and 
some more aggressive treatments available via infusion, which means there are many different routes 
of administration, benefits, risks and side effects to consider. It’s especially important to weigh all the 
available options when a therapy isn’t working as well as it should. “The guidelines recommend switching 
medicines when the patient has been on a medicine long enough for it to be effective, and where over a 
year there are one or more relapses or two or more unequivocally new MRI lesions, or increased disability 
on examination,” Cleveland Clinic neurologist Alexander Rae-Grant, MD says. People should also seek 
to switch, he adds, “if side effects or problems with adherence are enough to interfere with treatment.” 
However, even those who have been diagnosed with MS for a number of years are still likely to benefit 
from therapy. The guidelines also emphasize the need to adhere to the therapy to gain maximum benefit. 
This is why it’s important to consider in advance how the therapy will fit into one’s lifestyle. 

well as clinically isolated syndrome, a 
precursor in many cases to MS. Lastly, the 
guidelines seek to give people with MS a 
more active role in shaping and monitoring 
their own course of therapy. 

The new guidelines are based on findings 
from a systematic review and were drafted 
according to protocol set by the Institute 
of Medicine. Whether you have lived with 

MS for years or are newly diagnosed, the 
new guidelines seek to give you a bigger 
say in the decisions surrounding starting, 
switching and stopping your therapy based 
on your preferences, lifestyle, other existing 
medical conditions and your experience of 
how it’s working (or not), plus any  
side effects. Ultimately, the new guidelines 
should improve your care and your ability 

Continued from page 13
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For more information about MS treatment 
guidelines, visit aan.com.

to manage your disease. “We hope it 
will ensure a better ongoing dialogue 
about the reason for the medicines, what 
the medicines do and don’t do, better 
monitoring for side effects and adherence 
to treatments, and a more active stance 
in changing to a different and potentially 
better medicine during the course of the 
condition,” Dr. Rae-Grant says. Here’s what 
you need to know about how they might 
change the way you’re managing your MS.

What you should do now
You may be tempted to ask your doctor 
to switch or even stop your disease-
modifying therapy (DMT). However, Ruth 
Ann Marrie, MD, PhD, director of the 
Multiple Sclerosis Clinic at the University 
of Manitoba, suggests asking instead, “Is 
my current treatment regimen still the most 
appropriate for me?” Because, she explains, 
“The older medications have a good safety 
track record and some people respond very 
well to them, so newer is not necessarily 
better.” That said, she emphasizes that 
for people with MS, “every visit with their 
neurologist is an opportunity to review how 
they are doing with respect to their MS and 
to review their treatment plan, including 
whether any changes in that treatment  
are needed.”

Other recommendations
The guidelines add best practices for the 
management of DMTs around the time of 
pregnancy. “Women should stop their DMT 
before conception for planned pregnancies 
unless the risk of MS activity during 
pregnancy outweighs the risk associated 
with the specific DMT during pregnancy.” 
Again, women should discuss their options 
with their neurologist. 

The guidelines also recommend that 
doctors consider off-label use of the 

medications azathioprine and cladribine  
for people with MS who have fewer 
financial resources, and to also think 
about ways they can help their patients 
secure financial assistance for those 
medications, according to Dr. Marrie. As 
part of the guidelines, doctors are advised 
to review the risks of treatment with 
certain medicines, as there’s some concern 
about the safety profile of mitoxantrone, 
and other medications (natalizumab, 
fingolimod, rituximab, ocrelizumab, and 
dimethyl fumarate) may raise the risk of a 
progressive brain disorder to which some 
people with MS are vulnerable. 

Although the new guidelines represent 
a major update for the treatment of MS, 
doctors still have many questions. In future 
research, they’d like to see more head-
to-head comparisons between DMTs as 
well as a comparison of medications in a 
population of people with MS who might 
have other conditions complicating care, 
just like in real life. “There’s so much more 
to do in the MS field,” Dr. Rae-Grant says. 

Several such comparative effectiveness 
studies are underway with funding from 
the Patient-Centered Outcomes Research 
Institute (PCORI). 

Aviva Patz is a freelance writer  
in Montclair, New Jersey.

Care to comment?   Email us at editor@nmss.org.
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Physical activity may help 
ease MS symptoms.

by Aviva Patz
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Judy Boone, diagnosed with MS 
at age 40, says that exercising 
helps her have the energy to 
enjoy time with her kids and  
to continue working full time.P
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Dan Melfi was used to bicycling up and down 
mountains in his home state of Colorado when 

he was diagnosed with multiple sclerosis in 2009 at 
age 58. Now, he needs some assistance to walk—a 
walker, scooter, forearm crutches and, occasionally, 
a wheelchair. He’s a bigger advocate than ever of an 
active lifestyle. He goes to an MS swim class twice 
a week, which he enjoys because it helps him move 
all parts of his body without fear of falling, and he 
practices yoga.

“There are so many times when I wake up and 
everything hurts so bad—my knees are tight as a 
drum—and I force myself to do yoga,” he says.  
“Then I do it and I loosen up—everything relaxes,  
I relax. And I think, ‘how could I not want to do this?’”

Beyond the benefits for overall health—lowering 
heart disease risk and blood pressure, improving sleep, 
boosting bone health—research suggests that exercise 
helps people with MS improve aerobic capacity, muscle 

strength, balance and other factors that make it  
easier to get around, while also enhancing cognition, 
fatigue and mood. A 2010 study in the journal Brain 
Research suggests that exercise may even help stop  
MS from progressing. 

“It’s the fountain of youth,” says Denis Avans, a 
wellness-fitness coordinator and certified personal 
trainer with Alabama Neurology. “If you could put the 
effects of exercise in a pill, it could be the most potent 
medicine of all.”

Here’s what you need to know to put physical activity 
to work for you. 

New evidence for exercise
Some studies show that exercise can improve 
symptoms for people with mild to moderate MS, but 
until recently, it wasn’t clear how much it could help 
people with more advanced disease progression. A 
2016 study in the International Journal of MS Care 
showed that people with progressive MS who have 
moderate to severe movement issues can benefit from 
aerobic conditioning. In the study, those who used 
either a recumbent stepper or a body weight-supported 
treadmill three times weekly for 12 weeks felt less 
fatigue and had an improved quality of life. 

Other new research suggests you can even train 
hard—and should, if possible. A 2017 study in the 
journal Multiple Sclerosis showed that high-intensity 
aerobic training—very high-intensity bursts of cardio 
followed by rest periods—improved cognition better 
than standard exercise. 

“This flies in the face of older conventional wisdom 
that people with MS shouldn’t exercise aggressively—
that it will be too hard or exacerbate the disease, 
which it won’t,” explains Herbert Karpatkin, a physical 
therapist and assistant professor of physical therapy 
at Hunter College in New York City. Karpatkin’s own 
research, published in the journal Multiple Sclerosis 
International in 2016, shows that after people with 
MS lifted weights at a maximal level, they not only had 
no complications from the weight training, but they 
improved their gait and balance. Karpatkin believes 
the benefits come from increased production of brain-
derived neurotrophic factor, or BDNF, which helps 
form new neuronal connections. 

Dan Melfi, 
diagnosed with 
MS in 2009, 
stretches out 
with a yoga pose 
after a workout. 

C
O

U
R

TE
SY

 O
F 

D
A

N
 M

EL
FI



nationalMSsociety.org/momentum  19

Licensed physical therapist Stephen Kanter, director 
of Rehabilitation Services, International Multiple 
Sclerosis Management Practice in New York, sees every 
day how critical it is to keep moving. He sees exercise 
as an important way to improve quality of life and 
potentially forestall disability for some people. 

How to get started
It’s a good idea before beginning an exercise program 
to be evaluated by your doctor or a physical therapist. 
Be sure that any trainer, coach or instructor you work 
with is knowledgeable about MS. You can find MS-
certified physical therapists at nationalMSsociety.
org/PartnersInMSCare on the National Multiple 
Sclerosis Society’s website under “Partners in 
MS Care.” The Society also has an online course 
for fitness and wellness instructors that provides 
information about how to help clients with MS engage 
in effective and safe fitness programs. Learn more 
at nationalmssociety.org/For-Professionals/
Clinical-Care/Managing-MS/Intro-to-MS-for-
Fitness-Professionals. MS Navigators also can 
help you find a reputable professional. To contact an 
MS Navigator, email ContactUsNMSS@nmss.org.

Kanter suggests working with your therapist or trainer 
to set specific goals for physical wellness and to address 
deficits caused by MS (such as difficulty walking or 
staying balanced), as well as for overall physical and 
mental wellness. Once you set goals, find a realistic set 
of activities in your preferred setting, and make sure 
they’re fun or at least somewhat enjoyable, so you’ll 
actually do them.

For those with significant mobility problems, there 
still may be exercises or physical activity that you can 
do. Stretching (even with a helper) may be beneficial 
to keep joints healthy. Modified chair exercises, or 
assisted physical activity, such as moving in a pool with 
a helper, standing in a standing frame, having someone 
help move your limbs through their range of motion,  
or even singing to exercise respiratory muscles can  
be beneficial. 

“Try what interests you or what you feel drawn to,” 
recommends Cherie Hotchkiss, a yoga instructor who 
leads classes for people with MS and has MS herself. 
“I knew I needed to be in the water after the first MS 

event I experienced left me completely numb from the 
waist down,” she says. Hotchkiss, diagnosed in 2005 at 
age 38, got a referral from her neurologist to a therapy 
pool in her community, and a therapist there created 
a short program she could do on her own, using a 
noodle. “Being in the water gave me freedom to use my 
body and helped strengthen my core,” Hotchkiss says. 
“Slowly I regained enough strength to swim a lap, walk 
about a quarter of a mile and practice modified yoga 
poses on my mat.”

Fitness resources

Don’t let cost be an obstacle. Insurance 
should cover your initial evaluation,  
and these resources are free online: 
 Check out ChairFit with Nancy, a  

series of free, seated exercise videos  
on YouTube. 

�The Multiple Sclerosis Trust (mstrust.
org.uk/exercise-videos) has a series of 
exercise videos for people with MS to 
address balance, endurance, strength 
and flexibility 

�14 Weeks to a Healthier You is a free, 
personalized, web-based physical 
activity and nutrition program targeted 
to people with mobility limitations 
(nchpad.org).

� The Canadian Physical Activity 
Guidelines for Adults with Multiple 
Sclerosis can help adults with mild  
to moderate disability improve their 
fitness (csep.ca).

� The Society lists accessible nature  
trails, accessible bicycling spots and  
a guide to finding a sport you love.  
See nationalMSsociety.org/recreation.

�The Society offers an Introduction to MS 
online course for fitness instructors and 
wellness coaches See nationalMSsociety.
org/For-Professionals/Clinical-Care/
Managing-MS/Intro-to-MS-for-Fitness-
Professionals.
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Learn more at nationalMSsociety.org/exercise.

Care to comment?   Email us at editor@nmss.org.

Choosing an exercise
There is no one best exercise for MS because there’s 
no one kind of MS, Karpatkin explains, but these 
three types of activities have shown promise in helping 
people with MS:

AEROBIC: Get your heart rate up with brisk walking, 
jogging, running, dancing, swimming or bicycling three 
times a week for 20 to 30 minutes or more. Gardening 
and laundry count, too. Take breaks and sip cold drinks 
to avoid getting overheated, Karpatkin suggests. He 
recommends “Free from Falls,” (nationalmssociety.
org/Resources-Support/Library-Education-
Programs/Free-From-Falls), a program by the 
Society that aims to improve balance, and a “gait 
endurance” program your physical therapist can design 
for you that intersperses walking and rest periods. In a 
2015 study in the Journal of Clinical and Experimental 
Neuropsychology, walking bested yoga and cycling 
at improving cognitive function. And a 2016 study in 
the journal Disability and Rehabilitation reported that 
twice-weekly salsa dancing for four weeks improved 
participants’ gait, balance, motivation, physical activity 
and MS symptoms. 

Judy Boone, who was diagnosed with MS at age 40, 
swears that her aerobic walking machine and twice-
weekly strength training workouts have helped her 
continue working full time and stay involved in her 
kids’ activities. “It’s given me a lot more energy to do 
the things I enjoy and take care of my family,” she says. 
Since starting an exercise program, she feels less stress 
and pain, and has fewer muscle spasms in her legs. 

STRETCHING: Try yoga or tai chi, which focus on 
flexibility, long gentle stretches, posture, relaxation and 
breathing. A 2016 study in the Journal of Clinical and 
Diagnostic Research showed that for people with MS, 
yoga enhances physical activity, increases lower limb 
strength and balance, decreases fatigue and pain, and 
helps relieve stress and anxiety. Just avoid hot yoga if 
you have heat intolerance.

After Garth McLean’s MS diagnosis at age 36, he 
transitioned from martial arts and gym to daily Iyengar 
yoga, which focuses on body alignment and the use of 
props (ropes, blocks, chairs and blankets) for support. 
“Iyengar helped me keep moving,” says McLean, who 

had numbness and spasticity throughout his body, 
difficulty walking, and bladder and bowel incontinence. 
“After I started this practice, I felt sensation in my body 
again.” McLean is now a senior certified Iyengar yoga 
instructor based in Los Angeles. 

STRENGTH TRAINING: Lifting weights improve 
overall muscle strength as well as gait and balance, 
according to Karpatkin. And as reported in a 2017 
study in Multiple Sclerosis Journal, six months of 
twice-weekly resistance training prevented the loss of 
neurons in people with MS.

Melfi, in addition to practicing with yoga videos five 
to seven times a week, also makes sure to do weight 
training. “It helps me mentally and physically,” he says. 
“It really takes down the spasticity in my legs.” 

Aviva Patz is a freelance writer in Montclair, New Jersey.

Checklist for a personal trainer

1.    Ask your neurologist or support group 
for a recommendation for an MS-certified 
trainer or instructor, or search on the 
Society’s website. MS fitness specialists 
have “MSCS” after their name. 

2.  If you can’t find an MS fitness specialist, 
ask a trainer or instructor if they’ve 
worked with people with MS before and 
what types of modifications they’ve 
suggested. Talk to the trainer’s clients or 
people who’ve taken their classes, but in 
the end, trust your feeling about them.

3.  Before meeting with the trainer, write 
down your goals, concerns and any 
questions you might have about how  
the trainer can help.
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Meet Victoria Reese (far right), 
founder of #WeAreILLmatic, a 
campaign that unites women of 
color who have been diagnosed 
with multiple sclerosis and want 
to redefine what sick looks like. 
Inspired by the rapper Nas, 
whose debut album was called 
Illmatic, Reese and her group are 
determined to leave a mark on MS 
culture, the way the rapper did 
with his music. Read on to learn 
how Reese became an activist and 
mentor in the MS community. 
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#WEAREILLMATIC 
Define

ILLMATIC [IL-’MADIK]
adjective
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thrive

The women of WeAreILLmatic 
portray a powerful MS community.

by Brandie Jefferson Victoria Reese gets things done.
When she was diagnosed with 

multiple sclerosis at 25, a few months after 
moving to Los Angeles, she returned home 
to Detroit for a week, “to deal,” she says, 
then headed back to California.

When working for someone else 
didn’t allow her to flex her creative and 
entrepreneurial muscles, she went into 
business for herself, starting her own brand 
management company, Victor Group LA. 

Meaning “beyond ill,” “the 
ultimate,” “supreme ill,”  

“as ill as it gets,” and the  
title of rapper Nas’  
1994 debut album.

Victoria Reese 
has created a 

community where 
women living with 

MS can learn about 
the disease, ask 
questions, give 

advice and meet 
people who face 

similar challenges.
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“If I can’t flex my muscles,” 
she says, “you’re not going to 
see me shine.” 

And when she didn’t see 
many people who looked 
like her in campaigns and 
organizations that support 
people with MS, she 
started her own, launching 
WeAreILLmatic with the 
blessing of the music superstar 
from whose album the 
campaign’s name is derived—
legendary rapper Nas. 

WeAreILLmatic has morphed 
into a community 
where young black 
women living with 
MS can learn about 
the disease, ask 
questions, give 
advice and meet 
people who face 
similar challenges. 

“If I know about 
a problem,” Reese 
says, “maybe I can 
help solve it.”

A lack of 
research
In 2012, Reese had 
a problem of her 
own. She visited 

her primary care physician 
after experiencing numbness 
in her legs. “The doctor said, 
‘It’s your job. You’re stressed.’” 
Then came the migraines 
and facial paralysis. Maybe 
it was depression, her doctor 
said. Reese was prescribed 
antidepressants. The diagnosis, 
however, just didn’t seem right.

She was referred to a 
neurologist, and later that  
same year Reese was diagnosed 
with MS. 

“I started to do my own 
research and didn’t see many 
[scholarly] articles about black 
people with MS and the ones I 
found were outdated,” she says. 
Brochures insisted that MS 
was a disease found most often 
in young women of northern 
European descent, and imagery 
often reflected that. 

“I thought, ‘Am I that rare?’ I 
didn’t see anything specifically 
geared toward me.”

Of course, MS is not a 
disease that only affects white 
women, but it turns out they 
might not even have the highest 
risk of disease, as was thought 
to be the case for a long time. 

“Yes, the rate of diagnosis is 
still higher in white women, 
but it’s much higher in African- 

Americans than once thought,” 
says Mitzi Williams, MD, 
neurologist and MS specialist at 
the Multiple Sclerosis Center 
of Atlanta. 

Dr. Williams cited two 
studies. One, published in 
the June 2012 issue of Brain, 
looked at nearly 2,700 U.S. 
veterans who served between 
1990 and 2007, categorized as 
white, black and other (which 
included Hispanic). It found 
female veterans of all races 
were three times as likely as 
men of the same race to have 
MS, and that black women  
had the highest rate of disease: 
26.3 per 100,000, followed by 
white women with a rate of 
25.8 per 100,000. 

In a smaller, more localized 
study in the journal Neurology, 
researchers looked at Kaiser 
Permanente healthcare 
records and found that of 

The rate of MS 
diagnosis in 
African-Americans 
is higher than 
once thought, says 
Mitzi Williams, MD, 
neurologist and MS 
specialist.
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new diagnoses in southern 
California between 2008 and 
2011, black patients were 47 
percent more likely to have 
MS, and black women had the 
highest incidence of MS of 
any demographics. That study 
hasn’t yet been duplicated, but 
Dr. Williams says it resonates 
with her experience. “I see lots 
of young black women being 
diagnosed in my clinic.”

These are the women Reese 
wants to see represented  
and wants to support. 

“I tried to represent a 
different type of woman,” she 
says, “a millennial who wanted 
to feel empowered.” 

Redefining what illness 
looks like
“Illmatic” is the title of the 
1994 debut album by rapper 
Nas—“ill” (like “sick”) being 
a slang term for almost 
outrageously cool. “The term 
illmatic just resonated with me 
in regards to redefining what 
sickness/illness looks like,” 
Reese says. “It felt right to find 
a modern, culturally fitting term 
to help tell our stories.”

Or, as the website notes:  
“We may be ill, but we are  
still dope.”

Reese, who works in the 
entertainment industry, reached 
out to Nas’ management 
and was given the rapper’s 
permission to use the name. On 
August 14, 2017, she launched 
WeAreILLmatic.com. That day, 
Nas posted Reese’s campaign 
video to his Instagram and 
Twitter accounts, commenting 

to his millions of followers: 
“Salute. I am rocking with ya’ll 
strong warriors. Fight MS.” 

WeAreILLmatic.com 
provides basic information 
about MS, a sign-up page for a 
private Facebook support group 
with nearly 300 members, a few 
motivational items for sale, and 
videos of women sharing stories 
about living with MS.

But what is most striking are 
the images: beautiful black and 
white photographs of black 
women, all of whom are living 
with MS. The optics  
are powerful. 

Reese is acutely aware of 
how important those optics are. 
When she was first diagnosed, 
she did what anyone would do, 
for better or worse: she went to 
the internet. “When I Googled 
the disease, it looked like this 
was a disease that only affected 
older white women,” she says.
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The women who represent 
#WeAreILLmatic: (From left) 
Melanie Turnbough, Dawnia 
Baynes, Ashley Barrett, 
Taneesha Ajiboye and  
Victoria Reese.

The rapper Nas posted Victoria Reese’s #WeAreILLmatic campaign on his 
social media accounts, saluting those fighting MS.  
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Now, when someone searches 
for the National Multiple 
Sclerosis Society, there’s a 
good chance they’ll see a black 
woman. “When you Google 
it now,” Reese says, “I show 
up.” That’s because Reese is 
now an MS ambassador with 
the Society. She also sits on 
the Society’s newly formed 
Emerging Leaders Board for 
the Southern California and 
Nevada areas to raise awareness 
for those living with MS among 
younger people.

Joining the 
conversation
When Reese started 
participating in events in her 
local area, she noted a lack of 
representation. So, again, she 
decided to do something about 
it. 

“I raised my hand. I wanted 
to play a part, not the ‘black 
girl’ part, but the part of a 
changemaker.” Her work as 
an ambassador complemented 
her personal outreach work, 
creating a synergy that has 
helped bring more people of 
color into the conversation 
around MS.

“I was talking about outreach 
and going to the communities 
where people of color are,” 
she says, “because we don’t 
typically go seek help. We don’t 
raise our hands for therapy or 
support. That’s just not part of 
our culture.”

Reese uses her influence 
through WeAreILLmatic to 

direct women to the Society 
and to encourage them to sign 
up for clinical trials to make 
sure that they are represented 
in the medical literature.

“Maybe that’s my lane,” she 
says. “I’ll be the one with my 
ear to the street,” continuing to 
direct people to services and to 
connect them to a like-minded 
community. 

“That’s huge,” Dr. Williams 
says. “One of the things I think 
is very important with a chronic 
disease is to have a sense of 
community and support. You 
can get a certain level from 
family and friends, but it’s  
not the same as from people 
who understand what you’re 
going through, and people that 
you can identify with on this 
other level.”

That sense of community can 
be so important that it drives 
some people, like Dawnia 
Baynes, to ask total strangers 
for their phone numbers.

“Honestly, when I see other 
African-Americans at MS 
events, I get their info because 
you don’t see that a lot, and 
I like to stay in touch,” says 
Baynes, who also lives in  
L.A. “Back in the day, it  
was ‘African-Americans don’t 
get MS.’” 

Baynes, herself a Society 
ambassador, met Reese last year 
on a flight to Sacramento for 
the Society’s State Action Day. 

“She told me about the 
campaign, and I said, ‘I would 
love to be involved.’” So when 

it came time to shoot those 
photos for the website and 
record women for video  
spots, Baynes headed straight 
to her phone to contact some 
of the people she’d met at 
previous events. 

Making connections 
everywhere
WeAreILLmatic has, in turn, 
encouraged strangers to reach 
out to Reese. “They join the 
group, they call me on the 
phone, we ask questions about 
shampoo,” she says. “Now we’re 
connected and we’re good.”

Reese has connected with 
all types of people like Lauren 
Clayborne, who took months  
to tell her best friend that she 
was diagnosed with MS and 
still hasn’t told many people. 

But she did tell a second 
friend. “[My friend] went on 
Instagram and found Victoria,” 
Clayborne says. “She reached 
out to her, basically said, ‘Hey, 
my friend has been diagnosed 
with MS.’” Clayborne didn’t 
know what her friend was up  
to until Reese reached out.

Now Clayborne, who lives 
in Michigan, is a member of 
the WeAreILLmatic Facebook 
group. And she’s still reserved 
when it comes to her diagnosis. 
“I still haven’t told many friends 
to this day, and here’s Victoria, 
all ‘MS ambassador,’” she says 
with a laugh. 

“But every time I talk to her 
she says, ‘It’s going to get easier.’ 
Now I’m at the point where I 
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Come together with people 
who share common life 
experiences or goals for 

support nationalmssociety.org/
Resources-Support/ 
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randomly told somebody that 
I had MS in conversation last 
week,” she says. “I was like,  
‘Oh my god, I can’t believe I 
just did that!”

“I’m so proud of Victoria, I 
would do whatever she needs,” 
Clayborne says, adding through 
laughter, “Including talking to 
you for this interview.”

That’s the power of the 
community Reese is creating. 

“It’s been very comforting 
knowing others who have been 
diagnosed,” Clayborne says. “I 
look at it as my secret society.”

A growing community
The secret may be out, though. 
WeAreILLmatic has been 
featured in Vibe and  
Essence magazines as well as 
in the Washington Post and 
other traditional media. And, of 
course, on social media. 

“People say, ‘Hey, I read about 
you on Essence and found you 
on Facebook,’” Reese says. 

Just like that, the community 
continues to grow, as do  
Reese’s aspirations. 

“I want to stay in the 
conversation,” she says.  
“I’d love to do more public 
speaking. And I’d love to 
continue to advocate.”

Whatever she does next, 
Reese will continue amplifying 
that single voice that doesn’t 
always get heard and solving 
those little problems that, to a 
person with MS, can present 
big challenges, like getting  
your hair done.

A woman posted on the 
WeAreILLmatic Facebook 
page that because of her MS 
symptoms, it had become 
harder for her to get her hair 
done. She uses a wheelchair 
and couldn’t find anyone to 
help her get to the salon.  

“Not only did it require a lot 
of work to get her there, but 
no one wanted to help,” Reese 
says. “It can be hard to get 

The WeAreILLmatic 
Facebook group 
helped Lauren 
Clayborne feel more 
comfortable talking 
about her MS. 

someone to pick you up, drop 
you off, then do that all over 
again once you’re done.”

Reese enlisted the help of 
some friends and reached 
out to a hairdresser in her 
hometown: “Wouldn’t that be a 
cool idea? A mobile hairdresser 
who styles sick people’s hair in 
their home?”

Reese did what she always 
did. She solved the problem.

“I found someone to do 
that for her,” Reese says. “Just 
because you have MS, that 
doesn’t mean you can’t get your 
hair done.” 

Brandie Jefferson is a  
freelance writer in St. Louis, 

Missouri. She was diagnosed 
with MS in 2005.
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More than two decades ago, before 
medications for multiple sclerosis 

emerged, there was no formal definition  
for the secondary progressive stage of  
the disease. 

“We didn’t talk about the types of MS. 
You just had MS,” says Rosalind Kalb, PhD, 
a clinical psychologist who consults with 
the National Multiple Sclerosis Society. 
“But when clinical trials for disease-
modifying therapies began, they had to 
identify the stages of the disease.” 

What followed was the creation of 
four courses of MS: relapsing-remitting, 
secondary progressive, primary progressive 
and progressive relapsing. And if people 
didn’t have the relapsing-remitting form 
of MS, they couldn’t get into the clinical 
trials, Kalb says. “Suddenly, the term 
‘secondary progressive’ became a very  
scary thing.” 

A diagnosis of secondary 
progressive MS can be scary, 
but there are strategies to 
help you live a full life.

by Vicky Uhland

A new 
phase

It’s not that secondary progressive MS 
(SPMS) didn’t exist 20, 50 or 100 years 
ago. But previously, it was just seen as a 
natural progression in how the disease 
manifests. When it was given a name, it 
acquired significant psychological baggage. 

“In my experience, people diagnosed 
with secondary progressive MS tend to feel 
frightened because they feel like there is 
nothing much to help them,” Kalb says. 
“They feel like they’ve reached a point of no 
return, and that results in not only fear but 
also sadness.”

That was the case for Dara Brown of 
Baltimore. In 2006, at age 30, she was 
diagnosed with relapsing-remitting MS 
(RRMS). Her disease progressed so 
rapidly that, by 2012, she had transitioned 
to SPMS. Mobility and balance issues 
required her to quit her job as an 
accountant two years later. Today, Brown 
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With better understanding of 
how secondary progressive MS 
manifests, new medications in 
the pipeline and more advanced 
treatment plans, MS specialists 
believe this is a time of hope for 
people living with secondary 
progressive MS. 
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uses a wheelchair and no  
longer drives.

“When I was diagnosed with 
secondary progressive, I felt 
a little sad because I didn’t 
get to meet my husband yet,” 
she says. “I spend a lot of 
time in the house, so unless 
my husband-to-be knocks on 
the door, I’ll have a hard time 
meeting him.” 

But with better understanding  
of how SPMS manifests, new 
medications in the pipeline 
and more advanced treatment 
plans, MS specialists believe 
this is a time of hope for  
Brown and other people living 
with SPMS.

“If you are secondary 
progressive, you are not 
forgotten,” says Mary 
Hughes, MD, a neurologist 
with Premier Neurology in 
Greer, South Carolina, and 
a Society board member. 
“SPMS does not mean: ‘Go 
sit down; nothing can be 
done.’  I’m optimistic that the 
breakthroughs we’ve seen with 
progressive and relapsing-
remitting MS will soon be  
seen with secondary 
progressive MS.”

Here’s how you can 
navigate this next phase 
of your journey with 
MS, and what you can 

expect physically, mentally and 
emotionally. “The key message 
is this is not the end of the 
road—it just means more 
strategies can come into play to 
help you maintain a full life,” 
Kalb says. 

SPMS 101
Simply put, SPMS occurs 
when the inflammatory phase 
(relapsing remitting) of MS is 
much less prominent or stops, 
and the disability caused by 
the neurodegenerative process 
becomes more prominent. This 
often means no new lesions or 
“white spots” will show up on 
your MRI, Dr. Hughes says. 

There is no definitive test to 
diagnose SPMS, although some 
tests that measure functions such 
as cognition or hand dexterity 
may provide clues. Generally, a 
person is thought to have SPMS 
when they stop having disease 
exacerbations—although Dr. 
Hughes says there are some 
forms of SPMS in which there 
are still occasional relapses. 

Dara Brown was diagnosed 
with RRMS in 2006. Her 
disease progressed so rapidly 
that she had transitioned to 
SPMS by 2012.

In most cases, SPMS 
usually manifests as an 
increase in existing symptoms.  
And that increase can be 
slow or rapid, Dr. Hughes 
says. Or sometimes, your 
MS symptoms could simply 
plateau. “The variable nature 
of MS is not any less apparent 
in the progressive phase,”  
she says.

Prior to the availability of MS 
medications, studies showed 
that 50 percent of people 
diagnosed with RRMS would 
transition to SPMS within 10 
years, and 90 percent would 
transition within 25 years. 
But the 2017 update of the 
Multiple Sclerosis Coalition 
paper “The Use of Disease-
Modifying Therapies in 
Multiple Sclerosis: Principles 
and Current Evidence,” makes 
it clear that those numbers 
have changed.

The paper cites a study of 
517 people with RRMS and 
clinically isolated syndrome 
MS (the first episode of MS 
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neurologic symptoms). At 
almost 17 years after disease 
onset, only 18 percent of 
the study participants had 
transitioned to SPMS.

The key is that all of 
these people were taking 
MS therapies that slowed 
or stopped their disease 
exacerbations. “Clearly, the 
medications are having an 
impact. It’s thought that 
starting disease-modifying 
therapies very early in the 
disease course delays the 
progression to secondary 
progressive,” Kalb says. 

Medications may also delay 
awareness of the transition 
from RRMS to SPMS. Think 
of it as a chicken-and-egg 
scenario: Are you no longer 
having relapses because of 
the medication, or because 
you’ve transitioned to SPMS? 
Also, “it’s less likely a person 
with MS might notice a slow 
transition to SPMS because 
they’re living with the disease 
every day,” Kalb says. “The 
transition could take months or 
even years.”

That was the case for Paul 
Smith, a Mullica Hill, New 
Jersey, resident who was 
diagnosed with MS in 1996 
when he was 43 years old. After 
he began taking medications 
eight years after his diagnosis, 
Smith says he “went for quite 
a few years where nothing 
happened—no relapse events. 
But when I look back on a 
yearly basis, I realized there 

was a very small progression” in 
his symptoms, which include 
mobility and strength issues in 
his legs. 

Was he transitioning to 
SPMS during that time? Smith 
likens the experience to the 
old joke about a guy standing 
on a corner in New York City, 
doing a frenetic dance. “When 
people asked him what he was 
doing, he said, ‘Scaring away 
elephants. And see, it works!’” 
Smith says. 

“Who knows how many 
relapses I would have had if I 
wasn’t ‘scaring them away’ with 
Copaxone? I probably went to 
secondary progressive a long 
time ago but had no way of 
knowing it.”  

Paul Smith believes 
he may have been 
transitioning to 
SPMS slowly over 
the years, but 
was unaware of 
it due to his MS 
medication.

I just keep doing what I like to do 
to the best of my ability, and when 
I can’t do that, I rechannel my 
energies into something that keeps 
me happy.”

 —Paul Smith

Five years ago, following 
three annual MRIs that 
showed no changes in his 
brain lesions, Smith and his 
neurologist jointly agreed that 
he had transitioned to SPMS. 
Because Smith was starting to 
get more permanent injection-
site reactions from his RRMS 
medication, he and his doctor 
decided he should stop using  
it. Today, Smith says his 
symptoms are progressing  
“very, very slowly.”

“I just keep doing what I 
like to do to the best of my 
ability, and when I can’t do 
that, I rechannel my energies 
into something that keeps 
me happy,” says Smith, who 
stopped water skiing about 
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eight years ago and snow 
skiing three years ago, but 
spends his time doing other 
things he enjoys like traveling, 
woodworking and swimming. 
“For people heading into 
secondary progressive, it might 
be useful to hear it’s not the 
end of the world.”  

Physical symptom 
management
Dr. Hughes says common 
symptoms that occur during 

Because SPMS tends to 
occur in older people, Dr. 
Hughes says it’s important to 
make sure your healthcare 
practitioners don’t mistake MS 
symptoms for symptoms of 
aging-related conditions like 
post-menopausal constipation, 
arthritis, type II diabetes and 
thyroid issues. And vice versa—
your joint pain or memory  
loss may actually be attributable 
to advancing years rather  
than MS.

“This is a time when people 
need their MS specialists 
more than ever,” Dr. Hughes 
says. “They are very aware of 
the symptoms and challenges 
people with SPMS face, and 
are equipped to manage a wide 
scope of symptoms.” 

There is one medication 
specifically approved for 
people with SPMS who do 
not experience relapses: 
mitoxantrone (Novantrone). 
But Dr. Hughes hesitates  
to prescribe it because  
it’s been linked in several 
studies to cardiac events in 
MS patients. In the latest 
treatment guidelines from 
the American Academy of 
Neurology, mitoxantrone is  
not recommended due to  
the potential for severe  
adverse events. 

She is excited about a new 
medication, siponimod, which 
is in phase III of the Food 
and Drug Administration 
(FDA) approval process. Data 
published in March 2018 in 
Lancet showed a 21 percent 

decrease in the risk of MS 
progression in people with 
SPMS. In addition, the study 
showed that siponimod resulted 
in a 23 percent reduction in 
brain volume loss. There was 
also a 26 percent decrease 
in disease progression, and 
a 29 to 33 percent drop in 
sustained disability progression 
after six months of siponimod 
use. Novartis, manufacturer 
of siponimod, announced it 
planned to seek FDA approval 
of the drug in the first half  
of 2018.

In the meantime, Kalb 
says Ocrevus, a medication 
approved to treat people with 
primary progressive MS and 
RRMS, may also be effective 
for people with SPMS who 
still have relapses, or for those 
transitioning between RRMS 
and SPMS. So might any  
other medication developed  
for RRMS.  

Of course, not every MS 
medication is going to be 
effective for everyone. Larry 
Myers, a Lothian, Maryland, 
resident who was diagnosed 
with RRMS in 2004 and 
SPMS in 2015, when he 
was 58, tried several RRMS 
medications before he joined a 
siponimod trial shortly after his 
SPMS diagnosis. People who 
participated in the trial had  
the option to continue on the 
drug after the trial was over, 
and Myers opted to do so in 
early 2016. 

“We all thought I was on 
the drug, so it was logical to 

Larry Myers, diagnosed with 
RRMS in 2004 and SPMS in 
2015, with his wife.

SPMS include spasticity, 
walking and gait issues, bladder 
and bowel control issues, and 
fatigue. But there can also be 
cognitive and other mental 
issues, along with every other 
type of MS symptom. “You 
usually don’t develop new 
symptoms, but minor ones  
may become more prominent,” 
Dr. Hughes says. 
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continue,” he says. But he later 
found out he had been in the 
placebo-controlled arm of the 
study. He took siponimod for 
11 months before discontinuing 
it. “I was up and down health-
wise with various illnesses and 
side effects until I lost the 
ability to walk by the end of 
December 2016,” he says. “I 
have not regained the ability 
to walk since and now use a 
scooter to get around.”

Now, Myers takes Ocrevus. 
“I’m counting on it to keep me 
going long enough so I will 
benefit from the cure for MS 
that I’m sure is just around the 
corner,” he says.

Kalb and Dr. Hughes  
agree that the lack of 
medications for SPMS 
highlights the importance of 
other treatment strategies.

“Symptom management 
is critically important when 
MS is progressing—not only 
for preventing an increase in 
disability but also because 
rehabilitation becomes a 
significant part of the disease-
management 

strategy,” Kalb says. “And if 
you have more health and 
wellness options, you feel more 
empowered and better able to 
manage your well-being. This is 
the time to use your full range 
of healthcare providers.”

Both Kalb and Dr. Hughes 
recommend visiting a physical 
therapist to find out which 
exercises will work best for 
managing or improving your 
specific symptoms. 

“This is the time to focus  
on wellness,” Dr. Hughes  
says. “If you’re ever going to 
exercise, now is the time.  
If you ever going to eat well, 
now is the time.”

Lynne Notari, a Jefferson, 
New Hampshire, resident 
who was diagnosed with MS 
at age 30, a year after the last 
of her six children was born, 
believes she transitioned to 
SPMS in 2003. Now, at age 
70, her standing stamina only 
lasts about 10 minutes. She 
has a doctor’s prescription to 
do therapy-pool exercises once 
a week, and she also walks 

half an hour a day 

around her home and does leg 
bridges in bed. 

“If I don’t do all of this, I can 
feel my legs being weaker,” she 
says. “I also try to diet to keep 
my weight down. I figure the 
less my legs weigh, the better.”   

Psychological 
symptom management
Debra Kos felt she had been 
managing her MS pretty 
successfully since she was 
diagnosed in 1995. “But 
about three years ago, all of a 
sudden I got what I assumed 
was a relapse, which was 
weird because I hadn’t had a 
relapse for 10 years,” she says. 
However, Kos’ neurologist told 
her she had no new lesions on 
her MRI, so it probably hadn’t 
been a relapse. “He told me 
it could have been something 
that sent me into a ‘new spin of 
going downhill.’”

Kos was angry and upset. She 
had previously been told by her 
neurologist that she had a mild 
form of MS and hadn’t taken 
any medications for the disease 
for 18 months. She and her 
husband had just bought a new 
walk-out rambler-style home in 
Lake City, Minnesota. But she 
soon began feeling more and 
more pain, spasticity, weakness 
and heaviness in her legs. 

“For the past year and a 
half, I have barely been able 

Debra Kos’ transition to SPMS 
was sudden and unexpected, 
which has been a difficult 
adjustment for her.P
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to walk, and my symptoms are 
worsening quickly. And it’s hard 
to get information about how 
my MS will progress,” Kos says.

“I had read a few things on 
secondary progressive, but I 
thought I was doing so well, 
and I got cocky. I thought I 
wouldn’t get it, and no doctors 
warned me.”

When people undergo 
a transition to SPMS, it’s 
important that they take care 
of their mental and emotional 
symptoms just as much as their 
physical symptoms, Kalb says. 
“The idea of healthy grieving is 
important. You need to grieve 
over what MS takes from you” 
before you move onto problem-
solving for the new phase of 
your disease. A therapist can 
help with both of those aspects, 
Kalb says. 

Susie Ulrey, a Tampa, Florida, 
resident who was diagnosed 
with RRMS in 2001 at age 24 
and transitioned to SPMS in 
2015, uses both psychological 
therapy and music to help her 
cope with worsening spasticity, 
numbness, tingling and 
weakness in her legs and feet. 

“The turning point for me 
emotionally was between 2013 
and 2015, when I got a van 
with a wheelchair ramp and 
also started using my scooter 
inside the house full time,” 
Ulrey says. “I became very 
depressed.” But, in 2014, 
she also began playing guitar 
with the band she had been 
a member of before she was 
diagnosed with RRMS. 

“I’m writing a lot more music 
now and have worked out a lot 
of issues,” Ulrey says. “What’s 
been helpful for me is to take 
control over what I can, and 
music helps me with that. And 
I’m 100 percent convinced that 
playing music has helped me 
with memory and cognition.”

A new normal
Ulrey’s first record in 22 years was 
released in September 2018. She 
and the band have been touring 
around Florida and are thinking 
about doing a European gig in 
the spring of 2019. It’s not easy 
performing in a wheelchair, but 
Ulrey has figured out how to make 
it work. “I got a pedal board that 
I can successfully hit, and our 
drummer carries me to the stage,” 
she says. She also exercises two 
to three times a week and started 
eating more healthily, which she 
said has made her feel stronger. 

For others, a SPMS diagnosis 
can mean the end of their career 
or a change in their relationships. 

Less than two years ago, Debbie 
Bright was working as a program 
specialist for the Department of 
Justice’s violence against women 
initiative. “I was really proud of 
that job. I loved it,” she says. 

After Bright’s SPMS diagnosis 
in 2010 at age 48, she began 
experiencing more gait and 
balance issues, along with 
numbness and burning sensations 
from the waist down. But it was 
the fatigue that really affected her 
job. She stopped commuting from 
her home in Baltimore to her  
job in Washington, D.C., and 
began teleworking. But by  
2017, she was so fatigued that she 
could no longer work a full day 
even from her home office.  
So she retired from her job.

“It’s been difficult to give it 
up,” Bright says, especially in a 
time in which violence against 
women is getting more publicity. 

Debbie Bright, diagnosed with SPMS in 
2010, and her granddaughter.

Transitioning to SPMS has 
been as much an emotional 
and mental adjustment as it has 
been physical, Kos says. “My 
relapses had been nasty when 
they happened, but I came out 
of them. I would tend to think: 
‘This is what’s happening today, 
but maybe in three weeks, it 
will be better.’ Now, knowing 
that I’m not going to get better 
is hard to accept.”
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Care to comment?   Email us at editor@nmss.org.

Learn more about secondary progressive MS at 
nationalMSsociety.org/What-is-MS/Types-of-MS/

Secondary-progressive-MS.

“I’m still grieving at some level 
that I’m just not who I used 
to be.” To compensate, Bright 
has been trying to “reinvent” 
herself. She’s thinking about 
volunteering for a domestic 
abuse hotline and has been 
researching and writing about 
violence against women and 
crime in Baltimore. 

Bright also has more time 
to spend with her mother, 
daughters and granddaughter, 
who all live nearby. But her 
friendships have changed 
because it’s harder for her to go 
out in the evenings. Even her 
MS support groups have been 
affected by her SPMS diagnosis. 

“There’s been some 
segregation. Some people with 
relapsing-remitting don’t want 
to see the progression of the 
disease staring them right in the 
face,” Bright said. “My advice 
for other people with SPMS 
is to find a support group you 
feel comfortable with, or online 
resources that make you aware 
of how many people are in the 
same situation.”

Kalb says friends, 
neighbors, family and even 
support group partners can 
feel awkward when someone 
is diagnosed with SPMS 
because they don’t know  
what to do. In those cases, 
“you can’t sit back and wait 
for them to figure it out,”  
she says. “You have to teach 
them about your disease and 
what you need in the way  
of help.”

That was the case 
for Linette Gray-
Goodman, who 
was diagnosed with 
RRMS in 1990, when 
she was 38, and 
transitioned to SPMS 
in 2014. That year, 
her 28-year-old son, 
Michael Goodman 
Jr., moved back into 
her Weymouth, 
Massachusetts, home 
to be her care partner. 

“When I learned 
that my mother had 
SPMS, I knew as her 
son and caretaker 
that my responsibilities would 
increase, and I wanted to 
obtain as much knowledge as 
possible to ensure that I could 
do everything necessary for  
my mother,” Goodman says.  
“But she’s taught me that  
MS has a mind of its own, 
every day is different and there 
are events you just can’t prepare 
yourself for. But you can do 
meditation, prayer and other 
types of self-care.”

Gray-Goodman says SPMS 
has been a challenge, but she 
can still do everything she did 
before her diagnosis—just a 

little bit slower. “My advice to 
those who are concerned about 
the secondary stage of MS 
would be the same I would give 
for the [relapsing-remitting] 
stage,” she says. “Stay positive 
and don’t let the MS be in front 
of anything you want to do. 
Because if you put it in front  
of you, you will not live a 
normal life.” 

Vicky Uhland is a writer and 
editor in Lafayette, Colorado.

Linette Gray-Goodman was 
diagnosed with RRMS in 1990 
and SPMS in 2014. 
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What is OCREVUS?

OCREVUS is a prescription medicine used to treat 
adults with relapsing or primary progressive forms of 
multiple sclerosis.

It is not known if OCREVUS is safe or effective in children.

Who should not receive OCREVUS? 

Do not receive OCREVUS if you have an active 
hepatitis B virus (HBV) infection.

Do not receive OCREVUS if you have had a life 
threatening allergic reaction to OCREVUS. Tell your 
healthcare provider if you have had an allergic reaction 
to OCREVUS or any of its ingredients in the past. 

What is the most important information I should know 
about OCREVUS? 

OCREVUS can cause serious side effects, including:

•  Infusion-related reactions: OCREVUS can cause 
infusion-related reactions that can be serious and 
require you to be hospitalized. You will be monitored 
during your infusion and for at least 1 hour after each 
infusion of OCREVUS for signs and symptoms of an 
infusion-related reaction. Tell your healthcare provider 
or nurse if you have any symptoms (see accompanying 
Patient Information).

These infusion-related reactions can happen for up 
to 24 hours after your infusion. It is important that you 
call your healthcare provider right away if you have any 
of the signs or symptoms listed in the accompanying 
Patient Information.

If you get infusion-related reactions, your healthcare 
provider may need to stop or slow down the rate of 
your infusion.

• Infection: 

 o  OCREVUS increases your risk of getting upper 
respiratory tract infections, lower respiratory tract 
infections, skin infections, and herpes infections. 
Tell your healthcare provider if you have an infection 
or have any signs of infection (see accompanying 
Patient Information). These signs can happen during 
treatment or after you have received your last dose 
of OCREVUS. If you have an active infection, your 
healthcare provider should delay your treatment 
with OCREVUS until your infection is gone.

 o  Progressive Multifocal Leukoencephalopathy (PML): 
Although no cases have been seen with OCREVUS 
treatment in clinical trials, PML may happen with 
OCREVUS. PML is a rare brain infection that usually 
leads to death or severe disability. Tell your healthcare 

provider right away if you have any new or worsening 
neurologic signs or symptoms. These may include 
problems with thinking, balance, eyesight, weakness 
on 1 side of your body, strength, or using your arms or 
legs (see accompanying Patient Information).

 o  Hepatitis B virus (HBV) reactivation: Before starting 
treatment with OCREVUS, your healthcare provider will 
do blood tests to check for hepatitis B viral infection. 
If you have ever had hepatitis B virus infection, the 
hepatitis B virus may become active again during or 
after treatment with OCREVUS. Hepatitis B virus 
becoming active again (called reactivation) may cause 
serious liver problems including liver failure or death. 
Your healthcare provider will monitor you if you are at 
risk for hepatitis B virus reactivation during treatment 
and after you stop receiving OCREVUS. 

 o  Weakened immune system: OCREVUS taken before 
or after other medicines that weaken the immune 
system could increase your risk of getting infections. 

What are the possible side effects of OCREVUS?

OCREVUS may cause serious side effects, including: 

•  Risk of cancers (malignancies) including breast 
cancer. Follow your healthcare provider’s instructions 
about standard screening guidelines for breast cancer.

Most common side effects include infusion-related 
reactions and infections. 

These are not all the possible side effects of OCREVUS. 

Call your doctor for medical advice about side effects. 
You may report side effects to FDA at 1-800-FDA-1088.

For additional Important Safety Information, 
please see accompanying Patient Information.
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OCREVUS demonstrated:
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In primary progressive MS, OCREVUS is 
the fi rst and only treatment proven effective.

OCREVUS is given every 6 months.‡
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about OCREVUS.
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PATIENT INFORMATION
OCREVUSTM (oak-rev-us)
(ocrelizumab)
injection, for intravenous use

What is the most important information I should know  
about OCREVUS?
OCREVUS can cause serious side effects, including:
• Infusion reactions: OCREVUS can cause infusion reactions that 

can be serious and require you to be hospitalized. You will be 

monitored during your infusion and for at least 1 hour after each 

infusion of OCREVUS for signs and symptoms of an infusion 

reaction. Tell your healthcare provider or nurse if you get any of 

these symptoms: 

itchy skin 

rash

hives

tiredness

coughing or wheezing

trouble breathing

throat irritation or pain

feeling faint

fever

	redness on your face (flushing)

nausea

headache

swelling of the throat

dizziness

shortness of breath

fatigue 

fast heartbeat

These infusion reactions can happen for up to 24 hours after your 
infusion. It is important that you call your healthcare provider right 

away if you get any of the signs or symptoms listed above after each 

infusion. If you get infusion reactions, your healthcare provider may 

need to stop or slow down the rate of your infusion.

• Infection:
OCREVUS increases your risk of getting upper respiratory tract 

infections, lower respiratory tract infections, skin infections, and 

herpes infections. Tell your healthcare provider if you have an 

infection or have any of the following signs of infection including 

fever, chills, a cough that does not go away, or signs of herpes 

(such as cold sores, shingles, or genital sores). These signs can 

happen during treatment or after you have received your last 

dose of OCREVUS. If you have an active infection, your healthcare 

provider should delay your treatment with OCREVUS until your 

infection is gone.

Progressive Multifocal Leukoencephalopathy (PML): Although 

no cases have been seen with OCREVUS treatment in clinical 

trials, PML may happen with OCREVUS. PML is a rare brain 

infection that usually leads to death or severe disability. Tell your 

healthcare provider right away if you have any new or worsening 

neurologic signs or symptoms. These may include problems with 

thinking, balance, eyesight, weakness on 1 side of your body, 

strength, or using your arms or legs.

Hepatitis B virus (HBV) reactivation: Before starting treatment 

with OCREVUS, your healthcare provider will do blood tests to 

check for hepatitis B viral infection. If you have ever had hepatitis 

B virus infection, the hepatitis B virus may become active again 

during or after treatment with OCREVUS. Hepatitis B virus 

becoming active again (called reactivation) may cause serious 

liver problems including liver failure or death. Your healthcare 

provider will monitor you if you are at risk for hepatitis B virus 

reactivation during treatment and after you stop receiving 

OCREVUS. 

Weakened immune system: OCREVUS taken before or after 

other medicines that weaken the immune system could increase 

your risk of getting infections.

What is OCREVUS?
OCREVUS is a prescription medicine used to treat adults with 

relapsing or primary progressive forms of multiple sclerosis.

It is not known if OCREVUS is safe or effective in children. 

Who should not receive OCREVUS?
• Do not receive OCREVUS if you have an active hepatitis B virus 

(HBV) infection.

• Do not receive OCREVUS if you have had a life threatening allergic 

reaction to OCREVUS. Tell your healthcare provider if you have had 

an allergic reaction to OCREVUS or any of its ingredients in the past. 

See "What are the ingredients in OCREVUS?" for a complete list of 

ingredients in OCREVUS.

Before receiving OCREVUS, tell your healthcare provider about all of 
your medical conditions, including if you:
• have or think you have an infection. See "What is the most 

important information I should know about OCREVUS?"
• have ever taken, take, or plan to take medicines that affect your 

immune system, or other treatments for MS. These medicines could 

increase your risk of getting an infection.

• have ever had hepatitis B or are a carrier of the hepatitis B virus.

• have had a recent vaccination or are scheduled to receive any 

vaccinations. You should receive any required vaccines at least 
6 weeks before you start treatment with OCREVUS. You should 
not receive certain vaccines (called 'live' or 'live attenuated' 

vaccines) while you are being treated with OCREVUS and until your 

healthcare provider tells you that your immune system is no longer 

weakened.

• are pregnant, think that you might be pregnant, or plan to become 

pregnant. It is not known if OCREVUS will harm your unborn baby. 

You should use birth control (contraception) during treatment with 

OCREVUS and for 6 months after your last infusion of OCREVUS. 

• are breastfeeding or plan to breastfeed. It is not known if OCREVUS 

passes into your breast milk. Talk to your healthcare provider about 

the best way to feed your baby if you take OCREVUS.

Tell your healthcare provider about all the medicines you take, 
including prescription and over-the-counter medicines, vitamins, and 

herbal supplements.

How will I receive OCREVUS?
• OCREVUS is given through a needle placed in your vein

(intravenous infusion) in your arm.

• Before treatment with OCREVUS, your healthcare provider will give 

you a corticosteroid medicine and an antihistamine to help reduce 

infusion reactions (make them less frequent and less severe). You 

may also receive other medicines to help reduce infusion reactions. 

See “What is the most important information I should know about 
OCREVUS?”
•	Your first full dose of OCREVUS will be given as 2 separate infusions,

2 weeks apart. Each infusion will last about 2 hours and 30minutes.

• Your next doses of OCREVUS will be given as one infusion every  

6months. These infusions will last about 3 hours and 30minutes.

What are the possible side effects of OCREVUS? 
OCREVUS may cause serious side effects, including:
• See “What is the most important information I should know about 

OCREVUS?”
• Risk of cancers (malignancies) including breast cancer. Follow 

your healthcare provider’s instructions about standard screening 

guidelines for breast cancer.

Most common side effects include infusion reactions and infections. 

See “What is the most important information I should know about 
OCREVUS?”
These are not all the possible side effects of OCREVUS.

Call your doctor for medical advice about side effects. You may report 

side effects to FDA at 1-800-FDA-1088.

General information about the safe and effective use of OCREVUS.
Medicines are sometimes prescribed for purposes other than those 

listed in a Medication Guide. Do not use OCREVUS for a condition 

for which it was not prescribed. Do not give OCREVUS to other 

people, even if they have the same symptoms that you have. It may 

harm them. You can ask your pharmacist or healthcare provider for 

information about OCREVUS that is written for health professionals.

What are the ingredients in OCREVUS?
Active ingredient: ocrelizumab

Inactive ingredients: glacial acetic acid, polysorbate 20, sodium
acetate trihydrate, trehalose dihydrate.

Manufactured by: Genentech, Inc.,  

A Member of the Roche Group,  

1 DNA Way,  

South San Francisco, CA 94080-4990 

U.S. License No. 1048

For more information, go to www.OCREVUS.com or call 

1-844-627-3887. 

This Medication Guide has been approved by the U.S. Food and  

Drug Administration  

Issued: 3/2017

©2017 Genentech USA, Inc. All rights reserved.
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can be serious and require you to be hospitalized. You will be 

monitored during your infusion and for at least 1 hour after each 
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These infusion reactions can happen for up to 24 hours after your 
infusion. It is important that you call your healthcare provider right 

away if you get any of the signs or symptoms listed above after each 

infusion. If you get infusion reactions, your healthcare provider may 

need to stop or slow down the rate of your infusion.
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OCREVUS increases your risk of getting upper respiratory tract 

infections, lower respiratory tract infections, skin infections, and 
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infection or have any of the following signs of infection including 

fever, chills, a cough that does not go away, or signs of herpes 

(such as cold sores, shingles, or genital sores). These signs can 

happen during treatment or after you have received your last 

dose of OCREVUS. If you have an active infection, your healthcare 

provider should delay your treatment with OCREVUS until your 

infection is gone.

Progressive Multifocal Leukoencephalopathy (PML): Although 

no cases have been seen with OCREVUS treatment in clinical 

trials, PML may happen with OCREVUS. PML is a rare brain 

infection that usually leads to death or severe disability. Tell your 

healthcare provider right away if you have any new or worsening 

neurologic signs or symptoms. These may include problems with 

thinking, balance, eyesight, weakness on 1 side of your body, 

strength, or using your arms or legs.

Hepatitis B virus (HBV) reactivation: Before starting treatment 

with OCREVUS, your healthcare provider will do blood tests to 

check for hepatitis B viral infection. If you have ever had hepatitis 

B virus infection, the hepatitis B virus may become active again 

during or after treatment with OCREVUS. Hepatitis B virus 

becoming active again (called reactivation) may cause serious 

liver problems including liver failure or death. Your healthcare 

provider will monitor you if you are at risk for hepatitis B virus 

reactivation during treatment and after you stop receiving 
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Weakened immune system: OCREVUS taken before or after 

other medicines that weaken the immune system could increase 

your risk of getting infections.

What is OCREVUS?
OCREVUS is a prescription medicine used to treat adults with 

relapsing or primary progressive forms of multiple sclerosis.

It is not known if OCREVUS is safe or effective in children. 

Who should not receive OCREVUS?
• Do not receive OCREVUS if you have an active hepatitis B virus 

(HBV) infection.

• Do not receive OCREVUS if you have had a life threatening allergic 

reaction to OCREVUS. Tell your healthcare provider if you have had 

an allergic reaction to OCREVUS or any of its ingredients in the past. 

See "What are the ingredients in OCREVUS?" for a complete list of 

ingredients in OCREVUS.

Before receiving OCREVUS, tell your healthcare provider about all of 
your medical conditions, including if you:
• have or think you have an infection. See "What is the most 

important information I should know about OCREVUS?"
• have ever taken, take, or plan to take medicines that affect your 

immune system, or other treatments for MS. These medicines could 

increase your risk of getting an infection.

• have ever had hepatitis B or are a carrier of the hepatitis B virus.

• have had a recent vaccination or are scheduled to receive any 

vaccinations. You should receive any required vaccines at least 
6 weeks before you start treatment with OCREVUS. You should 
not receive certain vaccines (called 'live' or 'live attenuated' 

vaccines) while you are being treated with OCREVUS and until your 

healthcare provider tells you that your immune system is no longer 

weakened.

• are pregnant, think that you might be pregnant, or plan to become 

pregnant. It is not known if OCREVUS will harm your unborn baby. 
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OCREVUS and for 6 months after your last infusion of OCREVUS. 

• are breastfeeding or plan to breastfeed. It is not known if OCREVUS 

passes into your breast milk. Talk to your healthcare provider about 

the best way to feed your baby if you take OCREVUS.

Tell your healthcare provider about all the medicines you take, 
including prescription and over-the-counter medicines, vitamins, and 

herbal supplements.

How will I receive OCREVUS?
• OCREVUS is given through a needle placed in your vein

(intravenous infusion) in your arm.

• Before treatment with OCREVUS, your healthcare provider will give 

you a corticosteroid medicine and an antihistamine to help reduce 

infusion reactions (make them less frequent and less severe). You 

may also receive other medicines to help reduce infusion reactions. 

See “What is the most important information I should know about 
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•	Your first full dose of OCREVUS will be given as 2 separate infusions,

2 weeks apart. Each infusion will last about 2 hours and 30minutes.

• Your next doses of OCREVUS will be given as one infusion every  

6months. These infusions will last about 3 hours and 30minutes.

What are the possible side effects of OCREVUS? 
OCREVUS may cause serious side effects, including:
• See “What is the most important information I should know about 
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• Risk of cancers (malignancies) including breast cancer. Follow 

your healthcare provider’s instructions about standard screening 

guidelines for breast cancer.

Most common side effects include infusion reactions and infections. 

See “What is the most important information I should know about 
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These are not all the possible side effects of OCREVUS.

Call your doctor for medical advice about side effects. You may report 
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ARE RACING THOUGHTS 
KEEPING YOU UP AT NIGHT?
According to the Calm Clinic, 
“Thoughts are simply thoughts. 
When they are a problem is when 
one of the following occurs: 
 Racing thoughts are preventing 

you from sleeping.
 Racing thoughts are causing 

significant distress.
 Racing thoughts are making  

it harder to focus.
 Racing thoughts are about 

topics that cause you shame.
 Racing thoughts occur with 

other anxiety symptoms.
It’s not the thoughts that are 

dangerous, but how you react  
to them.”

If you struggle to fall asleep 
or wake up often with racing 
thoughts, it’s important to find 
relief. Whether your racing 
thoughts are tied to anxiety or  
a medical condition such as MS  
or side effects of medication, 
there are treatments and 
techniques that can help.  
Turn to page 43 for sleep  
hygiene tips that can help  
keep racing thoughts at bay. 
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Getting a good night’s sleep is essential to staying healthier 
and focusing on daily activities. But about half of those living 

with multiple sclerosis have sleep disorders such as sleep apnea or 
insomnia. These sleep disorders can be caused by the MS itself,  
by the symptoms of MS, or by the medications used to treat MS. 

Lack of healthy sleep can lead to or worsen problems for people 
with MS, including fatigue, cognitive dysfunction (the ability to 
remember, think, focus and solve problems) and mood swings, 
along with physical symptoms such as balance problems, spasticity 
and pain. Among studies on sleep disorders in MS funded by 
the National Multiple Sclerosis Society, researchers are studying 
possible treatments for sleep apnea and insomnia in adults, and 
how sleep habits and physical activity affect disease symptoms  
in children and teens with MS. 

Treatment for obstructive sleep apnea may 
improve cognitive function
Obstructive sleep apnea (OSA) causes poor quality sleep because 
breathing repeatedly stops and starts when the throat muscles 

Sleep tight
Researchers try to find 
ways to help people with 
MS get a good night’s rest.

by Lori De Milto

“A lot of times, sleep 
disturbances in people with MS 
go undiagnosed and untreated 
… [but] sleep problems are 
largely treatable.”  

—CATHERINE F. SIENGSUKON, PhD

Half of those living 
with multiple sclerosis 
have sleep disorders 
such as sleep apnea 
or insomnia. 
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block the airway. Up to 20 percent of all people may have OSA 
and, although large-scale population studies are lacking, recent 
estimates from regional samples suggest that up to 50 percent of 
people with MS may be at risk for OSA. Researchers don’t know 
why OSA is more common in people with MS, but say it may be 
due to damage in areas of the brain that control breathing during 
sleep. Studies on the issue are underway.

In people without MS, OSA is a well-known cause of poor 
cognitive performance. In a study of 38 people with MS, 
Tiffany J. Braley, MD, found that OSA also reduced cognitive 
function, which is already a challenge for many people with MS. 
“Treatments for cognitive function are very limited, but sleep apnea 
is treatable,” says Dr. Braley, assistant professor of neurology and 
director of the Multiple Sclerosis and Clinical Neuroimmunology 
Fellowship Program at the University of Michigan’s Multiple 
Sclerosis and Sleep Disorders Centers.

Now Dr. Braley is studying whether a common treatment for 
OSA, positive airway pressure (PAP), can improve cognitive 
function in people with MS. PAP treatment involves a machine 
that uses mild air pressure to keep the upper airway open during 
sleep, preventing OSA. Studies of people who don’t have MS have 
shown that PAP treatment may improve cognitive function.

In a study being conducted at the University of Michigan, up to 
175 participants with MS and OSA (confirmed by a sleep study) 
will be assigned to immediate PAP treatment or treatment in three 
months. Both groups will have a cognitive test at the start of the 
study and then another test three months later. Researchers will 
compare the two groups. This study is open to new participants. 
For more information about the requirements for joining the study, 
visit https://clinicaltrials.gov/ct2/show/NCT02544373. The 
study started in 2015 and is anticipated to end in 2021.

Cognitive behavioral therapy improves insomnia
Many people with MS deal with chronic insomnia, defined as 
difficulty falling asleep, staying asleep or waking up too early 
three or more nights a week for at least the past three months. In 
earlier research on sleep and MS, Catherine F. Siengsukon, PhD, 
found that poor sleep quality impairs aspects of memory and that 
exercise can relieve daytime sleepiness. Siengsukon is an associate 
professor of physical therapy and rehabilitation science at the 
University of Kansas Medical Center. She is now interested in how 
cognitive behavioral therapy for insomnia (CBT-I), a technique that 
helps people understand the thoughts and feelings that influence 

Tiffany J. Braley, MD, 
recommends talking 
to your primary care 
provider about sleep 
problems and how 
they’re affecting 
your life.

E. Ann Yeh, MD, 
says common sleep 
problems in teens 
can be much worse 
in teens with MS, 
causing severe 
fatigue.
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Researchers 
are determining 
if cognitive 
function can be 
improved by 
treating sleep 
apnea, which 
commonly 
affects people 
with MS.
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their sleep behaviors and teaches them how to avoid behaviors that 
negatively impact their sleep, might be useful in treating insomnia 
in people with MS. 

In an ongoing randomized clinical trial supported by grant 
funding from the National MS Society, Siengsukon is testing the 
use of CBT-I in people with MS and insomnia, comparing: 
 Participants who receive CBT-I.
  Participants who receive either stretching exercises and thinking 

games or education on how to sleep better.
Participants meet with a researcher once a week for six weeks 
to receive either CBT-I or the stretching exercises and thinking 
games. Participants in the education group receive one session  
of education about how to sleep better.

“The CBT for insomnia group had a significant improvement 
in insomnia symptoms, sleep quality and fatigue compared to 
the control groups,” Siengsukon said when reporting preliminary 
results in June 2018 at the Consortium of MS Centers annual 
conference. “We also saw an improvement in sleep self-efficacy: 
the belief that you can change your behavior about sleep.”

Tips for healthy sleep

“A lot of times, sleep disturbances in people 
with MS go undiagnosed and untreated,” says 
Catherine F. Siengsukon, PhD. Both she and 
Tiffany J. Braley, MD, recommend talking to your 
primary care provider or MS specialist about sleep 
problems and how they’re affecting your life. 
“Sleep problems are largely treatable,”  
Dr. Braley adds. Good sleep hygiene is often  
the first step in treating sleep difficulties:
�Go to bed and wake up at the same time  

every day.
�Use the bed only for sleep.
�Limit naps.
�Develop a relaxing bedtime routine to  

wind-down before bedtime.
�Avoid caffeine in the late afternoon and evening.

�Avoid alcohol or nicotine in the evening.
�Avoid screen time close to bedtime.
�Get regular exercise, but since exercising 

close to bedtime can disrupt sleep for 
some people, you may need to exercise 
earlier in the day.
For teens with MS, good sleep hygiene 

is also important, but teens need to be 
motivated to change their behavior.  “We 
have our patients explore the reasons 
they are fatigued or depressed and come 
up with solutions on their own. Kids must 
take ownership of their lives,” says E. Ann 
Yeh, MD. Parents should support good 
sleep hygiene and help their teens take 
ownership of their lives.

Lack of healthy sleep can 
lead to or worsen problems 
for people with MS, including 
fatigue, cognitive dysfunction 
and mood swings, along with 
physical symptoms such as 
balance problems, spasticity 
and pain.
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For information about joining a study for  
sleep apnea, visit clinicaltrials.gov/ct2/ 

show/NCT02544373.Care to comment?   Email us at editor@nmss.org.

Siengsukon is now working on an 
interactive CBT-I for MS app, in 
collaboration with Michelle Drerup, 
PsyD, from the Cleveland Clinic. Drerup 
developed the Go! to SleepSM CBT-I 
app. Users complete an online sleep log 
and get recommendations and activities 
to improve their sleep, along with 
emails, articles, relaxation practices and 
motivational tips. She and Siengsukon 
are modifying the app to create a version 
specifically for people with MS. They 
expect to begin testing it by the end  
of 2018.

Impact of sleep and physical 
activity on MS in youth
As a pediatric neurologist at the Hospital 
for Sick Children in Toronto, E. Ann Yeh, 
MD, knows that common sleep problems 
in teens can be much worse in teens with 
MS, causing severe fatigue. Dr. Yeh is also an associate professor of 
medicine at the University of Toronto and director of the Pediatric 
MS and Neuroinflammatory Disorders Program at the Hospital for 
Sick Children.

In earlier research, Dr. Yeh found that 60 percent of the children 
and teens with MS she studied had sleep problems and that more 
physical activity led to less depression and fatigue. Most of the 
young people in the research were ages 12–18. Now Dr. Yeh is 
conducting a study to learn more about sleep problems in this 
population, and how fatigue and depression are related to sleep 
and physical activity. The study will enroll about 30 young people 
with MS ages 10 to 18, and 30 young people without MS. 

Participants will wear an accelerometer and an Actiwatch at 
home for seven days. Accelerometers monitor movement and 
activity, and Actiwatches measure sleep. Participants will also keep 
a sleep diary and answer questions. The study started in March 
2017 and is scheduled to end in February 2019.

“We hope to learn about the effect of on sleep and other lifestyle 
factors on MS and how can we help youth with MS have better 
lives,” says Dr. Yeh.

Lori De Milto is a Sicklerville, N.J.-based freelance writer.

To learn more about healthy sleep, visit 
nationalMSsociety.org/Living-Well-With-MS/ 

Diet-Exercise-Healthy-Behaviors/Sleep.

“We hope to learn about 
the effect of sleep and other 
lifestyle factors on MS and how 
can we help youth with MS 
have better lives.”

 —E. ANN YEH, MD

In a study of young people, researchers 
found that more physical activity led to 
less depression and fatigue. 
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Frederik Barkhof, MD, has received the National 
Multiple Sclerosis Society and the American 

Academy of Neurology’s 2018 John Dystel Prize for 
Multiple Sclerosis Research for his many years of 
outstanding research in the field of MS, especially in 
advancing the understanding and clinical use of brain 
imaging. Dr. Barkhof is a professor of neuroradiology in 
the Department of Radiology and Nuclear Medicine, 
VU University Medical Center (Amsterdam, The 
Netherlands) and at the Institutes of Neurology and 
Healthcare Engineering, University College London 
(London, UK).

MRI provides the big picture
Dr. Barkhof explains his interest in magnetic 
resonance imaging (MRI) and MS this way: “I want 
to better visualize and understand disease onset and 
mechanisms of progression to facilitate diagnosis 
and drug development. MRI is complementary to 
neuropathology; it has less resolution [of fine details] 
but a better overview with longitudinal observations. 
We sometimes refer to it as the ‘macroscope’ in contrast 
to a microscope’s view of the brain.” 

Frederik Barkhof, MD, has 
advanced the use of MRI 
to understand MS.

by Mary E. King, PhD

A better look
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DESIGN OF MS  
CLINICAL TRIALS 
Dr. Barkhof was also 
instrumental in promoting the 
use of the number of active 
lesions from MRI studies as 
an outcome measure in early 
clinical trials of MS in a series 
of papers published from 
1997 to 2015. “These papers 
represented some of the most 
important contributions leading 
to the use of MRI in clinical trials 
in MS,” Dr. McFarland says. 

Dr. Miller adds: “Dr. Barkhof 
contributed crucially in the 
design of proof-of-concept 
trials in relapsing-remitting 
MS that have expedited the 
delivery of many of the disease 
modifying treatments now 
available for this form of 
the condition. His group has 
provided central MRI analysis 
in numerous clinical trials and 
his work has also given valuable 
insights for monitoring safety 
and efficacy of treatments in 
clinical practice.”

Frederik Barkhof, MD, has advanced the use of MRI to understand MS.

1997–1998 1997–2015

BARKHOF DIAGNOSTIC 
CRITERIA
The value of MRI abnormalities for 
confirming MS diagnosis was first 
described in 1988, says Henry F. 
McFarland, MD, scientist emeritus, 
National Institute of Neurological 
Disorders and Stroke and National 
Institutes of Health. But “the 
next really significant step in 
developing coherent diagnostic 
criteria [occurred] in 1997,” 
when Dr. Barkhof and colleagues 
published a paper explaining the 
predictive value of certain imaging 
measurements that substantially 
increased the accuracy of [MS] 
diagnosis. This paper formed the 
basis for the now well-established 
“Barkhof Criteria” that are widely 
used in clinical practice, Dr. 
McFarland adds. David H. Miller, 
MD, emeritus professor of clinical 
neurology, Queen Square Multiple 
Sclerosis Center, London, adds that 
that these criteria “have been a key 
step in reliably using MRI findings 
to enable an earlier and accurate 
diagnosis of MS.”

MRI allows you to see 
brain structure and 
function and its pathology 
well before symptoms 
occur, Dr. Barkhof explains. 

Searching for novel insights 
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CONTRIBUTIONS
In a letter nominating Dr. Barkhof  
for the Dystel prize, Dr. Miller 
highlights Dr. Barkhof’s work 
in brain imaging. “Frederik 
Barkhof has made an enormous 
contribution to the field of MS 
research,” Dr. Miller wrote.  
“He has developed and 
applied MRI methods that 
have improved the diagnosis 
of MS and facilitated disease 
monitoring in clinical trials, 
which in turn has brought 
forward new treatments for  
the condition. His continuous 
and continuing excellence in  
the application of cutting-edge  
imaging techniques has 
considerably advanced the 
monitoring and understanding 
of MS.”

ADDITIONAL ADVANCES 
IN MRI IMAGING IN MS
Dr. McFarland notes that, as one 
of the few scientists working in 
the field of imaging in MS who is 
trained specifically in radiology, 
Dr. Barkhof has ”a unique 
ability to advance the power 
in MRI imaging by developing 
new imaging techniques … and 
[identifying] the relationship 
between imaging measures and 
pathological changes in tissue.” 

Dr. Barkhof was also senior 
author of a 2016 paper developed 
from a Magnetic Resonance 
Imaging in MS (MAGNIMS) 
workshop that not only reviewed 
the current diagnostic criteria for 
MS but also described the role of 
spinal cord imaging, along with 
diagnostic criteria for children 
and for primary progressive MS, 
according to Dr. McFarland.  

NEXT STEPS
As he looks to the future,  
Dr. Barkhof says that the Dystel 
prize motivates him to continue 
searching for novel insights  
and train the next generation  
of MS researchers.

2016 2017 2018 and 
beyond
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Dr. Barkhof describes what he sees as the most 

important clinical outcome of his research so 
far. “My MRI criteria are used internationally 
[for] earlier diagnosis and treatment of patients 
suspected of MS.” This research has also allowed 
doctors to monitor the progression of specific 
changes in the brain during the course of MS. 
Researchers now apply these criteria to look more 
closely inside the brain at the effects of MS drugs 
under development, he continues.

Passionate about MS research, Dr. Barkhof 
says: “I have always been very visually oriented, 
and radiology allows you to see what causes 
disease. MRI allows you to see brain structure 
and function and its pathology well before 
symptoms occur. I also find the translation of 
MRI changes to genetics, pathology and future 
disability fascinating.”

Dr. Barkhof has made many contributions 
to MS research and clinical care, notes Bruce 
Bebo, PhD, executive vice president, research, 
for the Society. “He is the author of more than 
900 papers as well as a number of books and has 
been named by Thompson-Reuters as one of the 
most influential scientists in the world.” Bebo also 
pointed out that Dr. Barkhof is a strong advocate 
for multidisciplinary collaborations and data 
sharing, as evidenced by his founding role in the 
European consortium known as MRI in Multiple 
Sclerosis (MAGNIMS). 

Mary E. King, PhD, is a freelance  
medical writer in Boulder, Colorado

To learn more about the Dystel Prize, 
visit nationalMSsociety.org/Dystel.

Care to comment?   Email us at editor@nmss.org.

The Dystel Prize

The John Dystel Prize, is awarded annually 
by the Society and the American Academy 
of Neurology. This prestigious honor was 
established by the late Oscar Dystel, a 
member of the Society’s National Board of 
Directors, and his late wife, Marion. They 
established this prize in 1994 prize in honor 
of their son John Jay Dystel, an attorney 
who died from complications of MS. 

Dr. Barkhov’s research has also allowed doctors to 
monitor the progression of specific changes in the 
brain during the course of MS. 
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GILENYA® is the only once-a-day pill* that:  
-  Reduced the number of relapses by 52%  

in a 1-year study in adults vs Avonex®

-  Reduced the number of relapses by 54%  
in a 2-year study in adults vs placebo

As of January 2018, people here have taken GILENYA and have been 
compensated for their time. The patients featured may no longer be 
taking GILENYA today.

INDICATION GILENYA is a prescription medicine used to treat 

relapsing forms of multiple sclerosis (MS) in adults and children 

10 years of age and older.

IMPORTANT SAFETY INFORMATION You should not take 

GILENYA if in the last 6 months you experienced heart attack, 

unstable angina, stroke or mini-stroke (transient ischemic  

attack or TIA), or certain types of heart failure. Do not take 

GILENYA if you have an irregular or abnormal heartbeat 

(arrhythmia), including a heart finding called prolonged QT  

as seen on an ECG, or if you take medicines that change 

your heart rhythm. Do not take GILENYA if you are allergic to 

fingolimod or any of the other ingredients.

More than 255,000 people have been treated with GILENYA worldwide. This includes people in clinical trials and those 

prescribed GILENYA—join them and say, “HEY MS, Take This!”

FOR RELAPSING FORMS OF MULTIPLE SCLEROSIS (MS)

ONE PILL
ONCE A DAY*

Cut MS Relapses by 
MORE THAN HALF

* GILENYA can result in a slow heart rate when first taken. You will be  
observed by a health care professional for at least 6 hours after you take  
your first dose. You may need to repeat this monitoring if you miss a dose  
or are a child who is moving to 0.5 mg from the 0.25 mg dose.

Please see additional Important Safety Information on the next page and 

Brief Summary of Important Product Information on the following pages.

Talk to your health care professional  
to see if GILENYA is right for you.

Visit gilenya.com to learn more.
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IMPORTANT SAFETY INFORMATION
GILENYA® may cause serious side effects such as:

• Slow heart rate, especially after first dose. Adults and children 
will be monitored by a health care professional for at least 6 hours 
after the first dose or after a child takes the first dose of 0.5mg of 
GILENYA when switching from 0.25mg daily dose. Your pulse and 
blood pressure will be checked hourly. You’ll get an ECG before 
and 6 hours after your first dose. If any heart problems arise or 
your heart rate is still low, you’ll continue to be monitored. If 
you have any serious side effects, especially those that require 
treatment with other medicines, or if you have certain types 
of heart problems, or if you’re taking medicines that can affect 
your heart, you’ll be watched overnight. If you experience slow 
heart rate, it will usually return to normal within 1 month. Call 
your doctor, or seek immediate medical attention if you have any 
symptoms of slow heart rate, such as dizziness, tiredness, feeling 
like your heart is beating slowly or skipping beats, or chest pain. 
Symptoms can happen up to 24 hours after the first dose. Do not 
stop taking GILENYA without consulting with your doctor. Call 
your doctor if you miss 1 or more doses of GILENYA—you may 
need to repeat the 6-hour monitoring.

• Increased risk of serious infections, some of which could be life 
threatening and cause death. You should not receive live vaccines 
during treatment with GILENYA and for 2 months after you stop 
taking GILENYA. Vaccines may not work as well when given 
during treatment with GILENYA. 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 to check your white blood cells before 
you start GILENYA. Call your doctor right away if, while taking 
GILENYA or for 2 months after your last dose, you have fever, 
tiredness, body aches, chills, nausea, vomiting, or headache 
accompanied by fever, neck stiffness, sensitivity to light, nausea, 
and/or confusion. These may be symptoms of meningitis.

• Progressive multifocal leukoencephalopathy (PML). PML is a rare 
brain infection that usually leads to death or severe disability. 
If PML happens, it usually happens in people with weakened 
immune systems but has happened in people who do not have 
weakened immune systems. Call your doctor right away if you 
have any new or worsening symptoms of PML that have lasted 
several days, including changes in your thinking or memory, 
changes in your vision, decreased strength, problems with 
balance, weakness on 1 side of your body, loss of coordination in 
your arms and legs, confusion or changes in your personality.

• Macular edema, a vision problem that can cause some of the 
same vision symptoms as an MS attack (optic neuritis), or no 
symptoms. If it happens, 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 is 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.

• Swelling and narrowing of the blood vessels in your brain.  
A condition called PRES (posterior reversible encephalopathy 
syndrome) has happened rarely in adults taking GILENYA. 
Symptoms of PRES usually get better when you stop taking 
GILENYA. However, if left untreated, it may lead to a stroke.  
Call your doctor right away if you experience any symptoms,  
such as sudden severe headache, sudden confusion, seizures,  
or sudden loss of 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.

• Skin cancers including basal and Merkel cell carcinoma and 
melanoma. Tell your doctor if you have any changes in the 
appearance of your skin, including changes in a mole, new 
darkened area in your skin, a sore that does not heal, or growths 
on your skin such as a bump that may be shiny, pearly white,  
skin colored, or pink. While taking GILENYA, limit the amount  
of time you spend in sunlight and ultraviolet (UV) light as well 
as use sunscreen with a high sun protection factor and wear 
protective clothing.

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. It is not known if GILENYA passes into 
breast milk. Talk to your doctor about the best way to feed your 
baby if you take GILENYA. A pregnancy registry is available for 
women who become pregnant during GILENYA treatment. For more 
information, contact the GILENYA Pregnancy Registry by calling 
Quintiles at 1-877-598-7237, by e-mailing gpr@quintiles.com, or by 
going to www.gilenyapregnancyregistry.com. 

Tell your doctor about all your medical conditions, including if you 
had or now have an irregular or abnormal heartbeat; stroke or 
mini-stroke; heart problems; a history of repeated fainting; a fever 
or infection, or if you are unable to fight infections due to a disease 
or are taking medicines that lower your immune system, including 
corticosteroids, or have taken them in the past; eye problems; 
diabetes; breathing or liver problems; or uncontrolled high blood 
pressure. Also tell your doctor if you have had chicken pox or have 
received the chicken pox vaccine. Your doctor may test for the 
chicken pox virus, and you may need to get the full course of the 
chicken pox vaccine and wait 1 month before starting GILENYA. 
Children 10 years and older should complete their vaccination 
schedule before starting GILENYA.

If you take too much GILENYA, call your doctor or go to the nearest 
hospital emergency room right away.

Tell your doctor about all the medicines you take or have recently 
taken, including prescription and over-the-counter medicines, 
vitamins, and herbal supplements. 

The most common side effects with GILENYA were headache, 
abnormal liver tests, diarrhea, cough, flu, sinusitis, back pain, 
abdominal pain, and pain in arms or legs.

In the pediatric study:

• The safety in children 10 years and older receiving GILENYA was 
similar to that seen in adults.

• The rate of seizures was higher in GILENYA-treated patients 
compared to that of a leading injectable.

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)

Please see Brief Summary of Important Product Information on next pages.
GILENYA is a registered trademark of Novartis AG. 
Avonex is a registered trademark of Biogen. © 2018 Novartis 6/18 T-GYA-1359199
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BRIEF SUMMARY

IMPORTANT FACTS ABOUT GILENYA® (fingolimod) capsules 

The risk information provided here is not comprehensive. If you are 
the parent of a child who is being treated with GILENYA, the following 
information applies to your child. This information does not take  
the place of talking to your doctor about your medical condition or  
your treatment. 

To learn more about GILENYA, talk to your doctor or pharmacist.  
For more information and to obtain the FDA-approved product labeling, 
call 1-800-GILENYA (1-800-445-3692) or visit www.GILENYA.com.

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 called an electrocardiogram (ECG) 
before you take your first dose of GILENYA.

All adults and children will be observed by a health care professional 
for at least 6 hours after taking their first dose of GILENYA. Children 
should also be observed by a health care professional for at least  
6 hours after taking their first dose of 0.5 mg of GILENYA when 
switching from the 0.25 mg dose.

After you take your first dose of GILENYA and after a child takes their 
first dose of 0.5 mg of GILENYA when switching from the 0.25 mg dose:

• Your pulse and blood pressure should be checked every hour

• You should be observed by a health care 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 

° chest pain

• 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 observed

• 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 observed overnight. You will 
also be observed 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 taking certain 
types of medicines that can affect your heart, you will be observed 
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 hospital 
emergency room right away if you have any symptoms of a slow  
heart rate.

If you miss 1 or more doses of GILENYA, you may need to be observed 
by a health care professional when you take your next dose.  
Call your doctor if you miss a dose of GILENYA. See “How should I  
take GILENYA?”

2. Infections. GILENYA can increase your risk of serious infections that 
can be life-threatening and cause death. You should not receive live 
vaccines during treatment with GILENYA and for 2 months after you 
stop taking GILENYA. Talk to your doctor before you receive a vaccine 
during treatment and for 2 months after treatment with GILENYA. If 
you receive a live vaccine, you may get the infection the vaccine was 
meant to prevent. Vaccines may not work as well when given during 
treatment with GILENYA.

GILENYA lowers the number of white blood cells (lymphocytes) in your 
blood. This will usually go back to normal within 2 months of stopping 
treatment. Your doctor may do a blood test to check your white blood 
cells before you start taking GILENYA. Call your doctor right away if 
you have any of these symptoms of an infection during treatment with 
GILENYA and for 2 months after your last dose of GILENYA: 

• fever • vomiting 
• tiredness • headache with fever, neck stiffness, sensitivity
• body aches to light, nausea, or confusion (these may be 
• chills symptoms of meningitis, an infection of the 
• nausea lining around your brain and spine)

3. Progressive multifocal leukoencephalopathy (PML). PML is a  
rare brain infection that usually leads to death or severe disability.  
If PML happens, it usually happens in people with weakened immune 
systems but has happened in people who do not have weakened  
immune systems. Symptoms of PML get worse over days to weeks. 
Call your doctor right away if you have any new or worsening symptoms 
of PML, that have lasted several days, including: 
• weakness on 1 side of • problems with balance 

your body • changes in your vision
• loss of coordination in • changes in your thinking or memory 

your arms and legs • confusion
• decreased strength • changes in your personality

4. A problem with your vision called macular edema. Macular edema 
can cause some of the same vision symptoms as a multiple sclerosis (MS) 
attack (optic neuritis). You may not notice any symptoms with macular 
edema. If macular edema happens, it 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 is 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 • sensitivity to light  

the center of your vision • unusually colored (tinted) vision
• a blind spot in the  

center of your vision

What is GILENYA?

GILENYA is a prescription medicine used to treat relapsing forms of multiple 
sclerosis (MS) in adults and children 10 years of age and older.

It is not known if GILENYA is safe and effective in children under  
10 years of age.

Who should not take GILENYA?

Do not take GILENYA if you:

• have had a heart attack, unstable angina, stroke or mini-stroke 
(transient ischemic attack or TIA) 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.

• are allergic to fingolimod or any of the ingredients in GILENYA. See 
the end of this leaflet for a complete list of ingredients in GILENYA. 
Symptoms of an allergic reaction may include: rash, itchy hives, or 
swelling of the lips, tongue or face.

Talk to your doctor before taking GILENYA if you have any of these  
conditions or do not know if you have any of these conditions. 

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 mini-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 due  
to a disease or take or have taken medicines that lower your  
immune system.

• recently received a vaccine or are scheduled to receive a vaccine.

• 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 full course of the vaccine for chicken pox and then wait 1 
month before you start taking GILENYA.

• your child has completed his or her vaccination schedule. Your child 
needs to have completed his or her vaccination schedule before 
starting treatment with GILENYA.

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

• diabetes.

• breathing problems, including during your sleep.

• liver problems.

• high blood pressure.

• types of skin cancer called basal cell carcinoma (BCC)  
or melanoma.

• are pregnant or plan to become pregnant. GILENYA may harm your 
unborn baby. Talk to your doctor if you are pregnant or are planning 
to become pregnant.
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° 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 pregnant 
while taking GILENYA, talk to your doctor about registering 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, contact the GILENYA Pregnancy Registry  
by calling Quintiles at 1-877-598-7237, by sending an email to  
gpr@quintiles.com, or go to www.gilenyapregnancyregistry.com.

• are breastfeeding or plan to breastfeed. It is not known if GILENYA 
passes into your breast milk. Talk to your doctor about the best way 
to feed your baby if you take GILENYA.

Tell your doctor about all the medicines you take or have recently taken, 
including prescription and over-the-counter medicines, vitamins, and 
herbal supplements.

Especially tell your doctor if you take medicines that affect your  
immune system, including corticosteroids, or have taken them in  
the past.

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.

How should I take GILENYA? 
• Adults and children will be observed by a health care professional  

for at least 6 hours after taking their first dose of GILENYA.  
Children should also be observed by a health care professional for at 
least 6 hours after taking their first dose of 0.5 mg of GILENYA when 
switching from the 0.25 mg dose. See “What is the most important 
information I should know about GILENYA?” 

• Take GILENYA exactly as your doctor tells you to take it.

• Take GILENYA 1 time each day.

• If you take too much GILENYA, call your doctor or go to the nearest 
hospital emergency room right away.

• Take GILENYA with or without food.

• Do not stop taking GILENYA without talking with your  
doctor first.

• Call your doctor right away if you miss a dose of GILENYA. You may 
need to be observed by a health care professional for at least 6 
hours when you take your next dose. If you need to be observed by a 
health care professional when you take your next dose of GILENYA 
you will have:

° an ECG before you take your dose 

° hourly pulse and blood pressure measurements after you take 
the dose 

° an ECG 6 hours after your dose 

• 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 ob-
served overnight by a health care professional in a medical facility 
after you take your dose of GILENYA. 

• If you have serious side effects after taking a dose of GILENYA, 
especially those that require treatment with other medicines, you 
will stay in the medical facility to be observed overnight. If you 
were observed overnight, you will also be observed for any serious 
side effects for at least 6 hours after you take your second dose of 
GILENYA. See “What is the most important information I should 
know about GILENYA?”

What are possible side effects of GILENYA? 
GILENYA can cause serious side effects, including:

• See “What is the most important information I should know about 
GILENYA?”

• swelling and narrowing of the blood vessels in your brain. A 
condition called PRES (Posterior Reversible Encephalopathy 
Syndrome) has happened rarely in adults taking GILENYA. 
Symptoms of PRES usually get better when you stop taking 
GILENYA. However, if left untreated, it may lead to a stroke. Call 
your doctor right away if you have any of the following symptoms:

° sudden severe headache

° sudden confusion

° sudden loss of vision or other changes in your vision

° seizure

• breathing problems. Some people who take GILENYA have  
shortness of breath. Call your doctor right away if you have new  
or worsening breathing problems.

• 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 ° loss of appetite

° vomiting ° your skin or the whites of your

° stomach pain eyes turn yellow

° tiredness ° dark urine

• increased blood pressure. Your doctor should check your blood 
pressure during treatment with GILENYA. 

• types of skin cancer called basal cell carcinoma (BCC)  
and melanoma. Tell your doctor if you have any changes in the  
appearance of your skin, including changes in a mole, a new  
darkened area on your skin, a sore that does not heal, or growths  
on your skin such as a bump that may be shiny, pearly white, 
skin-colored, or pink. Your doctor should check your skin for any 
changes during treatment with GILENYA. Limit the amount of time 
you spend in sunlight and ultraviolet (UV) light. Wear protective 
clothing and use a sunscreen with a high sun protection factor.

• allergic reactions. Call your doctor if you have symptoms of an 
allergic reaction, including a rash, itchy hives, or swelling of the 
lips, tongue or face. 

The most common side effects of GILENYA include:

• headache • inflammation of the sinuses (sinusitis)
• abnormal liver tests • back pain
• diarrhea • stomach-area (abdominal) pain
• cough • pain in arms or legs
• flu

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.

Keep GILENYA and all medicines out of the reach of children.

General information about the safe and effective use of GILENYA.

Medicines are sometimes prescribed for purposes other than those 
listed here. Do not use GILENYA for a condition for which it was not 
prescribed. Do not give GILENYA to other people, even if they have 
the same symptoms that you have. It may harm them. This document 
summarizes the most important information about GILENYA. If you 
would like more information, talk with your doctor. You can ask your 
doctor or pharmacist for information about GILENYA that is written for 
health professionals.

What are the ingredients in GILENYA? 
0.25 mg capsules

Active ingredient: fingolimod

Inactive ingredients: mannitol, hydroxypropyl cellulose, hydroxypropyl 
betadex, magnesium stearate, gelatin, titanium dioxide, yellow iron 
oxide.

0.5 mg capsules

Active ingredient: fingolimod hydrochloride

Inactive ingredients: mannitol, magnesium stearate, gelatin, titanium 
dioxide, yellow iron oxide.
GILENYA is a registered trademark of Novartis AG.

Manufactured by: Novartis Pharma Stein AG, Stein, Switzerland

Distributed by: Novartis Pharmaceuticals Corporation, East Hanover, New Jersey 07936

© Novartis

For more information, go to www.pharma.US.Novartis.com or call 1-888-669-6682.
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Building relationships 

Diagnosed with multiple sclerosis in 1999, 
Calvin Stroud was symptom-free for  

the first eight or nine years of living with  
the disease. “No one could tell unless I told 
them,” says Stroud of Montgomery County, 
Maryland. But in 2012, he began to have 
trouble with mobility and turned to a fold-up 
cane for help. “Then, I started to have more 
falls with a cane. By late 2013, I started to 
use a rollator (a walker with four wheels), but 
I even had falls using that.” Today, he uses a 
motorized wheelchair.

Yet, even now, coming to terms with using 
assistive devices is what Stroud calls “a work  
in progress.”

For people living with MS, assistive devices 
can make a big difference in staying active.  
But learning to accept them can also be  
a big challenge.

“I worked for more than 20 years in the 
MS world, and people have many reasons 
for not wanting to employ assistive devices,” 

On
Assistive devices can help people with MS 
stay active. But learning to accept them can 
be a challenge.

by James Townsend

themove
Gina Daddazio 
(above)  
participates in 
MuckFest Philly 
2017 with the help 
of her cane.

After experiencing 
falls while using a 
cane and rollator, 
Calvin Stroud (left) 
now uses a power 
wheelchair.
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says occupational therapist Nancy 
Lowenstein, clinical associate professor 
at Boston University College of Health & 
Rehabilitation Sciences: Sargent College. 
“They may be young, for instance, and don’t 
want to be thought of as needing a device.” 
Some of her clients thought that even 
using devices in private, such as a shower 
seat, was like giving in to the disease. 
“Sometimes family members discourage  
the use of assistive devices too for this 
reason,” Lowenstein says. “But to remain  
as active as you can be, you have to save 
your energy, and assistive devices are 
important tools for this.”

Adapting to changing needs
It’s a point that Alexius Sandoval, MD, 
medical director of the Multiple Sclerosis 
Rehabilitation Program at Johns Hopkins 
University, also emphasizes. “When you 
have MS, particularly more progressive  
MS, you may have a limited amount of 
energy, which like a bank account, must  
be used wisely. Using an assistive device 
can significantly decrease the amount  
of energy you use to accomplish tasks.”  
Dr. Sandoval is a physiatrist, a specialist in 
treatments for the neuromusculoskeletal 
system. He works with a team of physical, 
occupational and speech therapists, as 
well as psychologists and neurologists, 
to provide a multidisciplinary approach 
and individualized treatment for each 
patient. “MS is a moving target,” he says, 
“and individuals with MS have to adapt to 
changing needs as new challenges arise. 

“Some individuals with more progressive 
MS may be in denial that they need an 
assistive device,” Dr. Sandoval continues. 
“I’ve had some patients completely opposed 
to it, but coming from a rehab perspective, 
the patient’s safety is my paramount 
concern. I ask them to walk, and if I see 
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To learn more go to: 
nationalMSsociety.
org/Living-Well-

With-MS/Work-and-
Home/Increasing-

Accessibility.

them dragging a foot, I ask if it has caused 
them to trip or fall, or if by the end of 
the day they have a hard time walking. 
One technique to help them overcome 
resistance to assistive devices is to let them 
see, hold and try the device. For instance, 
I let the patient try on a leg brace. Many 
of these are very lightweight and thin, and 
a number of them can be worn discreetly 
underneath their clothing,” he says.  

“One problem with MS is that it is largely 
an invisible disease,” says Albuquerque, 
New Mexico, resident Caitlin Anderson, 
52, who was diagnosed with MS in 2006. 
“Oftentimes you wouldn’t have a clue that I 
have it until you see me try to walk.” 

People living with MS sometimes feel the 
sting of judgment from others. Diagnosed 
in 2008, Gina Daddazio, 39, of West 
Chester, Pennsylvania, is married and the 
mother of two young children. She and her 
family recently visited Universal Studios in 
Orlando, Florida. “I used a rental scooter 
in the park. It was challenging,” she says. 
“I don’t appear to not be normal, and I 
overheard people make fun of people using 
scooters. It took me a while to adjust to 
this sort of thing, but it’s a choice I have to 
make if I want to remain active.” 

The big difference: attitude
Coming to terms with how and why 
assistive devices may be useful for you 
is different for everyone. For Anderson 

humor has been a great ally. “If you don’t 
have a sense of humor, it is going to be a 
long road.” At first, she insisted on only 
using what she calls a “sexy REI walking 
stick.” As she needed sturdier support, she 
graduated to “pretty canes,” and a bright 
blue ankle/foot orthotic painted with 
butterflies that she sometimes uses. When 
eventually she needed a scooter, she says: 
“We named it Zippy and blinged it out 
with stickers. I’m approachable. People ask 
questions and I become an ambassador for 
any device I’m using. Kids will come up and 
talk to me about the ankle/foot orthotic, 
and I’ll say things like, ‘Sometimes my brain 
doesn’t talk to my legs!’” 

Anderson says she applied in 2013 to 
get on a waiting list for a service dog and 
waited more than four years before being 
selected. Though probably not technically 
an assistive device, Sunshine, half Golden 
Retriever and half English Labrador, has 
now been Anderson’s constant companion 
for more than a year. Sunshine flies with 
her and picks up things for her when 
she can’t feel her hands. “Sunshine loves 
movies, too, and will even get me popcorn.” 

Daddazio says she came to terms with 
needing a cane after she fell while holding 
her son in her arms and later hurt herself 
on a bike. “It was a lesson I needed,” she 
says. “I’ve learned to accept [assistive 
devices] because they are what get me 
out of the house.” And she gets out of the 
house a lot, leading TRX exercise classes 
for others with MS since September 2017. 
“[TRX] involves resistance training for the 
total body, using straps and one’s own body 
weight to control exercise, either seated or 
standing. Some people have their walkers 
or wheelchairs with them, and we do things 
to increase range of motion and strengthen 
the arms, such as reaching as high  
as possible.”

Caitlin Anderson and her service dog, 
Sunshine. Anderson was on a waiting list 
for four years before receiving Sunshine, 
who is now her constant companion.

Gina Daddazio and her husband at 
MuckFest Philly 2018. Daddazio came 
to terms with using a cane after falling 
as well as hurting herself on a bike.
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Care to comment?   Email us at editor@nmss.org.

Her cane is also stylish. “People are 
going to stare at you one way or another,” 
she says, “and the cane is a psychological 
tool, as well. It helps me keep moving 
and keep smiling.” And although she says 
being diagnosed three days before her first 
wedding anniversary was sad, “now it’s a 
celebration.” Having her two children after 
being diagnosed has helped her realize 
she has to be an example for them and 
for others in the group. “Using assistive 
devices,” she says, “is not about feeling 
sorry for yourself, but about managing 
the disease.” 

When Stroud began to realize that driving 
a car had become dangerous, he says he 
became “a little despondent that I’d lose 
some of my independence. But I was 
able to get another humongous assistive 
device: a vehicle with hand controls for 
steering, braking and acceleration, and a 
motorized transfer seat,” to move in and out 
of the vehicle. “It was a game changer!” he 
says. Getting remarried in 2016 was a big 
psychological boost and helped him figure 
out his choices. “I was having more falls, 
losing strength in my legs, and experiencing 
a lot of fatigue. My wife, who is a social 
worker in a hospital, really gave me a kick 
in the pants. She said, ‘You can’t keep doing 
this!’ So I started using the power chair 
around the house and, as of April 2018,  
I’ve now been to physical therapy three 
times. Also, I’ve just finished aquatic 
therapy, which has really helped me  
regain muscle strength.”

Dr. Sandoval says that people with MS 
often will minimize their problems, so it 
can be helpful if a family member comes 
to therapy with them. “The patient may say 
that they only fell once, while the family 
member might remind them that it was 
really 10 times. And I can ask the family 
member how much assistance they have 

to provide for the patient. That kind of 
feedback can help the patient realize the 
need for these devices.”

A world of helpful tools
Countless other devices are on the market 
and can be useful to help with even small 
tasks. There are long-handled grabbers to 
pick things up from hard-to-reach places, 
kitchen devices to open bottles and cans, 
bathroom devices to increase safety in the 
shower or bath, leg lifters and adjustable 
beds, e-tablets on which users can trace 
the letters they want to type and, of course, 
numerous devices to help with mobility.

The first thing people with MS might 
need, however, is to weigh the options and 
this may lead to acceptance and increased 
use of assistive devices. “To be honest,” 
Daddazio says, “no one loves needing 
something to get around, but you don’t 
want to be locked up in your house.” 

James Townsend is a freelance  
writer in Boulder, Colorado. 

Gina Daddazio 
(right) leads TRX 
exercise classes 
for others with 
MS. TRX involves 
resistance training 
for the whole 
body, using straps 
and one’s own 
body weight to 
control exercise.
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invisible and  
 ever-changing.

MS is

drop the 
beat.   

I won’t

Chloe
DJ. Musician. 
Diagnosed in 1998.

Explore powerful 
stories of people doing 
whatever it takes at 
nationalMSsociety.org/
chloe
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WHAT IS LEMTRADA?

LEMTRADA is a prescription medicine used to treat adults with relapsing forms of 
multiple sclerosis (MS). Because of its risks, LEMTRADA is generally used in people who 
have tried 2 or more MS medicines that have not worked well enough. It is not known if 
LEMTRADA is safe and effective for use in children under 17 years of age.

IMPORTANT SAFETY INFORMATION

LEMTRADA can cause serious side effects including:

Serious autoimmune problems: Some people receiving LEMTRADA develop a condition 
where the immune cells in your body attack other cells or organs in the body (autoimmunity), 
which can be serious and may cause death. Serious autoimmune problems may include: 

• Immune thrombocytopenia, which is when reduced platelet counts in your blood cause 
severe bleeding that, if not treated, may cause life-threatening problems. Call your 
healthcare provider right away if you have any of the following symptoms: easy bruising; 
bleeding from a cut that is hard to stop; heavier menstrual periods than normal; bleeding 
from your gums or nose that is new or takes longer than usual to stop; small, scattered 
spots on your skin that are red, pink, or purple

• Kidney problems called anti-glomerular basement membrane disease, which can, if 
untreated, lead to severe kidney damage, kidney failure that needs dialysis, a kidney 
transplant, or death. Call your healthcare provider right away if you have any of the 
following symptoms: blood in the urine (red or tea-colored urine); swelling of legs or 
feet; coughing up blood 

It is important for you to have blood and urine tests before you receive, while you are receiving 
and every month, for 4 years or longer, after you receive your last LEMTRADA infusion.  

Serious infusion reactions: LEMTRADA can cause serious infusion reactions that may 
cause death. Serious infusion reactions may happen while you receive, or up to 24 hours 
or longer after you receive LEMTRADA. 

Join the many others who asked their healthcare providers about 
LEMTRADA. Learn more at Lemtrada.com

We all face the obstacles of relapsing MS  
the same way: with determination.

Please see continued Important Safety Information and 
Medication Guide, including serious side effects, on adjacent 
pages and full Prescribing Information on Lemtrada.com.

• You will receive your infusion at a healthcare facility with equipment and staff trained to 
manage infusion reactions, including serious allergic reactions, and urgent heart or breathing 
problems. You will be watched while you receive, and for 2 hours or longer after you receive, 
LEMTRADA. If a serious infusion reaction happens while you are receiving LEMTRADA, your 
infusion may be stopped.

Tell your healthcare provider right away if you have any of the following symptoms of a 
serious infusion reaction during the infusion, and after you have left the healthcare facility: 

• swelling in your mouth 
or throat

• trouble breathing 

• weakness
• fast, slow, or irregular heartbeat

• chest pain
• rash

ADVERTISEMENT ADVERTISEMENT

To lower your chances of getting a serious infusion reaction, your healthcare provider will 
give you a medicine called corticosteroids before your first 3 infusions of a treatment 
course. You may also be given other medicines before or after the infusion to try to reduce 
your chances of having these reactions or to treat them after they happen.

Certain cancers: Receiving LEMTRADA may increase your chance of getting some kinds 
of cancers, including thyroid cancer, skin cancer (melanoma), and blood cancers called 
lymphoproliferative disorders and lymphoma. Call your healthcare provider if you have the 
following symptoms that may be a sign of thyroid cancer:

• new lump
• swelling in your neck

• pain in front of neck
• hoarseness or other voice 

changes that do not go away

• trouble swallowing
or breathing

• cough that is not caused
by a cold
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Tell your healthcare provider right away if you have any of the following symptoms of a 
serious infusion reaction during the infusion, and after you have left the healthcare facility: 

• swelling in your mouth 
or throat

• trouble breathing 

• weakness
• fast, slow, or irregular heartbeat

• chest pain
• rash

ADVERTISEMENT ADVERTISEMENT

To lower your chances of getting a serious infusion reaction, your healthcare provider will 
give you a medicine called corticosteroids before your first 3 infusions of a treatment 
course. You may also be given other medicines before or after the infusion to try to reduce 
your chances of having these reactions or to treat them after they happen.

Certain cancers: Receiving LEMTRADA may increase your chance of getting some kinds 
of cancers, including thyroid cancer, skin cancer (melanoma), and blood cancers called 
lymphoproliferative disorders and lymphoma. Call your healthcare provider if you have the 
following symptoms that may be a sign of thyroid cancer:

• new lump
• swelling in your neck

• pain in front of neck
• hoarseness or other voice 

changes that do not go away

• trouble swallowing
or breathing

• cough that is not caused
by a cold
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Have your skin checked before you start receiving LEMTRADA and each year while you are 
receiving treatment to monitor for symptoms of skin cancer. 

Because of risks of autoimmunity, infusion reactions, and some kinds of cancers, LEMTRADA 
is only available through a restricted program called the LEMTRADA Risk Evaluation and 
Mitigation Strategy (REMS) Program.

Do not receive LEMTRADA if you are infected with human immunodeficiency virus (HIV).

Thyroid problems: Some patients taking LEMTRADA may get an overactive thyroid 
(hyperthyroidism) or an underactive thyroid (hypothyroidism). Call your healthcare provider if 
you have any of these symptoms: 

• excessive sweating
• unexplained 

weight loss

• eye swelling
• nervousness 
• fast heartbeat

• unexplained weight gain
• feeling cold
• worsening tiredness
• constipation

Low blood counts (cytopenias): LEMTRADA may cause a decrease in some types of blood 
cells. Some people with these low blood counts have increased infections. Call your doctor 
right away if you have symptoms of cytopenias such as:

• weakness
• chest pain

• yellowing of the skin or
whites of the eyes (jaundice) 

• dark urine
• fast heartbeat

Serious infections: LEMTRADA may cause you to have a serious infection while you receive 
and after receiving a course of treatment. Serious infections may include:

• Herpes viral infections. Some people taking LEMTRADA have an increased chance of 
getting herpes viral infections. Take any medicines as prescribed by your healthcare 
provider to reduce your chances of getting these infections.

• Tuberculosis. Your healthcare provider should check you for tuberculosis before you 
receive LEMTRADA.

• Hepatitis. People who are at high risk of, or are carriers of, hepatitis B (HBV) or hepatitis C 
(HCV) may be at risk of irreversible liver damage.

• Listeria. People who receive LEMTRADA have an increased chance of getting a bacterial 
infection called listeria, which can lead to significant complications or death. Avoid foods 
that may be a source of listeria or make sure foods that may contain listeria are heated 
well. 

These are not all the possible infections that could happen while on LEMTRADA. 
Call your healthcare provider right away if you have symptoms of a serious infection 
such as fever or swollen glands. Talk to your healthcare provider before you get 
vaccinations after receiving LEMTRADA. Certain vaccinations may increase your 
chances of getting infections.

Inflammation of the gallbladder without gallstones (acalculous cholecystitis): 
LEMTRADA may increase your chance of getting inflammation of the gallbladder 
without gallstones, a serious medical condition that can be life-threatening. Call your 
healthcare provider right away if you have any of the following symptoms:

• stomach pain or discomfort        • fever       • nausea or vomiting

IMPORTANT SAFETY INFORMATION (continued)
Swelling of lung tissue (pneumonitis): Some people have had swelling of the lung 
tissue while receiving LEMTRADA. Call your healthcare provider right away if you have 
the following symptoms:

• shortness of breath
• cough

• wheezing
• chest pain or tightness

• coughing up blood

Before receiving LEMTRADA, tell your healthcare provider if you:  
• are taking a medicine called Campath® (alemtuzumab)
• have bleeding, thyroid, or kidney problems
• have HIV
• have a recent history of infection
• have received a live vaccine in the past 6 weeks before receiving LEMTRADA or plan 

to receive any live vaccines. Ask your healthcare provider if you are not sure if your 
vaccine is a live vaccine

• are pregnant or plan to become pregnant. LEMTRADA may harm your unborn baby.  
You should use birth control while receiving LEMTRADA and for 4 months after your 
course of treatment

• are breastfeeding or plan to breastfeed. You and your healthcare provider should 
decide if you should receive LEMTRADA or breastfeed. You should not do both.

Tell your healthcare provider about all the medicines you take, including prescription 
and over-the-counter medicines, vitamins, and herbal supplements. LEMTRADA 
and other medicines may affect each other, causing side effects. Especially tell your 
healthcare provider if you take medicines that increase your chance of getting infections, 
including medicines used to treat cancer or to control your immune system.

The most common side effects of LEMTRADA include:

• rash
• headache
• thyroid 

problems
• fever
• swelling of 

your nose 
and throat

• nausea
• urinary tract 

infection
• feeling tired
• trouble sleeping
• upper 

respiratory 
infection

• herpes viral 
infection

• hives
• itching
• fungal 

infection
• joint pain

• pain in your arms 
or legs

• back pain
• diarrhea
• sinus infection
• mouth pain 

or sore throat
• tingling sensation

• dizziness
• stomach 

pain
• sudden 

redness in 
face, neck, 
or chest

• vomiting

Tell your healthcare provider if you have any side effect that bothers you or that does not 
go away. These are not all the possible side effects of LEMTRADA.

You are encouraged to report side effects of prescription drugs to the FDA. 
Visit www.fda.gov/medwatch or call 1-800-FDA-1088.

Please see Medication Guide, including serious side effects, on adjacent pages 
and full Prescribing Information on Lemtrada.com.

Register for more information at Lemtrada.com, or speak to an MS One to One® Nurse at 1-855-676-6326

© 2018 Genzyme Corporation.  All rights reserved. 
LEMTRADA, MS One to One, Sanofi and Genzyme registered in U.S. Patent and Trademark Office.
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Have your skin checked before you start receiving LEMTRADA and each year while you are 
receiving treatment to monitor for symptoms of skin cancer. 

Because of risks of autoimmunity, infusion reactions, and some kinds of cancers, LEMTRADA 
is only available through a restricted program called the LEMTRADA Risk Evaluation and 
Mitigation Strategy (REMS) Program.

Do not receive LEMTRADA if you are infected with human immunodeficiency virus (HIV).

Thyroid problems: Some patients taking LEMTRADA may get an overactive thyroid 
(hyperthyroidism) or an underactive thyroid (hypothyroidism). Call your healthcare provider if 
you have any of these symptoms: 

• excessive sweating
• unexplained 

weight loss

• eye swelling
• nervousness 
• fast heartbeat

• unexplained weight gain
• feeling cold
• worsening tiredness
• constipation

Low blood counts (cytopenias): LEMTRADA may cause a decrease in some types of blood 
cells. Some people with these low blood counts have increased infections. Call your doctor 
right away if you have symptoms of cytopenias such as:

• weakness
• chest pain

• yellowing of the skin or
whites of the eyes (jaundice) 

• dark urine
• fast heartbeat

Serious infections: LEMTRADA may cause you to have a serious infection while you receive 
and after receiving a course of treatment. Serious infections may include:

• Herpes viral infections. Some people taking LEMTRADA have an increased chance of 
getting herpes viral infections. Take any medicines as prescribed by your healthcare 
provider to reduce your chances of getting these infections.

• Tuberculosis. Your healthcare provider should check you for tuberculosis before you 
receive LEMTRADA.

• Hepatitis. People who are at high risk of, or are carriers of, hepatitis B (HBV) or hepatitis C 
(HCV) may be at risk of irreversible liver damage.

• Listeria. People who receive LEMTRADA have an increased chance of getting a bacterial 
infection called listeria, which can lead to significant complications or death. Avoid foods 
that may be a source of listeria or make sure foods that may contain listeria are heated 
well. 

These are not all the possible infections that could happen while on LEMTRADA. 
Call your healthcare provider right away if you have symptoms of a serious infection 
such as fever or swollen glands. Talk to your healthcare provider before you get 
vaccinations after receiving LEMTRADA. Certain vaccinations may increase your 
chances of getting infections.

Inflammation of the gallbladder without gallstones (acalculous cholecystitis): 
LEMTRADA may increase your chance of getting inflammation of the gallbladder 
without gallstones, a serious medical condition that can be life-threatening. Call your 
healthcare provider right away if you have any of the following symptoms:

• stomach pain or discomfort        • fever       • nausea or vomiting

IMPORTANT SAFETY INFORMATION (continued)
Swelling of lung tissue (pneumonitis): Some people have had swelling of the lung 
tissue while receiving LEMTRADA. Call your healthcare provider right away if you have 
the following symptoms:

• shortness of breath
• cough

• wheezing
• chest pain or tightness

• coughing up blood

Before receiving LEMTRADA, tell your healthcare provider if you:  
• are taking a medicine called Campath® (alemtuzumab)
• have bleeding, thyroid, or kidney problems
• have HIV
• have a recent history of infection
• have received a live vaccine in the past 6 weeks before receiving LEMTRADA or plan 

to receive any live vaccines. Ask your healthcare provider if you are not sure if your 
vaccine is a live vaccine

• are pregnant or plan to become pregnant. LEMTRADA may harm your unborn baby.  
You should use birth control while receiving LEMTRADA and for 4 months after your 
course of treatment

• are breastfeeding or plan to breastfeed. You and your healthcare provider should 
decide if you should receive LEMTRADA or breastfeed. You should not do both.

Tell your healthcare provider about all the medicines you take, including prescription 
and over-the-counter medicines, vitamins, and herbal supplements. LEMTRADA 
and other medicines may affect each other, causing side effects. Especially tell your 
healthcare provider if you take medicines that increase your chance of getting infections, 
including medicines used to treat cancer or to control your immune system.

The most common side effects of LEMTRADA include:

• rash
• headache
• thyroid 

problems
• fever
• swelling of 

your nose 
and throat

• nausea
• urinary tract 

infection
• feeling tired
• trouble sleeping
• upper 

respiratory 
infection

• herpes viral 
infection

• hives
• itching
• fungal 

infection
• joint pain

• pain in your arms 
or legs

• back pain
• diarrhea
• sinus infection
• mouth pain 

or sore throat
• tingling sensation

• dizziness
• stomach 

pain
• sudden 

redness in 
face, neck, 
or chest

• vomiting

Tell your healthcare provider if you have any side effect that bothers you or that does not 
go away. These are not all the possible side effects of LEMTRADA.

You are encouraged to report side effects of prescription drugs to the FDA. 
Visit www.fda.gov/medwatch or call 1-800-FDA-1088.

Please see Medication Guide, including serious side effects, on adjacent pages 
and full Prescribing Information on Lemtrada.com.

Register for more information at Lemtrada.com, or speak to an MS One to One® Nurse at 1-855-676-6326

© 2018 Genzyme Corporation.  All rights reserved. 
LEMTRADA, MS One to One, Sanofi and Genzyme registered in U.S. Patent and Trademark Office.
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MEDICATION GUIDE Rx Only
LEMTRADA® (lem-TRA-da)
(alemtuzumab)
Injection for intravenous infusion

Read this Medication Guide before you start receiving LEMTRADA
and before you begin each treatment course. There may be new
information. This information does not take the place of talking to
your healthcare provider about your medical condition or treatment.
What is the most important information I should know about
LEMTRADA?
LEMTRADA can cause serious side effects, including:

1. Serious autoimmune problems. Some people receiving
LEMTRADA develop a condition where the immune cells in
your body attack other cells or organs in the body (autoim-
munity) which can be serious and may cause death. Serious
autoimmune problems may include:
• immune thrombocytopenic purpura (ITP). LEMTRADA

may cause the number of platelets in your blood to be
reduced (ITP). ITP can cause severe bleeding that, if not
treated, may cause life-threatening problems. Call your
healthcare provider right away if you have any of the
following symptoms:
„ easy bruising
„ bleeding from a cut that is hard to stop
„ heavier menstrual periods than normal
„ bleeding from your gums or nose that is new or takes

longer than usual to stop
„ small, scattered spots on your skin that are red, pink, or

purple
• kidney problems. LEMTRADA may cause a serious kidney

problem, called anti-glomerular basement membrane dis-
ease. If this happens and you do not get treated, anti-
glomerular basement membrane disease can lead to severe
kidney damage, kidney failure that needs dialysis, a kidney
transplant, or death. Call your healthcare provider right away
if you have any of the following symptoms:
„ blood in the urine (red or tea-colored urine)
„ swelling in your legs or feet
„ coughing up blood

Side effects may happen while you receive LEMTRADA and
for 4 years after you stop receiving LEMTRADA. Your health-
care provider will order blood and urine tests before you
receive, while you are receiving, and every month for 4 years
after you receive your last LEMTRADA infusion. You may need
to continue these blood and urine tests after 4 years if you
have any autoimmune signs or symptoms. The blood and
urine tests will help your healthcare provider watch for signs
and symptoms of serious autoimmune problems.
It is important to have your blood and urine tested, even if you
are feeling well and do not have any symptoms from
LEMTRADA and your multiple sclerosis. This may help your
healthcare provider find any problems early and will increase
your chances of getting better.

2. Serious infusion reactions. LEMTRADA can cause serious
infusion reactions that may cause death. Serious infusion
reactions may happen while you receive, or up to 24 hours or
longer after you receive LEMTRADA.
You will receive your infusion at a healthcare facility with
equipment and staff trained to manage infusion reactions. You
will be watched while you receive and for 2 hours after you
receive LEMTRADA. It is important that you stay at the
infusion center for 2 hours after your infusion is finished or
longer if your healthcare provider decides you need to stay
longer. If a serious infusion reaction happens while you are
receiving LEMTRADA, your infusion may be stopped.
Tell your healthcare provider right away if you have any of the
following symptoms of a serious infusion reaction during the
infusion, and after you have left the healthcare facility:

„ swelling in your mouth or throat
„ trouble breathing
„ weakness
„ fast, slow, or irregular heart beat
„ chest pain
„ rash

To lower your chances of getting a serious infusion reaction,
your healthcare provider will give you a medicine called
corticosteroids before your first 3 infusions of a treatment
course. You may also be given other medicines before or after
the infusion to try reduce your chances of these reactions or
to treat them after they happen.

3. Certain cancers. Receiving LEMTRADA may increase your
chance of getting some kinds of cancers, including thyroid
cancer, skin cancer (melanoma), and blood cancers called
lymphoproliferative disorders and lymphoma. Call your health-
care provider if you have the following symptoms that may be
a sign of thyroid cancer:

„ new lump
„ swelling in your neck
„ pain in the front of your

neck

„ hoarseness or other voice
changes that do not go
away

„ trouble swallowing or
breathing

„ cough that is not caused
by a cold

You should have your skin checked before you start receiving
LEMTRADA and each year while you are receiving treatment to
monitor symptoms of skin cancer.

Because of your risk of autoimmunity, infusion reactions
and the risk of some kinds of cancers, LEMTRADA is only
available through a restricted program called the
LEMTRADA Risk Evaluation and Mitigation Strategy
(REMS) Program. Call 1-855-676-6326 to enroll in the
LEMTRADA REMS Program.

• You and your healthcare provider must be enrolled in the
LEMTRADA REMS Program.

• LEMTRADA can only be given at a certified healthcare facility
that participates in the LEMTRADA REMS Program. Your
healthcare provider can give you information on how to find a
certified healthcare facility.

• Read the LEMTRADA REMS ″What You Need to Know About
LEMTRADA Treatment: A Patient Guide″ and ″What you Need
to Know About LEMTRADA Treatment and Infusion Reactions:
A Patient Guide″ after you are enrolled in the program.

• Carry your LEMTRADA REMS Patient Safety Information Card
with you in case of an emergency.

What is LEMTRADA?
LEMTRADA is a prescription medicine used to treat adults with
relapsing forms of multiple sclerosis (MS). Because of its risks,
LEMTRADA is generally used in people who have tried 2 or more
MS medicines that have not worked well enough. It is not known
if LEMTRADA is safe and effective for use in children under 17
years of age.
Who should not receive LEMTRADA?
Do not receive LEMTRADA if you are infected with human
immunodeficiency virus (HIV).
What should I tell my healthcare provider before receiving
LEMTRADA?
Before receiving LEMTRADA, tell your healthcare provider if you:

• are taking a medicine called Campath®. Alemtuzumab, the
active ingredient in LEMTRADA, is the same drug as Campath.

• have bleeding problems
• have thyroid problems
• have kidney problems
• have a recent history of infection

• have HIV
• have received a live vaccine in the past 6 weeks before

receiving LEMTRADA or plan to receive any live vaccines. Ask
your healthcare provider if you are not sure if your vaccine is
a live vaccine.

• are pregnant or plan to become pregnant. LEMTRADA may
harm your unborn baby. You should use birth control while
receiving LEMTRADA and for 4 months after your course of
treatment.

• are breastfeeding or plan to breastfeed. It is not known if
LEMTRADA passes into your breast milk. You and your
healthcare provider should decide if you should receive
LEMTRADA or breastfeed. You should not do both.

Tell your healthcare provider about all the medicines you take,
including prescription and over-the-counter medicines, vitamins,
and herbal supplements.
LEMTRADA and other medicines may affect each other causing
side effects. Especially tell your healthcare provider if you take
medicines that increase your chance of getting infections, including
medicines used to treat cancer or to control your immune system.
Know the medicines you take. Keep a list of them to show your
healthcare provider and pharmacist when you get a new medicine.
How will I receive LEMTRADA?

• LEMTRADA is given through a needle placed in your vein (IV
infusion).

• It takes about 4 hours to receive a full dose of LEMTRADA
each day.

• You will receive LEMTRADA over 2 treatment courses.
• You will receive LEMTRADA for 5 days in a row (consecutive)

for the first treatment course and then for 3 days in a row
(consecutive) about 1 year later for your second treatment
course.

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

• See ″What is the most important information I should
know about LEMTRADA?″

• thyroid problems. Some people who receive LEMTRADA
may get thyroid problems including an overactive thyroid
(hyperthyroidism) or an underactive thyroid (hypothyroidism).
Your healthcare provider will do blood tests to check how your
thyroid is working. Call your healthcare provider if you have any
of the symptoms of thyroid problems.
Symptoms of hyperthyroidism may include:

„ excessive sweating
„ unexplained weight loss
„ eye swelling

„ nervousness
„ fast heartbeat

Symptoms of hypothyroidism may include:

„ unexplained weight gain
„ feeling cold

„ worsening tiredness
„ constipation

• low blood counts (cytopenias). LEMTRADA may cause a
decrease in some types of blood cells. Some people with these
low blood counts have increased infections. Symptoms of
cytopenias may include:

„ weakness
„ chest pain
„ yellowing of the skin or

whites of eyes
(jaundice)

„ dark urine
„ fast heartbeat

Your healthcare provider will do blood tests to check for
cytopenias. Call your healthcare provider right away if you have
symptoms listed above.

• serious infections. LEMTRADA may cause you to have
serious infections while you receive and after receiving a
treatment course. Serious infections may include:
„ herpes viral infections. Some people taking LEMTRADA

have an increased chance of getting herpes viral infections.
Your healthcare provider will prescribe medicines to reduce
your chances of getting these infections. Take these medi-
cines exactly as your healthcare provider tells you to.

„ human papilloma virus (HPV). Females have an in-
creased chance of getting a cervical HPV infection. If you
are a female, you should have an HPV screening each
year.

„ tuberculosis. Your healthcare provider should check you
for tuberculosis before you receive LEMTRADA.

„ fungal infections.
„ listeria. People who receive LEMTRADA have an in-

creased chance of getting an infection caused by the
bacteria listeria, which can lead to significant complications
or death. Avoid foods that may be a source for listeria (for
example, deli meat, unpasteurized milk and cheese prod-
ucts, soft cheeses, or undercooked meat, seafood or
poultry) or make sure that the food you eat which may
contain listeria is heated well if you receive treatment with
LEMTRADA.

Call your healthcare provider right away if you have symptoms
of a serious infection, such as fever or swollen glands. You may
need to go to the hospital for treatment if you get a serious
infection. It is important to tell the healthcare providers that you
have received LEMTRADA.
Talk to your healthcare provider before you get vaccinations
after receiving LEMTRADA. Certain vaccinations may increase
your chances of getting infections.

• Inflammation of the gallbladder without gallstones (acal-
culous cholecystitis). LEMTRADA may increase your chance
of getting inflammation of the gallbladder without gallstones, a
serious medical condition that can be life-threatening. Call your
healthcare provider right away if you have any of the following
symptoms of acalculous cholecystitis, which may include:
„ stomach pain or discomfort
„ fever
„ nausea or vomiting

• swelling of lung tissue (pneumonitis). Some people have
had swelling of the lung tissue while receiving LEMTRADA.
Call your healthcare provider right away if you have the
following symptoms:

„ shortness of breath
„ cough
„ wheezing

„ chest pain or tightness
„ coughing up blood

The most common side effects of LEMTRADA include:

• rash
• headache
• thyroid problems
• fever
• swelling of your nose and

throat (nasopharyngitis)
• nausea
• urinary tract infection
• feeling tired
• trouble sleeping
• upper respiratory tract

infection
• herpes viral infection
• hives
• itching

• fungal infection
• joint pain
• pain in your arms or legs
• back pain
• diarrhea
• sinus infection
• mouth pain or sore throat
• tingling sensation
• dizziness
• stomach pain
• sudden redness in face,

neck, or chest
• vomiting
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MEDICATION GUIDE Rx Only
LEMTRADA® (lem-TRA-da)
(alemtuzumab)
Injection for intravenous infusion

Read this Medication Guide before you start receiving LEMTRADA
and before you begin each treatment course. There may be new
information. This information does not take the place of talking to
your healthcare provider about your medical condition or treatment.
What is the most important information I should know about
LEMTRADA?
LEMTRADA can cause serious side effects, including:

1. Serious autoimmune problems. Some people receiving
LEMTRADA develop a condition where the immune cells in
your body attack other cells or organs in the body (autoim-
munity) which can be serious and may cause death. Serious
autoimmune problems may include:
• immune thrombocytopenic purpura (ITP). LEMTRADA

may cause the number of platelets in your blood to be
reduced (ITP). ITP can cause severe bleeding that, if not
treated, may cause life-threatening problems. Call your
healthcare provider right away if you have any of the
following symptoms:
„ easy bruising
„ bleeding from a cut that is hard to stop
„ heavier menstrual periods than normal
„ bleeding from your gums or nose that is new or takes

longer than usual to stop
„ small, scattered spots on your skin that are red, pink, or

purple
• kidney problems. LEMTRADA may cause a serious kidney

problem, called anti-glomerular basement membrane dis-
ease. If this happens and you do not get treated, anti-
glomerular basement membrane disease can lead to severe
kidney damage, kidney failure that needs dialysis, a kidney
transplant, or death. Call your healthcare provider right away
if you have any of the following symptoms:
„ blood in the urine (red or tea-colored urine)
„ swelling in your legs or feet
„ coughing up blood

Side effects may happen while you receive LEMTRADA and
for 4 years after you stop receiving LEMTRADA. Your health-
care provider will order blood and urine tests before you
receive, while you are receiving, and every month for 4 years
after you receive your last LEMTRADA infusion. You may need
to continue these blood and urine tests after 4 years if you
have any autoimmune signs or symptoms. The blood and
urine tests will help your healthcare provider watch for signs
and symptoms of serious autoimmune problems.
It is important to have your blood and urine tested, even if you
are feeling well and do not have any symptoms from
LEMTRADA and your multiple sclerosis. This may help your
healthcare provider find any problems early and will increase
your chances of getting better.

2. Serious infusion reactions. LEMTRADA can cause serious
infusion reactions that may cause death. Serious infusion
reactions may happen while you receive, or up to 24 hours or
longer after you receive LEMTRADA.
You will receive your infusion at a healthcare facility with
equipment and staff trained to manage infusion reactions. You
will be watched while you receive and for 2 hours after you
receive LEMTRADA. It is important that you stay at the
infusion center for 2 hours after your infusion is finished or
longer if your healthcare provider decides you need to stay
longer. If a serious infusion reaction happens while you are
receiving LEMTRADA, your infusion may be stopped.
Tell your healthcare provider right away if you have any of the
following symptoms of a serious infusion reaction during the
infusion, and after you have left the healthcare facility:

„ swelling in your mouth or throat
„ trouble breathing
„ weakness
„ fast, slow, or irregular heart beat
„ chest pain
„ rash

To lower your chances of getting a serious infusion reaction,
your healthcare provider will give you a medicine called
corticosteroids before your first 3 infusions of a treatment
course. You may also be given other medicines before or after
the infusion to try reduce your chances of these reactions or
to treat them after they happen.

3. Certain cancers. Receiving LEMTRADA may increase your
chance of getting some kinds of cancers, including thyroid
cancer, skin cancer (melanoma), and blood cancers called
lymphoproliferative disorders and lymphoma. Call your health-
care provider if you have the following symptoms that may be
a sign of thyroid cancer:

„ new lump
„ swelling in your neck
„ pain in the front of your

neck

„ hoarseness or other voice
changes that do not go
away

„ trouble swallowing or
breathing

„ cough that is not caused
by a cold

You should have your skin checked before you start receiving
LEMTRADA and each year while you are receiving treatment to
monitor symptoms of skin cancer.

Because of your risk of autoimmunity, infusion reactions
and the risk of some kinds of cancers, LEMTRADA is only
available through a restricted program called the
LEMTRADA Risk Evaluation and Mitigation Strategy
(REMS) Program. Call 1-855-676-6326 to enroll in the
LEMTRADA REMS Program.

• You and your healthcare provider must be enrolled in the
LEMTRADA REMS Program.

• LEMTRADA can only be given at a certified healthcare facility
that participates in the LEMTRADA REMS Program. Your
healthcare provider can give you information on how to find a
certified healthcare facility.

• Read the LEMTRADA REMS ″What You Need to Know About
LEMTRADA Treatment: A Patient Guide″ and ″What you Need
to Know About LEMTRADA Treatment and Infusion Reactions:
A Patient Guide″ after you are enrolled in the program.

• Carry your LEMTRADA REMS Patient Safety Information Card
with you in case of an emergency.

What is LEMTRADA?
LEMTRADA is a prescription medicine used to treat adults with
relapsing forms of multiple sclerosis (MS). Because of its risks,
LEMTRADA is generally used in people who have tried 2 or more
MS medicines that have not worked well enough. It is not known
if LEMTRADA is safe and effective for use in children under 17
years of age.
Who should not receive LEMTRADA?
Do not receive LEMTRADA if you are infected with human
immunodeficiency virus (HIV).
What should I tell my healthcare provider before receiving
LEMTRADA?
Before receiving LEMTRADA, tell your healthcare provider if you:

• are taking a medicine called Campath®. Alemtuzumab, the
active ingredient in LEMTRADA, is the same drug as Campath.

• have bleeding problems
• have thyroid problems
• have kidney problems
• have a recent history of infection

• have HIV
• have received a live vaccine in the past 6 weeks before

receiving LEMTRADA or plan to receive any live vaccines. Ask
your healthcare provider if you are not sure if your vaccine is
a live vaccine.

• are pregnant or plan to become pregnant. LEMTRADA may
harm your unborn baby. You should use birth control while
receiving LEMTRADA and for 4 months after your course of
treatment.

• are breastfeeding or plan to breastfeed. It is not known if
LEMTRADA passes into your breast milk. You and your
healthcare provider should decide if you should receive
LEMTRADA or breastfeed. You should not do both.

Tell your healthcare provider about all the medicines you take,
including prescription and over-the-counter medicines, vitamins,
and herbal supplements.
LEMTRADA and other medicines may affect each other causing
side effects. Especially tell your healthcare provider if you take
medicines that increase your chance of getting infections, including
medicines used to treat cancer or to control your immune system.
Know the medicines you take. Keep a list of them to show your
healthcare provider and pharmacist when you get a new medicine.
How will I receive LEMTRADA?

• LEMTRADA is given through a needle placed in your vein (IV
infusion).

• It takes about 4 hours to receive a full dose of LEMTRADA
each day.

• You will receive LEMTRADA over 2 treatment courses.
• You will receive LEMTRADA for 5 days in a row (consecutive)

for the first treatment course and then for 3 days in a row
(consecutive) about 1 year later for your second treatment
course.

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

• See ″What is the most important information I should
know about LEMTRADA?″

• thyroid problems. Some people who receive LEMTRADA
may get thyroid problems including an overactive thyroid
(hyperthyroidism) or an underactive thyroid (hypothyroidism).
Your healthcare provider will do blood tests to check how your
thyroid is working. Call your healthcare provider if you have any
of the symptoms of thyroid problems.
Symptoms of hyperthyroidism may include:

„ excessive sweating
„ unexplained weight loss
„ eye swelling

„ nervousness
„ fast heartbeat

Symptoms of hypothyroidism may include:

„ unexplained weight gain
„ feeling cold

„ worsening tiredness
„ constipation

• low blood counts (cytopenias). LEMTRADA may cause a
decrease in some types of blood cells. Some people with these
low blood counts have increased infections. Symptoms of
cytopenias may include:

„ weakness
„ chest pain
„ yellowing of the skin or

whites of eyes
(jaundice)

„ dark urine
„ fast heartbeat

Your healthcare provider will do blood tests to check for
cytopenias. Call your healthcare provider right away if you have
symptoms listed above.

• serious infections. LEMTRADA may cause you to have
serious infections while you receive and after receiving a
treatment course. Serious infections may include:
„ herpes viral infections. Some people taking LEMTRADA

have an increased chance of getting herpes viral infections.
Your healthcare provider will prescribe medicines to reduce
your chances of getting these infections. Take these medi-
cines exactly as your healthcare provider tells you to.

„ human papilloma virus (HPV). Females have an in-
creased chance of getting a cervical HPV infection. If you
are a female, you should have an HPV screening each
year.

„ tuberculosis. Your healthcare provider should check you
for tuberculosis before you receive LEMTRADA.

„ fungal infections.
„ listeria. People who receive LEMTRADA have an in-

creased chance of getting an infection caused by the
bacteria listeria, which can lead to significant complications
or death. Avoid foods that may be a source for listeria (for
example, deli meat, unpasteurized milk and cheese prod-
ucts, soft cheeses, or undercooked meat, seafood or
poultry) or make sure that the food you eat which may
contain listeria is heated well if you receive treatment with
LEMTRADA.

Call your healthcare provider right away if you have symptoms
of a serious infection, such as fever or swollen glands. You may
need to go to the hospital for treatment if you get a serious
infection. It is important to tell the healthcare providers that you
have received LEMTRADA.
Talk to your healthcare provider before you get vaccinations
after receiving LEMTRADA. Certain vaccinations may increase
your chances of getting infections.

• Inflammation of the gallbladder without gallstones (acal-
culous cholecystitis). LEMTRADA may increase your chance
of getting inflammation of the gallbladder without gallstones, a
serious medical condition that can be life-threatening. Call your
healthcare provider right away if you have any of the following
symptoms of acalculous cholecystitis, which may include:
„ stomach pain or discomfort
„ fever
„ nausea or vomiting

• swelling of lung tissue (pneumonitis). Some people have
had swelling of the lung tissue while receiving LEMTRADA.
Call your healthcare provider right away if you have the
following symptoms:

„ shortness of breath
„ cough
„ wheezing

„ chest pain or tightness
„ coughing up blood

The most common side effects of LEMTRADA include:

• rash
• headache
• thyroid problems
• fever
• swelling of your nose and

throat (nasopharyngitis)
• nausea
• urinary tract infection
• feeling tired
• trouble sleeping
• upper respiratory tract

infection
• herpes viral infection
• hives
• itching

• fungal infection
• joint pain
• pain in your arms or legs
• back pain
• diarrhea
• sinus infection
• mouth pain or sore throat
• tingling sensation
• dizziness
• stomach pain
• sudden redness in face,

neck, or chest
• vomiting
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Tell your healthcare provider if you have any side effect that bothers
you or that does not go away.
These are not all the possible side effects of LEMTRADA. For more
information, ask your healthcare provider or pharmacist.
Call your doctor for medical advice about side effects. You may
report side effects to the FDA at 1-800-FDA-1088.
General information about the safe and effective use of
LEMTRADA.
Medicines are sometimes prescribed for purposes other than those
listed in a Medication Guide. Do not use LEMTRADA for a condition
for which it was not prescribed. Do not give LEMTRADA to other
people, even if they have the same symptoms that you have. It may
harm them.
This Medication Guide summarizes the most important information
about LEMTRADA. If you would like more information, talk with
your healthcare provider. You can ask your pharmacist or health-
care provider for information about LEMTRADA that is written for
health professionals.
For more information, go to www.LemtradaREMS.com or call
Genzyme at 1-855-676-6326.
What are the ingredients in LEMTRADA?
Active ingredient: alemtuzumab
Inactive ingredients: sodium chloride, dibasic sodium phosphate,
potassium chloride, potassium dihydrogen phosphate, polysorbate
80, disodium edetate dihydrate, and water for injection.
This Medication Guide has been approved by the U.S. Food and
Drug Administration.

Manufactured and distributed by:

Genzyme Corporation

500 Kendall Street

Cambridge, MA 02142

US License Number: 1596

LEMTRADA and CAMPATH are registered trademarks of Genzyme
Corporation.

©2017 Genzyme Corporation. All rights reserved.

Revised: 12/2017
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In 2008, sitting on the exam 
table after a neurologist 

had tested her leg muscles, 
marathon runner Cheryl Hile 
lifted her chin and stared up  
at her doctor. 

“You need to lower your  
expectations for running,”  
the neurologist told her. 

Hile’s jaw dropped open.
Then, she saw red.
“I was thinking all of these  

expletives,” she says today,  
recalling the experience  
from her home in  
Pacific Grove,  
California.  
“I could feel  
the back of  
my throat  
getting  
lumpy.” 

R
un the w

orld
Cheryl Hile has completed 
marathons on every continent 
while raising money for MS.

by Shara Rutberg

PHOTOS COURTESY OF CHERYL HILE
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But Hile, who had been 
diagnosed with multiple 
sclerosis in 2006, didn’t  
want to cry in front of the 
neurologist. What she wanted 
to do was clear: She wanted  
to prove her wrong.

To say she did is an 
understatement.

Despite the doctor’s 
prediction that her MS-related 
foot drop would squash her 
running dreams, on June 4, 
2017, Hile crossed the finish 
line of the Christchurch 
Marathon in New Zealand. 
She completed the Sydney 
Marathon in Australia three 
months later, becoming the 
first person with MS to run 
a marathon on all seven 
continents in one year.  
“I’m thorough,” she says.

Getting back up
Hile is also incredibly 
determined. “‘I do what I can, 
and I never give up,’ is my 
mantra,” she says. It was born 
that day in the doctor’s office. 
The 44-year-old had used 
running to work through the 
depression she experienced 
after learning she had MS. 
She did not think the disease 
was interfering with her ability 
to run until she fell twice at 
the Carlsbad Half Marathon 
in California—causing her to 
cross the finish line with bloody 
knees—and tripped and almost 
fell 12 times at the New York 
City Marathon. That’s when 
she made the appointment with 

the neurologist and learned that 
the electrical impulses from her 
brain weren’t strong enough to 
reach her foot to tell it to lift. 

Hile started running in 2000, 
fascinated by the rollercoaster 
of emotions the races brought 
out in her veteran marathoner 
husband, Brian Hile. Though 
she’d never run before, Cheryl 
decided to do a marathon, too. 
Her first training run around 
the block left her in tears.  
“I cried because it was too 
hard,” she says. “But I knew  
if I kept trying, if I created 
goals, I’d improve. And I did.” 
Midway into her first marathon, 
she knew she was hooked.  
She started thinking about 
which one to do next. By the 
time she was diagnosed with 
MS, she had completed more 
than a dozen. 

“I’ve gotten a lot more 
stubborn since my diagnosis,” 

Run with Cheryl Hile

Inspired by the MS community she 
connected with over the past few years, 
Cheryl Hile plans to gather the most 
people with MS to run an event together 
in October 2019 at the Detroit Free 
Press marathon. 

Send her a message at cherylhile7on7 
on Facebook to learn more and sign up. 
People will be running all distances from 
the 5K and relay to the full marathon.

Hile says. “You have to be a 
tough customer to fight this 
disease. I don’t want to give 
up.” So she found ways to 
keep going, such as visiting a 
podiatrist who connected her 
with orthotist Ara Mirzaian, at 
the Hanger Clinic in California, 
near where she had been living. 

The right fit
Orthotics existed to help people 
walk with foot drop, but the 
devices would break during 
the prolonged pounding of 
26.2 miles. Mirzaian worked 
with Hile to create a custom 
carbon-fiber ankle-foot orthotic. 
The device reaches from a 
footbed beneath her foot, up 
the back of her leg to a brace 
that cups the back of her calf, 
and closes with a strap around 
the front. It keeps her right 
foot at enough of an angle to 
not drop and trip her as she 

Cheryl Hile 
became the first 
person with MS 
to run a marathon 
on all seven 
continents in 
one year after 
completing the 
Sydney Marathon 
in 2017.
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runs. It took a lot of creative 
adjustments from Mirzaian and 
trials for Hile, including one 
phase when the device’s angle 
would not allow her to turn 
right. Finally, Mirzaian tuned 
the device to correctly support 
Hile’s foot without rubbing. 
Hile had to drastically change 
her gait to run with a right leg 
that does not fully function. “I 
push off with the left side of my 
body, and my right side follows 
along,” she says.

Once she was back in her 
distance-running groove, Hile 
decided she wanted to do 
something big to give back 
to the National Multiple 
Sclerosis Society. “They were 
instrumental in educating 
me about the disease when 
I was first diagnosed, and 
they encouraged me to keep 
on moving,” she says. She 
participated in and raised 

Cheryl Hile accompanied by her veteran marathoner husband, Brian 
Hile, as well as her custom ankle-foot orthotic, after the White Continent 
Marathon in Antarctica in January 2017 (above). The orthotic helps keep 
her right foot at enough of an angle to not drop and trip her as she runs.
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money for MS research through 
MS Rockstars. She also 
participates in Finish MS.

“Not only did my family and 
sponsors help me,” Hile says, 
“but it was also the support of 
the MS community across the 
world. MS organizations helped 
me register for marathons in 
their countries, connected 
me to others living with MS 
and provided assistance with 
local travel logistics. The 
Secretary General of the Japan 
MS Society even picked us 
up at the airport and cheered 
us on at several places along 
the marathon route with 
homemade signs!”

8 marathons by the numbers

209.60  
miles of running

44:10:49  
amount of time  
spent running

2,240  
calories of  
pre-race  

protein bars

2,480  
milligrams of  

caffeine pre-race  
and during run

67,181.13  
miles of travel 

(airplane,  
train and car)

254:32:00  
amount of time  

spent traveling (not 
including layovers  

or waiting)

Going the distance
With her husband at her side, 
Hile completed races in Cape 
Town, South Africa; Buenos 
Aires, Argentina; Honolulu, 
Hawaii; King George Island, 
Antarctica; Tokyo, Japan; 
Vienna, Austria; Christchurch, 
New Zealand; and Sydney, 
Australia. Antarctica’s White 
Continent Marathon was a 
high point, she says, despite the 
watermelon-sized boulders on 
the rocky course, which left her 
with “blisters in places I didn’t 
know I could get blisters.” The 
terrain ripped the sole off one 
of her husband’s running shoes. 
But they ran past Emperor 

I don’t expect people to run 
marathons. My whole thing is to 
encourage people to move. MS 
is a disease that stops you from 
moving. You do what you can—
yoga, walk to your mailbox, walk 
seven minutes a day. Keep firing 
those neurons. Fight the disease.”

 —CHERYL HILE

Cheryl Hile after the Rock ‘n’ Roll San Diego Half 
Marathon in June 2016, which was one of the 
training races for her goal of running marathons 
on all seven continents. 
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Learn how to participate  
in Finish MS at  

main.nationalMSsociety.org/
finishms.

Care to comment?   Email us at editor@nmss.org.

Penguins, across black terrain 
framed by distant snow-capped 
peaks. “It was so surreal,” she 
says. “I wouldn’t believe I was 
there if I didn’t have pictures.” 
The night after the marathon, 
Hile accomplished another 
“first” out on Antarctic tundra: 
her first time camping out. “I 
had to pee in a bucket!” she 
says, laughing.

The Buenos Aires race was 
one of her toughest days. 
Recovering from a cold and 
clobbered by heat-related MS 
symptoms, she struggled. “It 
was a really hot day. I had a 
hard time breathing. I was 
stressed out,” she says. “The 
heat was giving me a lot of 
electric shocks on the right 
side of my body. I was in a lot 
of pain, feeling very off, not 
sure if I could finish. I was 
miserable. But I knew giving 
up was not a choice.” She kept 
her mantra, “I do what I can, 
and I never give up,” in her 
mind. And, “I thought about all 
my friends back home rooting 
for me, about all the fantastic 
MS friends I had made along 
the way and about my husband 
running by my side.” She 
turned her mind around, started 
to actually enjoy the race and 
crossed the finish line.

A meaningful journey
Hile’s around-the-world 
journey was “life changing,” 
she says, and not only because 
she accomplished her goal 
of seven (plus one) races on 
seven continents. She hadn’t 
anticipated how much sharing 

Cheryl Hile at a marathon in Cape Town, 
South Africa. She says her journey around 
the world has been life changing, despite 
the obstacles that MS has thrown her way.

her experience would mean 
to others. “Before, I didn’t 
really talk about my running 
to people with MS—I know 
I’m luckier than a lot of people 
with MS. I can still follow my 
passion and continue to run,” 
she says. “Coming out with 
my story and having others 
say I inspired them to start 
an exercise program or break 
barriers talking to their doctors 
has been inspiring.”

“People we see at doctors’ 
offices, when they see what 
Cheryl can do (more than 40 
marathons after diagnosis), they 
tell us later that they’ve started 
a walking program … and they 
want to start running,” Brian 
Hile says. “I always tell her 
she’s having a bigger influence 
on people than she thinks.”

 “Cheryl embarked on a 
global effort to make a global 
impact,” says Rachael Nuwash, 
associate vice president, events, 
with the Society. “Cheryl’s 
commitment to running eight 
marathons in 12 months was an 
inspiration to so many affected 
by MS around the world. 
The Society is grateful for 
Cheryl and the awareness and 
fundraising she brings.”

“I don’t expect people to run 
marathons,” Hile says. “My 
whole thing is to encourage 
people to move. MS is a disease 
that stops you from moving. You 
do what you can—yoga, walk 
to your mailbox, walk seven 
minutes a day. Keep firing those 
neurons. Fight the disease. 

Create goals and be positive. 
You can have a great life despite 
MS as long as you work hard.”

In September 2017, moments 
after crossing the Sydney 
Marathon finish line, after 
hugging her husband and 
her friends, Hile lifted her 
chin up, and once again, her 
jaw dropped open—into an 
enormous smile. 

Shara Rutberg is a freelance 
writer in Evergreen, Colorado.
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Snow buddies

Wisconsin’s annual MS 
Snowmobile Tour isn’t  
just a fundraiser. It’s a 
friend-raiser, too.

by Mike Knight

It was January 2016, the heart of Wisconsin’s deep-
freeze winter, and the day before the annual two-day 

MS Snowmobile Tour through northern Wisconsin’s 
scenic forests and plains. Hoping to get some practice 
in before the tour began, friends Trinina Anderson and 
Michelle Stroud arrived a day early. It was Stroud’s 
third tour, Anderson’s first.

They’d met in 2008 as coworkersat a petroleum 
company near San Antonio, Texas, quickly becoming 
friends. “It was almost like we’d known each other in 
another life,” Stroud remembers. In 2010, Anderson 
quietly shared with Stroud that she had been diagnosed 
with multiple sclerosis in 1998. To show her support, 
Stroud joined Anderson at MS fundraising events, and 
soon the pair was taking on bigger challenges: first, 
Walk MS: San Antonio; then Bike MS: Ride to the 
River, a two-day, 150-mile ride. 
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A two-seater snowmobile, 
referred to as a  
“two-up,” comes to  
the rescue for those  
who don’t want  
to ride alone.

But a snowmobile tour? That was different.
For starters, Anderson and Stroud had both fled 

northern cities for San Antonio’s warmer weather. 
Anderson later relocated to central Florida for even more 
heat. In 2015, Stroud told Anderson about riding in the 
tour’s subzero temperatures. Anderson, who grew up  
in a military family and once lived in Germany, was 
familiar with snow. “Going across it on a snowmobile 
never crossed my mind,” she says.

Getting started
Stroud, who had participated in two previous tours on 
her own, gently cajoled Anderson into coming, recounting 
the thrill of snowmobiling and the great new friends 
she’d made at the tour. Anderson did her homework, 
learning about the cold weather gear she would need and 
watching YouTube snowmobiling videos so she’d know 
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what to expect when the time came.
But it wasn’t supposed to be like this.

From her snowmobile, Stroud 
watched as her friend made her 
first, tentative practice run, slowly 
descending a hill then mistakenly 
accelerating through a curve 
before sliding her snowmobile 
into a tree, a ball of arms and legs 
launching a plume of powder as 
she flew into the snow. Stroud 
stopped her machine, jumping 
off to find Anderson shaken and 
stirred—but uninjured. Her 
snowmobile was still functional, 

but Anderson wasn’t having it. “I told 
Michelle, ‘I cannot do this, and I do not 
want to do this anymore,’” Anderson says.

Doubling up 
And then Anderson found out what Stroud 
had been talking about. 

After word of her mishap spread, Donnie 
Rowe, a team captain and longtime 
volunteer, turned up on a two-seater 
snowmobile. “He surprises me and tells me 
he was able to get a ‘two-up’ and that he 
would be honored for me to ride with him, 

so I could still enjoy being out there with 
Michelle,” Anderson says. “For the past two 
years, that’s what I’ve been doing. I’ve been 
riding on a two-up, and Donnie has been 
my partner.”

“The guys on the snowmobile tour? 
There’s no words for them,” Stroud says. 
“Even though they don’t really know who 
you are, while you’re there you’re family. It’s 
just awesome.”

Anderson and Stroud are part of what 
Colleen Kalt calls “the Texas contingency,” 
a group of riders from Texas who join 
more than 150 other riders from around 
the Midwest for the National Multiple 
Sclerosis Society-Wisconsin area’s 
fundraising event. Kalt has been a part of 
the tour since it began in 1984, first as a 
staff coordinator and now, area president. 
She wasn’t surprised by the mishap gone 
right. “The camaraderie is what makes the 
event so special to the people who ride in 
it,” she says.

Kalt has helped expand the event from  
32 riders the first year to more than 150 
each year. In the tour’s inaugural year, 
it raised $30,000. It raised more than 
$325,000 in 2018. 

1984

2018

Michelle Stroud 
(right) persuaded 
Trinina Anderson 
to join her at 
the 2016 MS 
Snowmobile Tour, 
and now the two 
friends attend 
every year.
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The tour’s basics, Kalt says, remain 
much the same. For starters, it’s made 
possible largely by volunteers like 
Rowe and others from the Association 
of Wisconsin Snowmobile Clubs who 
configure and maintain trails, donate, fix 
and serve the lunches, and generally watch 
over participants during the weekend.

A fun ride, a great cause
The MS Snowmobile Tour is an all-
inclusive, fully supported event led by 
volunteer guides with a “tail-gunner” 
following behind in case anyone needs 
help. Lodging, breakfast and dinner 
are provided to each participant, as 
are trailside lunches at restaurants 
and Wisconsin’s famous taverns (more 
community “living rooms” than bars, 
says Kalt) on Friday and Saturday. To be 
eligible, riders must pay an entry fee, 
must raise a minimum of $650 and be at 
least 12 years old. All tour participants 
ride in groups, each designated by a color 
(e.g., orange, blue, red). Each participant 
is responsible for bringing or renting 
their own snowmobile. Depending upon 
conditions, some riders may get in 150–

200 miles of snowmobiling through 
deep forests and quiet communities 
each day.

Participants gather on Thursday 
night before the tour begins to review 
the trails, get to know one another, 
sing karaoke, perform skits and to 
learn about what Kalt calls “a sort of 
scavenger hunt,” the winners of which 
receive coveted prizes at Saturday 
evening’s closing banquet. The event’s 
top fundraiser—who, according to Kalt, 
typically raises over $50,000—is also 
announced.

Like Stroud, Kalt says the tour is a 
family event, one she’s watched grow 
through multiple generations. “We 
raise money, and we raise awareness,” 
she says. “But we also give families an 
opportunity to be engaged with their 
kids in a really great activity and to let 
their kids see what volunteering is like 
and how they can become involved in 
it even starting at 12 years old. That 
makes a big difference. That’s what’s 
cool about this event.” 

$30,000  
raised  
in 1984

$325,000  
raised  
in 2018

People come from Texas and 
around the Midwest to ride during 
the annual MS Snowmobile Tour 
in Wisconsin. The 2019 MS 

Snowmobile Tour 
is scheduled for 
January 24–26, 
2019, at Lake 
of the Torches 
Resort Casino in 
Lac Du Flambeau, 
Wisconsin. To enter, 
make a donation or 
find out more, visit 
nationalMSsociety.
org, and search  
for keywords 
“snowmobile 2019,” 
or contact program 
coordinator  
Joe Holtman at 
(262) 369-4407.

Mike Knight is a freelance 
writer in Indianapolis, 

Indiana. He was diagnosed 
with MS in 2013.
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fired up
Raising our voices

With a buck and a hop, my scooter lurches over the 
wide planks of a handmade bridge. The front wheels 

come down with a thud and my eyes bulge, a breath stuck 
in my throat. My scooter just popped a wheelie. My scooter. 
A wheelie. I’m in New Mexico, touring a Pueblo reservation, 
1,781 miles from home.

Now that my heart has leaped over the bridge to the creek 
below, I scan my surroundings, slightly panicked. My best 
friend is standing behind me, and across the bridge are 
three other people staring, standing motionless and probably 
wondering what just happened. So was I. While we erupt into 
a fit of laughter and cross the bridge, an elderly man smirks 
and blurts out, “I’ve been watching you two gals around here. 
I knew you were trouble!” That is when I officially fell in love 
with my new rebel, Bumblebee, the yellow scooter.

Bumblebee is my new toy, my travel companion, my legs 
on wheels and the latest addition to my fleet of mobility 
aids. She’s bright and majestic, and she’s a transformer. 
Push a button and she folds into the size of a large suitcase. 
Perfect for air travel and easy to stow in restaurants. Push 
the button again and she extends her frame to support my 
challenged body and roll me from this place to that. Perfect for 
adventuring, family outings, and … the mall. The possibilities 
to go again are endless. I am feeling a familiar glimmer of awe 
and excitement that I’ve witnessed in my 5-year-old son with 
a new toy. No coincidence, there is an actual Transformer toy 
by the same name, Bumblebee, who is a zippy yellow race car. 
When my scooter arrived, we agreed the name was perfect. 
And her existence has continued to transform my life.

A humbling change
My name is Jodi. I am 42 years old and was diagnosed with 
multiple sclerosis in January 2008. My diagnosis came after 
a year of back-to-back exacerbations that I had blamed on 

Living life–and popping wheelies–with my scooter. by Jodi Johnson

withBumblebee
Adventures
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other life events: a new job, a beauty pageant competition, a hot 
summer and exhaustion from home renovations. The changes 
were subtle in the beginning, easy to deny. At first my left foot 
would turn in slightly when I walked. Then I limped. Then my foot 
dragged. Then I needed the walls and furniture to steady myself 
getting around my own home. In July 2012, MS came roaring back 
with the force of a hungry beast and took both legs from me, while 
I was pregnant. Unable to walk for eight weeks, I glimpsed a future 
that I couldn’t even fathom. Just like popping a wheelie, my eyes 
were wide open, a breath stuck in my throat.

In early 2015, my mobility sharply declined. As our baby stroller 
days were ending, my own rolling days were just beginning.

It is humbling how your mindset changes 
in the face of adversity. I wondered if the 
motivation to change was an internal plea for 
freedom or a desire for the way things used to 
be. For me, I craved independence. Getting 
comfortable with using mobility aids closed the 
gap between feeling sorry for myself and living 

my life and being happy. I once could not even utter the word 
“disability,” let alone admit that I needed a cane, then a walker, 
then a scooter, then a walker on each floor of my home, then 
another scooter. The only way forward was acceptance of what 
is. Help became more than someone extending an arm. I needed 
things. Equipment. I fancy my fleet much like a car collector 
fancies their automobiles. All of them unique, all tell a story, all of 
them shiny and purposeful and special. If I could no longer wear 
high heels, then why not accessorize with a mobility aid? 

I don’t normally go around popping wheelies on my scooter. 
Honestly, I’m not that much of a daredevil. I’ve just learned to 
expect the unexpected. And with my arms and heart wide open, 
I have embraced the stares, the head turns, the questions. She’s 
a conversation starter in the best way possible. An opportunity to 
spread awareness, share my story and open eyes to the possibility 
of freedom for someone else, too.

An adventurous week after our unexpected wheelie, Bumblebee 
and I boarded a plane to return home, unscathed, and with a lot 
more affection for one another. I confirmed with the flight crew 
that she would be handled as gently as possible. She is my legs on 
wheels after all, with many more miles to go. 

Jodi Johnson lives in Maryland 
with her husband and two 

children. She writes a lifestyle 
and wellness blog centered 
on her journey with MS. She 

works full time from home as 
an underwriter in mortgage 

banking. Her passions include 
travel, cooking, reading and 

doodling. You can follow her 
at ediblemonster.com and on 
Instagram as edible_monster. 

Jodi Johnson, astride her 
yellow scooter, Bumblebee. 
She learned to appreciate 
her mobility devices for 
helping her to remain 
independent.

Getting comfortable with 
using mobility aids closed 
the gap between feeling 
sorry for myself and living 
my life and being happy. I 
once could not even utter 
the word “disability,” let 
alone admit that I needed 
a cane, then a walker, 
then a scooter, then a 
walker on each floor of 
my home, then another 
scooter. The only way 
forward was acceptance 
of what is.”

 —JODI JOHNSON

Care to comment?   Email us at editor@nmss.org.
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Choose
Safe, Secure 
EX N’ FLEX

EF-250

movement for LIFE !!

EX N’ FLEX
passive/active 

Range of Motion

Therapy

EF-300

call: 1-888-298-9922
www.exnflex.com         info@exnflex.com

for a free information package
- one month money back guarantee -

5 Unique Models help
Increase:
strength & endurance
flexibility & circulation

Decrease:
spasm & swelling
stiffness & atrophy

Ideal for home use

EF-250

Marketplace

Notice to our 
readers
The Society does 
not endorse 
products, services or 
manufacturers. Such 
names appear here 
solely because they 
may provide valuable 
information. The Society 
assumes no liability for 
the use or contents of 
any product or service 
mentioned.

Contact Amy Lawrence
amy.lawrence@nmss.org

Become a
Momentum
Advertiser

JOSEPH (L)
DIAGNOSED IN 2008

A highly skilled, compassionate 
professional will partner with you, 
connecting you to the information, 
resources and support you need to 
navigate unique challenges and move 
your life forward.

Contact an
MS Navigator

nationalMSsociety.org/navigator
1-800-344-4867

KAREN, DIAGNOSED IN 2012



this is me
Art and inspiration 
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When 13-year-old Max Melamed had 
to come up with a philanthropic 

project for his bar mitzvah, it didn’t take him 
long. His idea would perfectly—and almost 
literally—embody the concept of “tikkun 
olam,” Hebrew for “repair the world,” a key 
part of bar and bat mitzvah rituals.

He figured he could combine two of his 
favorite things: writing action stories and his 
father, Marc Melamed, who was diagnosed 
with multiple sclerosis in 2006. “I always 
thought my dad was kind of super,” Max says. 
“So I decided to write a story that made him a 
superhero because superheroes fix the world.” 

Max set out to write and illustrate a book. 
He would sell copies and donate the proceeds 
to the National Multiple Sclerosis Society. 
For Max, “it would be taking a small step that 
could be a giant leap toward curing MS.”

Thus was born “Who is El Pitlum 
Rossicles? A story of grit and perseverance,” 
which chronicles the thrilling adventures 
of our mysterious superhero—who looks 
suspiciously like Max’s dad—as he saves  
the day with the help of his special pogo  
stick cane. 

Max has sold more than 35 books and 
raised more than $1,000 for the Society. 

Max and Marc live in Michigan with Max’s 
mom, Becky, and his younger brother, Ari. 
Though Max thinks he might like to write 
action stories on the side, he wants to be a 
sports medicine doctor.

Oh. Have you figured out what that name 
El Pitlum Rossicles means yet?

It’s an anagram for “multiple sclerosis.” 

A superhero inspires 
a bar mitzvah project.

To learn more about Max’s 
project and to get a copy 
of his book, visit his Do It 
Yourself fundraising page 
at nationalMSsociety.org/
goto/maxbook or email 

elpitlumbook@gmail.com.

Care to comment?   Email us at editor@nmss.org.

the world
Repair

Max Melamed (right), with his 
dad, Marc, and younger brother, 
Ari. Max created a book that 
chronicles the adventures of El 
Pitlum Rossicles, a superhero with 
MS inspired by Marc, who was 
diagnosed in 2006.
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Meet the future 
of personal 

transportation.

It’s not a Wheelchair...

It’s not a Power Chair... 
The Zinger folds to a mere 10 Inches.

10”

Every day, more and more individuals with 

MS are striving to achieve independence and 

improve their quality of life. Many have tried a 

power chair or a scooter. The Zinger is NOT a 

power chair or a scooter! The Zinger is quick 

and nimble, yet it is not prone to tipping like 

many scooters. Best of all, it weighs only 47.2 

pounds and folds and unfolds with ease so 

it can be taken almost anywhere, providing 

independence and freedom.

Innovative Engineering

The Zinger features two steering levers, one 

on either side of the seat. This enables great 

mobility, the ability to turn on a dime and to 

pull right up to tables or desks. The controls 

are right on the steering arm so it’s simple to 

operate, and its exclusive footrest swings out 

of the way when you stand up or sit down. 

What’s more, it easily folds up for storage in a 

car seat or trunk–you can even gate-check it 

at the airport like a stroller. It holds up to 265 

pounds, and it can go up to 6 mph and operates 

for up to 8 hours on a single charge. 

Why spend another day letting mobility 

issues hamper your independence or 

quality of life?

Call now! 

1-888-638-9606
Mention code 110083 when ordering.

Just think of the places you can go:  Shopping • Air Travel • Bus Tours • Restaurants–ride 

right up to the table! • Around town or just around your house

Not intended for use by individuals restricted to a sitting position and not covered by Medicare or Medicaid. Zinger is not a medical device.
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It’s a Zinger!
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