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forward
A note from the President & CEO

Cyndi Zagieboylo

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

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

Technology surrounds us and can 
make a big and positive difference 

in everyday life, especially for people 
with disabilities. Advances in things like 
voice-recognition devices help people 
perform tasks that might be difficult, even 
impossible, to do otherwise. In this issue 
of Momentum, we explore how adaptive 
technology can help people live more 
independently, productively, creatively 
and safely (see “Vocal control” on  
page 10).

If we can do more on our own instead 
of needing to rely on someone else, we 
can spend more time on relationships 
and emotional connections rather than on 
providing and receiving care.

Of course, these new gadgets can be challenging 
to set up and frustrating to learn. So having the 
right expectations and planning for the time 
necessary to figure them out can help reduce that 
frustration. Knowing what resources are available to 
get through the learning curve is an important first 
step. Connecting with someone who has technology 
experience could be very helpful.

This issue also highlights the groundbreaking work of 
Dr. Alan Thompson in progressive multiple sclerosis. 
Dr. Thompson, dean of the University College London 
Faculty of Brain Sciences, is the winner of the 2017 
John Dystel Prize for MS research. His remarkable 
achievements spanning 35 years of work in the 
treatment and care of people with MS are detailed in 
our story on page 49. 

Dr. Thompson is a wonderful volunteer partner 
in our International Progressive MS Alliance work 
where we, the United States’ National MS Society, 

are the lead agency. Dr. Thompson 
chairs the scientific steering committee 
and together with the executive 
committee, the Alliance ensures global 
collaboration to end progressive MS 
(see progressivemsalliance.org). 
More treatments are urgently needed 
for progressive MS, and finding answers 
to progressive forms of this disease 
accelerates progress toward a world free 
of all forms of MS. 

There are lots of important topics in 
this issue of Momentum. I hope you 
find it useful and supportive. Let me 
know what you think! When I hear from 
you, it helps us know what you think of 
your National MS Society. Your input on 

any topic as well as your ideas about how you can be 
more engaged and connected to the Society is valued 
and helpful. For this issue, I’m most interested to hear 
about the value of technology in your life. What works 
for you and what doesn’t? How can we expand access 
to technology solutions to ensure people affected by 
MS can live their best lives? 

As always, I look forward to hearing from you. 
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@momentum
Letters, thoughts and responses

Travel isn’t always possible
Regarding your cover “Globe trotting” and related story 
(Fall 2017), once again those with severe disability feel 
left out/ignored.

The title should read: “With lots of planning, MANY 
people with multiple sclerosis can travel.” Forget the 
“anywhere in the world” part, too.

As a 24/7 caregiver for my husband, air travel is 
just not possible. And even road trips involve enough 
equipment to stock a nursing home. He is wheelchair-
bound, and you don’t just take power wheelchairs 
anywhere. Transportation alone is a huge roadblock.  
Using portable chairs is no option as they are unsafe when 
performing one-person transfers of someone with no 
ability to walk. We occasionally take small road trips, but 
even with our own wheelchair van and much research, it 
usually ends up being a trial and lots of work.

I realize you are speaking to those recently diagnosed or 
with relapsing-remitting MS, but again, to those who have 
struggled for decades and have primary progressive MS, 
most of these articles are only depressing.

On the other hand, I found the article “No shame”  
(Fall 2017), specifically Lisa Kemppainen’s story, much 
more realistic. Dealing with a pooping-your-pants incident 
is far more likely than traveling the world for us. Thank 
you, Lisa, for putting yourself out there and talking about 
real-life issues.

Maureen McKinney, Washington

Oh, the places we’ve gone
I really enjoyed your story about traveling with MS, 
“Globe trotting.” I have traveled a lot since I was 
diagnosed in 2010. I use a cane outside the house and 
bring it, with good results of preferential treatment 
at sites and shops. My partner and I also love to take 
cruises, and for land vacations I always bring my 
handicap parking tag, as it appears to be accepted 
everywhere. I have cork boards to house my collection 
of pins that I accumulated mostly since my diagnosis. 
I love looking at them and remembering the places we 
went! Thank you for publishing such an interesting and 
inspiring magazine.

Roos Dijstelbergen-Cecil, New Jersey

Appreciating the help
I was very moved by Mike Knight’s poignant piece on 
accepting help, “Help wanted” (Fall 2017). Doing so 
is sometimes difficult for those of us with MS, at least 
initially.

I’ve had MS for many years and manage quite well.  
My right leg is affected so that I use a cane. I can’t walk 
long distances.

It used to annoy me when folks wanted to help, some  
to the extent of jumping out of my way and apologizing 
when they saw the cane. I wanted to growl, “It’s not your 
fault.” Gradually, I came to appreciate the help offered, 
whether it was carrying a food tray or getting the car so  
I didn’t have to walk far. Now I will freely ask.

It is indeed part of the social contract to offer and 
receive help. It makes those who help and those who 
receive the help feel connected. I realized that when  
I “got off” my attitude about it.

Thanks to Mike for writing this lovely article.  
It’s a keeper.

Barbara Doughty, Maine
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Let’s hear it! Share your 
thoughts and comments about 

this issue’s stories.   

@momentum

People who truly care
I was diagnosed with relapsing-remitting MS in 
February 2006 at the age of 46, after 10 years of 
unresolved symptoms. MS has not been kind to me, as 
I am now in a progressive stage of the disease and in a 
wheelchair 95 percent of the time.

After reading “No shame” (Fall 2017), I found it very 
ironic that what I have been experiencing over the past 
month is nothing to be ashamed of. 

I have been using Vesicare for several years to control 
minor bladder problems. Then suddenly, I was having 
accidents again. A urinalysis test came back positive  
for a urinary tract infection. Even though I was put  
on antibiotics, the last week has been an embarrassing 
nightmare. 

Having coffee with friends after church one morning,  
I had a sudden urge to “go” and knew I would never make 
it to the restroom in time. My husband loaded me into 
the car, wet pants and all. A few days later, I had a good 
friend over for dinner and had an accident right before she 
arrived. I managed to get cleaned up but was too fatigued 
to put on new clothes, so I answered the door with a robe 
over my lap. I was very ashamed, but her compassion for 
me made me realize that the people who truly care about 
me will be understanding, regardless of what MS throws 
my way.

Thank you so much for the article. It is always nice to 
know that I am not alone on this journey. 

Marita Koster, Colorado

Not my fault
I want to thank Olivia Cole for her article “No shame.” 
I was diagnosed in 2008 and now I have to walk with a 
cane. Yes, I’m sometimes embarrassed by it, but reading 
Lisa Kemppainen’s and Ann Marie Johnson’s stories, 
I realize it’s not my fault. It’s just a Debbie Downer 
sometimes. Thank you for your uplifting comments and 
Peggy Crawford’s and Deborah Miller’s suggestions.

Marla Hopkins, Ohio

Limiting my life
I just read the article “No shame,” and for the first 
time, clearly saw how I have allowed my MS to limit 
my life. I don’t socialize. I avoid eye contact. I’ve seen 
the expressions of scorn on the faces of many people. 
Using public transportation, where I feel anonymous,  
is okay for now, but it’s getting more difficult for me.  
I’d rather avoid contact with others than to deal with 
their reactions.

I’d never used the word “shame” to identify how I 
felt; after reading this article, it’s evident to me. I have 
no idea of how to handle the shame I feel, other than 
to become even more isolated. What I know for sure is 
this: living in shame is not living at all.

Beverly Hutchins, New York

Comics, art 
and travel
After reading this 
great article “Fighting 
a supervillain” (Fall 
2017) and enjoying 
the short comic strip,  
I would like to see 
Andy Olsen create a 
comic book based on 
MS for kids who have 
MS. A great way to 
reach this group!

I also was very 
moved by Ryan Moffett’s artistry in “This is me.”  
Yes, life goes on with MS! Uplifting.

My husband and I have always explored, whether it be 
in our state or country. “Globe trotting” had so many great 
ideas on prep, Plan B and so much more. I can’t wait to 
utilize what I learned. Good job! 

Lyn Pollock, Pennsylvania

© 2017 Andrew Olsen
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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 

Important Safety Information (continued)
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.

* Based on number of prescriptions from IMS NPA™  Weekly Data 
(September 27, 2013 – January 13, 2017).  † Biogen data on file.

© 2017 Biogen. All rights reserved. 2/17 TEC-US-1250 • 225 Binney Street, Cambridge, MA 02142 • 1-800-456-2255 • Tecfidera.com

Consider TECFIDERA—a pill that has the strength to cut relapses in half.

TECFIDERA is a twice-daily pill for relapsing multiple sclerosis (MS) that has been shown to cut relapses in half. 
During a 2-year study, TECFIDERA reduced risk of relapse by 49% compared with placebo. TECFIDERA is also 
proven to slow the development of brain lesions and delay the progression of physical disability. 

Over 230,000 people around the world have taken TECFIDERA.† Ask your doctor if you should too.

Visit TecPerspective.com or call 
1-844-TalkTec (1-844-825-5832)

TECFIDERA is the PRESCRIBED PILL
for relapsing MS in the US since September 2013.*

1#
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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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Life hacks for MS
It’s not uncommon to experience 
changes in your thinking due to MS. 
Fortunately, there are a variety of 
proven ways to minimize the effects 
of those issues. In a University of 
Washington study published in 
Rehabilitation Medicine, researchers 
found that 70% of respondents 
reported using memory strategies 
and nearly 51% reported using 
electronic memory aids to help 
improve cognition. Strategies 
range from using low-tech yellow 
“stickies”—like Fotini Alfieris, 
diagnosed in 2007, does here—to 
using smartphone apps that can 
help you remember where you 
parked your car. 

Read more about how people 
with MS are using voice-command 
devices to accomplish day-to-day 
tasks on the next page. 



by James Townsend
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Voice-command devices can 
help household tasks go a 
little smoother for people 
with MS.

Michael Ogg, who was diagnosed with 
multiple sclerosis in 1997, has automated 

his entire home in West Windsor, New Jersey. 
Now quadriplegic, Ogg controls the heat, air 
conditioning and lights using a combination of voice-
control technology and his iPad.

“I control my wheelchair using a joystick beneath my 
chin, and I can do all my home automation controls 
via my iPad,” says Ogg, who lives alone. “But there are 
situations when it is very good to have voice controls as 
well, such as when I don’t have the iPad connected, or 
am in bed. Then voice control is very important, and it 
adds an additional safety feature because I can call for 
help as well.”

SIRI, Apple’s “digital personal assistant,” which 
responds to questions and commands on an iPhone 
or iPad, is probably the most familiar voice-control 
technology. But SIRI (an acronym for Speech 
Interpretation and Recognition Interface) is only one  
of many devices designed to help make life a little 
easier. The growing number of voice-recognition 
devices and software known as “adaptive technology” 
can help maintain independence, boost productivity—
and provide some fun as well. 

control
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Using voice-recognition technology, someone who 
has difficulty using his or her hands or walking can 
simply say, “Turn on all the lights,”  “Hail me a taxi,” 
“Play Tom Petty on Spotify,” or “Stream ‘Mad Men’ on 
Netflix,” and it will be done. With computer software 
such as Dragon NaturallySpeaking (a voice-recognition 
program), a person can write and send a text or email, 
post to Facebook, even write a book—just by using his 
or her voice. 

Amazon, Google and Microsoft are competing to 
develop and expand such “smart” technology. And 
people with disabilities are learning how to set up and 
adapt the new technology to their own unique needs.
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Michael Ogg has automated his home with voice-
control technology, enabling him to control features 
like lighting and air conditioning from his iPad. 
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Make a phone call, edit a book
Jerry Mabry of Temecula, California, was a radio 
broadcaster for 25 years before being diagnosed with 
MS. “In 1999, I walked. In 2009, I used a power 
wheelchair and a walker. By 2012, I was quadriplegic,” 
Mabry says. “I still use a power wheelchair, but now  
I navigate it with my chin.”

Mabry uses Dragon NaturallySpeaking to control 
his computer, and Google Assistant and Samsung’s 
S Voice to control his smartphone. “I read books on 
my computer with Kindle software for PC,” he adds. 
“Dragon NaturallySpeaking gives me complete control. 
I turn pages, I can check the meaning of unfamiliar 
words or change font size, and more.”

Prices vary. The basic version of Dragon 
NaturallySpeaking costs around $99. In systems for the 
home that control things like temperature and lights, 
Amazon’s Echo Dot 2 currently is the front-runner in 
this rapidly evolving market. The Dot 2, a smaller, less 
expensive version of the original Echo Dot, is both a 
listening device and speaker about the size of a stack 
of hockey pucks. Paired with Alexa, Amazon’s version 
of SIRI, the Dot 2 sells for around $50. Google Home, 
which pairs with Google Assistant (for around $129),  
and Microsoft’s Cortana, available as part of Windows 
10, offer their own versions of personal digital assistants.

These systems also can: 
  Create to-do lists.
  Set alarms.
  Stream podcasts.
  Play audiobooks.
  Give real-time information on weather and traffic. 

Help setting up systems
Setting up devices to control lights and thermostats or 
call a programmed list of phone numbers for help in an 
emergency might be intimidating for somebody who’s not 
familiar or comfortable with technology. 

“It can be something of a challenge,” says Ogg, who was 
an experimental physicist before he retired in 2004. “Echo 
or any of the other voice-recognition devices can only 
communicate with things that they have been set up to work 
with. I’ve had to write my own code and purchase numerous 
interfacing apps and devices that can, say, enable my Echo 
to tell me what temperature the thermostat says.

Amazon Echo

Google Home
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For more information on how to integrate technology 
into your home, visit nationalMSsociety.org/

adaptivetechnology. 

Steve Spohn predicts that smart devices will become 
more common and less expensive in the near future. 
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Care to comment?   Email us at editor@nmss.org.

“Because of the MS, I have difficulty maintaining 
a steady body temperature, so it is important to be 
able to control my home’s temperature. The most 
annoying thing is having to hire an electrician to 
install some of these devices. Smart light switches 
and bulbs, for instance, can cost $30 to $40 each, 
but the electrician costs quite a bit more than that.”

Daunting as learning to set up the technology 
might sound, “if you’re someone who has a profound 
disability, you’re going to learn and teach yourself  
to do these things,” says Steve Spohn, who uses  
a wheelchair due to spinal muscular atrophy. Spohn  
is COO and a member of the board of AbleGamers,  
a nonprofit charity providing resources and technology 
that enables people with severe disabilities to fully 
participate in online gaming communities.

“[Getting and setting up smart technology 
systems] can be expensive,” Spohn says. However, 
competition among producers of adaptive 
technology is quickly bringing prices down and 
expanding what it can do. “In the next five to 10 
years, smart cities and smart devices are going  
to be ubiquitous and much easier to set up and  
use,” he says. 

In the meantime, you could hire a tech expert. 
And don’t be afraid to ask tech-savvy friends 
and family to help. Or try reaching out to your 
local community—perhaps a nearby school can 
recommend a student interested in volunteering to 
help people with disabilities set up tech systems. 

Manufacturers for all these systems also post 
setup instructions and troubleshooting videos 
online. Mabry plans to create an online video to 
show others with disabilities how to use voice-
recognition technology and navigate the set-up. 
Ogg says he is working on a similar online project. 

And be patient. “New things that will be helpful 
are being developed all the time,” Spohn says. “Stay 
educated, awake and keep up with what’s coming 
out, and make your caregivers and loved ones aware 
of them as well.” 

James Townsend is a freelance  
writer in Boulder, Colorado.
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Changes to the Social Security Disability 
Insurance (SSDI) guidelines make 

it easier for people to show how multiple 
sclerosis affects their ability to work. But 
the changes also make applying for SSDI 
or Supplemental Security Income (SSI) 
benefits more complicated. 

Effective as of September 2016, these 
are the first changes to the criteria for 
neurological disorders since 1985.

“The Social Security Administration 
[SSA] was aware that the criteria weren’t 
working optimally, and has given people 
more opportunity to show the ways in 
which MS is impacting their ability to work 
in a full-time job,” says Rosalind Kalb, PhD, 
a clinical psychologist and consultant to 
the National MS Society. Kalb is also the 
author of the Society’s guidebook, “Applying 
for Social Security Disability Benefits: A 
Guidebook for People with MS and their 
Healthcare Providers.”

3 ways to show  
the impact of MS 
Applicants must meet specific criteria 
in the SSA’s official MS listing, which is 
a list of impairments, to be considered 
disabled. Many symptoms of MS that 
prevent people from working are invisible 

New rules make proving a disability more straightforward but  
applying for Social Security Disability Insurance more involved.

by Lori De Milto

and unpredictable, and the revised criteria 
show that the SSA understands this. 
People with MS now can describe three 
types of symptoms—physical, special 
senses (including vision), and speech and 
cognitive—in any combination to qualify  
for disability.  

Some people with MS will qualify for 
disability based only on physical symptoms, 
Kalb says. “However, most people will have 
milder symptoms with a combination of 
some physical, visual, cognitive and/or mood 
issues that can affect job performance,” she 
says. Difficulty walking, maintaining balance 
or doing other physical activities can be 
severe enough to qualify for disability, for 
example, but needing a cane to walk isn’t 
enough by itself. 

One common symptom, fatigue, is no 
longer a primary consideration in disability 
applications, says Jamie R. Hall, a lawyer 
who specializes in SSDI cases and works 
with people with MS. “Fatigue has been 
minimized,” Hall says. “It still qualifies you 
for disability under the listings, but now you 
have to dig through sub-definitions to get  
to it.”

Fatigue is now covered in a more general 
way under the items listed for MS rather 
than being evaluated through a separate 

Qualifying
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test. The SSA evaluates fatigue along with 
other signs and symptoms of MS when 
determining a person’s ability to stand 
up, balance, walk or move, as well as any 
limitations in mental functioning. The SSA 
considers the intensity and persistence  
of fatigue and how it affects the ability  
to function.

Other healthcare providers  
can help 
Another key change is that the SSA no 
longer considers the neurologist to be 
the most important source of medical 
information by default and may give 
equal consideration to what are deemed 
“Acceptable Medical Sources.” These 
sources include other physicians, 
psychologists, optometrists, speech-
language pathologists, physician assistants 
and advanced practice nurses.  

“This is really good for people with MS,” 
says Hall, because neurologists often see 
patients less often and can be less familiar 
with their MS symptoms than other 
healthcare providers. But it also means  
that the person with MS will have to 
coordinate the disability application with  
all those different healthcare providers. 
Hall recommends working with the 
healthcare providers who care for your most 
important issues and know you best. 

The right information  
in the right way 
The person with MS, as well as his or her 
healthcare providers, must provide the right 
information in the right way to support a 
disability application. “Healthcare providers 
need to carefully document disease 
worsening and its impact on work. They 
need to document in the chart the change 
over time,” Kalb says. The person with MS 
must track any symptoms and work-related 
challenges, and tell healthcare providers 

Now your other 
healthcare 
providers, such 
as your general 
physician and 
optometrist, can 
help support your 
application in 
addition to your 
neurologist, says 
lawyer Jamie R. 
Hall (above). 

about them. The Society’s guidebook 
provides a worksheet for doing this.  
For instance, the worksheet explains  
how to describe the impact of fatigue  
and other physical symptoms on work  
and includes examples.

Start talking about disability as soon as 
you become concerned about your ability 
to work, say both Kalb and Hall. This 
gives you and your healthcare providers 
time to document your problems and 
build your case. Make sure that your 
neurologist agrees that you should apply 
for disability. “If your neurologist doesn’t 
support you, it can kill your claim,”  
Hall says.

SSA decision-makers aren’t medical 
professionals, so referring to the specific 
listing and using language similar to the 
listing makes it easier for them to approve 
your application. The Society’s guidebook 
provides a disability evaluation checklist 
to help healthcare providers document 
information correctly based on the SSA 
listing of MS impairments. 

Check your medical records from your 
key healthcare providers to make sure 
they’re properly documenting your MS  
and its impact on your work. If a 
healthcare provider isn’t doing this, talk 
to him or her about making the necessary 
changes. Hall says that healthcare 
providers who already take good notes 
won’t be affected much by the changes.

Get help with your application
Applying for SSDI is complicated. “If 
you can’t fill out the application yourself, 
engage somebody to help. This can be 
a friend or relative, or you can pay a 
professional,” Kalb says.

A lawyer with experience in disability 
and working with people with MS can 
serve as your quarterback. “[Before] 
you’re about to leave work, hire an 
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Carlos Healey, 
diagnosed in 
2001, with his 
healthcare team

attorney. We can help guide you out of 
work in a way that will help your case going 
forward,” says Hall. The lawyer can identify 
what to focus on, and ensure that your 
healthcare providers document your  
case appropriately. 

You only pay legal fees if the SSA awards 
you disability benefits. The fee is usually  
25 percent of your disability payment for 
the time between the date you left work 
and the date you were approved. It’s never 
more than $6,000. For help finding a lawyer 
with experience in MS, contact a Society 
MS Navigator. Some neurologists also 
might be able to refer you to a lawyer.

Healthcare providers need 
to carefully document 
disease worsening and its 
impact on work. They need 
to document in the chart 
the change over time.” 

— Rosalind Kalb
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A guidebook for applying for Social Security  
Disability Insurance benefits is available at  

nationalMSsociety.org/ssdguide.

National MS Society MS Navigator:  
nationalMSsociety.org/navigator.

Dealing with an SSA disability 
examiner or a denied claim 
If the SSA requires you to undergo an examination 
by one of its disability examiners as part of your 
application, “it’s likely the person won’t know much 
about MS,” Hall says. Find out what type of doctor 
you will be seeing, and document how long he or 
she spends with you. Testimony from a primary care 
physician who spends 10 minutes with you is much 
less meaningful than testimony from a neurologist 
who examines you for an hour.

Hire a lawyer if the SSA denies your application, 
Hall recommends. A denied claim often happens 
because people don’t provide the right information in 
the right way or if the SSA makes a mistake. “They’re 
not bad people [at the SSA], but it’s tough to get a 
real feel for a person based on paper,” Hall says. “If 
you think your case is good enough to file a claim,  
it’s good enough to file an appeal.”

Experts don’t know yet whether the changes will 
make more people with MS eligible for disability 
benefits. Kalb says more people might be eligible  
if they know how to use the guidelines.

Hall says that the changes won’t have much 
impact on people over the age of 50 but that the new 
provisions could make it harder for younger people 
to qualify for disability. The SSA uses different 
standards for evaluating younger and older people.  
People younger than 50 must prove that they cannot 
work full-time in any type of job, while older people 
only have to prove that they can’t do the type of work 
they did in the past 15 years or perform alternative 
light-duty work.

“The SSA isn’t trying to deny people who deserve 
disability [benefits], but they need all of the input 
that people can give,” Kalb says. 

Lori De Milto is a Sicklerville, New Jersey-based 
freelance writer.

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

Tips for filing an SSDI application

  Start planning early, about two years before 
you think you’ll leave work.

  Discuss your disability with your neurologist 
as well as your other healthcare providers. 

  Document your MS, using the Society 
guidebook. Give your healthcare 
professionals a copy of the guidebook.

  Review the documentation in your medical 
records.

  Get help from a family member, a friend  
or a lawyer.

  File an appeal if your application is denied. 
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IMPORTANT SAFETY INFORMATION
GILENYA® may cause serious side effects such as:

•  Slow heart rate, especially after first dose. You will be monitored by 
a health care professional for at least 6 hours after your first 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 feeling dizzy or tired or feeling like your 
heart is beating slowly or skipping beats. 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. GILENYA lowers the number 
of white blood cells (lymphocytes) in your blood. This will usually 
go back to normal within 2 months of stopping GILENYA. Your 
doctor may do a blood test before you start GILENYA. GILENYA 
may decrease the way vaccines work in your body, especially the 
chicken pox vaccine. Increased risk of infection was seen with 
doses higher than the approved dose (0.5 mg). Two patients died 
who took higher-dose GILENYA (1.25 mg) combined with high-dose 
steroids. Call your doctor right away if you have fever, tiredness, 
body aches, chills, nausea, 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. It is important that you call your doctor right away if you 
have any new or worsening medical problems that have lasted 
several days, including problems with thinking, eyesight, strength, 
balance, weakness on 1 side of your body, or using your arms  
and legs.

•  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 may 
be higher if you have diabetes or have had an inflammation of your 
eye (uveitis). Call your doctor right away if you have blurriness, 
shadows, or a blind spot in the center of your vision; sensitivity to 
light; or unusually colored vision.

•  Swelling and narrowing of the blood vessels in your brain. A 
condition called PRES (Posterior reversible encephalopathy 
syndrome) has occurred rarely in patients 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 headache, confusion, seizures, loss of vision, or weakness.

•  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.

•  A type of skin cancer called basal cell carcinoma (BCC). Talk to 
your doctor if you notice any skin nodules (shiny, pearly nodules), 
patches or open sores that do not heal within weeks. These may 
be signs of BCC.

GILENYA may harm your unborn baby. Talk to your doctor if you 
are pregnant or planning to become pregnant. Women who can 
become pregnant should use effective birth control while on 
GILENYA, and for at least 2 months after stopping. If you become 
pregnant while taking GILENYA, or within 2 months after stopping, 
tell your doctor right away. Women who take GILENYA should not 
breastfeed, as it is not known if GILENYA passes into breast milk. 
A pregnancy registry is available for women who become pregnant 
during GILENYA treatment. 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; 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. 

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. Tell your doctor if you have been 
vaccinated within 1 month before you start taking GILENYA. You 
should not get certain vaccines, called live attenuated vaccines, 
while taking GILENYA and for at least 2 months after stopping 
GILENYA treatment.

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.

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.

Please see Brief Summary of Important Product Information on 
next pages.

(CONTINUED FROM PREVIOUS PAGE)
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BRIEF SUMMARY 
GILENYA® (je-LEN-yah) 

(fingolimod) 
capsules 

Read the Medication Guide before you start using GILENYA and each time you
get a refill. There may be new information. This information does not take the
place of talking with your doctor about your health problem or treatment.

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

GILENYA may cause serious side effects, including: 

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

    You will be observed by a healthcare professional for at least 6 hours
after you take your first dose of GILENYA.

    After you take your first dose of GILENYA:
    •  Your pulse and blood pressure should be checked every hour.
    •  You should be observed by a healthcare professional to see if you have

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

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

happen during the first 6 hours after your first dose of GILENYA. Symp-
toms 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 emer-
gency 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
healthcare 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 and
decrease the way vaccines work in your body to prevent certain diseases,
especially the chicken pox vaccine. GILENYA lowers the number of white
blood cells (lymphocytes) in your blood. This will usually go back to nor-
mal within 2 months of stopping treatment. Your doctor may do a blood
test before you start taking GILENYA. Call your doctor right away if you
have any of these symptoms of an infection:

    •  fever
    •  tiredness
    •  body aches
    •  chills
    •  nausea
    •  vomiting
    •  headache accompanied by fever, neck stiffness, sensitivity to light, nau-

sea, and/or confusion (these may be symptoms of meningitis)

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. It is important
that you call your doctor right away if you have any new or worsening
medical problems that have lasted several days, including problems with: 

    •  thinking 
    •  eyesight
    •  strength
    •  balance
    •  weakness on 1 side of your body
    •  using your arms and legs

4. A problem with your vision called macular edema. Macular edema can
cause some of the same vision symptoms as an MS attack (optic neuritis).
You may not notice any symptoms with macular edema. 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 may be higher if you have diabetes or have had an inflam-
mation of your eye called uveitis.

    Call your doctor right away if you have any of the following:
    •  blurriness or shadows in the center of your vision
    •  a blind spot in the center of your vision 
    •  sensitivity to light
    •  unusually colored (tinted) vision 

What is GILENYA?
GILENYA is a prescription medicine used to treat relapsing forms of multiple
sclerosis (MS) in adults. GILENYA can decrease the number of MS flare-ups
(relapses). GILENYA does not cure MS, but it can help slow down the physical
problems that MS causes.

It is not known if GILENYA is safe and effective in children under 18 years of age.

Who should not take GILENYA? 
Do not take GILENYA if you: 
    •  have had a heart attack, unstable angina, stroke or warning stroke or cer-

tain 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 (hypersensitive) to fingolimod or any of the other ingredients

of GILENYA listed at the end of this medication guide. Allergic reactions,
which could include symptoms of rash or itchy hives, swelling of lips,
tongue or face, are more likely to occur on the day you start GILENYA
treatment but may occur later. If you think you may be allergic, ask your
doctor for advice.

If any of the above situations apply to you, tell your doctor.

What should I tell my doctor before taking GILENYA?
Before you take GILENYA, tell your doctor about all your medical condi-
tions, including if you had or now have:
    •  an irregular or abnormal heartbeat (arrhythmia)
    •  a history of stroke or warning stroke
    •  heart problems, including heart attack or angina
    •  a history of repeated fainting (syncope)
    •  a fever or infection, or you are unable to fight infections due to a disease

or taking medicines that lower your immune system. Tell your doctor if
you have had chicken pox or have received the vaccine for chicken pox.
Your doctor may do a blood test for chicken pox virus. You may need to
get the full course of the vaccine for chicken pox and then wait 1 month
before you start taking GILENYA. 

    •  eye problems, especially an inflammation of the eye called uveitis. 
    •  diabetes
    •  breathing problems, including during your sleep
    •  liver problems
    •  high blood pressure
    •  a type of skin cancer called basal cell carcinoma (BCC).
    •  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. 

        •  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 effec-
tive 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 preg-
nant 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. You and your doctor should decide if you
will take GILENYA or breastfeed. You should not do both. 

Tell your doctor about all the medicines you take 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. 
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IMPORTANT SAFETY INFORMATION
GILENYA® may cause serious side effects such as:

•  Slow heart rate, especially after first dose. You will be monitored by 
a health care professional for at least 6 hours after your first 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 feeling dizzy or tired or feeling like your 
heart is beating slowly or skipping beats. 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. GILENYA lowers the number 
of white blood cells (lymphocytes) in your blood. This will usually 
go back to normal within 2 months of stopping GILENYA. Your 
doctor may do a blood test before you start GILENYA. GILENYA 
may decrease the way vaccines work in your body, especially the 
chicken pox vaccine. Increased risk of infection was seen with 
doses higher than the approved dose (0.5 mg). Two patients died 
who took higher-dose GILENYA (1.25 mg) combined with high-dose 
steroids. Call your doctor right away if you have fever, tiredness, 
body aches, chills, nausea, 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. It is important that you call your doctor right away if you 
have any new or worsening medical problems that have lasted 
several days, including problems with thinking, eyesight, strength, 
balance, weakness on 1 side of your body, or using your arms  
and legs.

•  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 may 
be higher if you have diabetes or have had an inflammation of your 
eye (uveitis). Call your doctor right away if you have blurriness, 
shadows, or a blind spot in the center of your vision; sensitivity to 
light; or unusually colored vision.

•  Swelling and narrowing of the blood vessels in your brain. A 
condition called PRES (Posterior reversible encephalopathy 
syndrome) has occurred rarely in patients 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 headache, confusion, seizures, loss of vision, or weakness.

•  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.

•  A type of skin cancer called basal cell carcinoma (BCC). Talk to 
your doctor if you notice any skin nodules (shiny, pearly nodules), 
patches or open sores that do not heal within weeks. These may 
be signs of BCC.

GILENYA may harm your unborn baby. Talk to your doctor if you 
are pregnant or planning to become pregnant. Women who can 
become pregnant should use effective birth control while on 
GILENYA, and for at least 2 months after stopping. If you become 
pregnant while taking GILENYA, or within 2 months after stopping, 
tell your doctor right away. Women who take GILENYA should not 
breastfeed, as it is not known if GILENYA passes into breast milk. 
A pregnancy registry is available for women who become pregnant 
during GILENYA treatment. 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; 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. 

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. Tell your doctor if you have been 
vaccinated within 1 month before you start taking GILENYA. You 
should not get certain vaccines, called live attenuated vaccines, 
while taking GILENYA and for at least 2 months after stopping 
GILENYA treatment.

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.

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.

Please see Brief Summary of Important Product Information on 
next pages.

(CONTINUED FROM PREVIOUS PAGE)

GILENYA is a registered trademark of Novartis AG. © 2017 Novartis 5/17 T-GYA-1342587 

BRIEF SUMMARY 
GILENYA® (je-LEN-yah) 

(fingolimod) 
capsules 

Read the Medication Guide before you start using GILENYA and each time you
get a refill. There may be new information. This information does not take the
place of talking with your doctor about your health problem or treatment.

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

GILENYA may cause serious side effects, including: 

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

    You will be observed by a healthcare professional for at least 6 hours
after you take your first dose of GILENYA.

    After you take your first dose of GILENYA:
    •  Your pulse and blood pressure should be checked every hour.
    •  You should be observed by a healthcare professional to see if you have

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

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

happen during the first 6 hours after your first dose of GILENYA. Symp-
toms 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 emer-
gency 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
healthcare 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 and
decrease the way vaccines work in your body to prevent certain diseases,
especially the chicken pox vaccine. GILENYA lowers the number of white
blood cells (lymphocytes) in your blood. This will usually go back to nor-
mal within 2 months of stopping treatment. Your doctor may do a blood
test before you start taking GILENYA. Call your doctor right away if you
have any of these symptoms of an infection:

    •  fever
    •  tiredness
    •  body aches
    •  chills
    •  nausea
    •  vomiting
    •  headache accompanied by fever, neck stiffness, sensitivity to light, nau-

sea, and/or confusion (these may be symptoms of meningitis)

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. It is important
that you call your doctor right away if you have any new or worsening
medical problems that have lasted several days, including problems with: 

    •  thinking 
    •  eyesight
    •  strength
    •  balance
    •  weakness on 1 side of your body
    •  using your arms and legs

4. A problem with your vision called macular edema. Macular edema can
cause some of the same vision symptoms as an MS attack (optic neuritis).
You may not notice any symptoms with macular edema. 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 may be higher if you have diabetes or have had an inflam-
mation of your eye called uveitis.

    Call your doctor right away if you have any of the following:
    •  blurriness or shadows in the center of your vision
    •  a blind spot in the center of your vision 
    •  sensitivity to light
    •  unusually colored (tinted) vision 

What is GILENYA?
GILENYA is a prescription medicine used to treat relapsing forms of multiple
sclerosis (MS) in adults. GILENYA can decrease the number of MS flare-ups
(relapses). GILENYA does not cure MS, but it can help slow down the physical
problems that MS causes.

It is not known if GILENYA is safe and effective in children under 18 years of age.

Who should not take GILENYA? 
Do not take GILENYA if you: 
    •  have had a heart attack, unstable angina, stroke or warning stroke or cer-

tain 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 (hypersensitive) to fingolimod or any of the other ingredients

of GILENYA listed at the end of this medication guide. Allergic reactions,
which could include symptoms of rash or itchy hives, swelling of lips,
tongue or face, are more likely to occur on the day you start GILENYA
treatment but may occur later. If you think you may be allergic, ask your
doctor for advice.

If any of the above situations apply to you, tell your doctor.

What should I tell my doctor before taking GILENYA?
Before you take GILENYA, tell your doctor about all your medical condi-
tions, including if you had or now have:
    •  an irregular or abnormal heartbeat (arrhythmia)
    •  a history of stroke or warning stroke
    •  heart problems, including heart attack or angina
    •  a history of repeated fainting (syncope)
    •  a fever or infection, or you are unable to fight infections due to a disease

or taking medicines that lower your immune system. Tell your doctor if
you have had chicken pox or have received the vaccine for chicken pox.
Your doctor may do a blood test for chicken pox virus. You may need to
get the full course of the vaccine for chicken pox and then wait 1 month
before you start taking GILENYA. 

    •  eye problems, especially an inflammation of the eye called uveitis. 
    •  diabetes
    •  breathing problems, including during your sleep
    •  liver problems
    •  high blood pressure
    •  a type of skin cancer called basal cell carcinoma (BCC).
    •  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. 

        •  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 effec-
tive 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 preg-
nant 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. You and your doctor should decide if you
will take GILENYA or breastfeed. You should not do both. 

Tell your doctor about all the medicines you take 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. 
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Especially tell your doctor if you take vaccines. Tell your doctor if you have
been vaccinated within 1 month before you start taking GILENYA. You should
not get certain vaccines, called live attenuated vaccines, while you take
GILENYA and for at least 2 months after you stop taking GILENYA. If you take
certain vaccines, you may get the infection the vaccine should have prevented.
Vaccines may not work as well when given during GILENYA treatment.

How should I take GILENYA?
    •  You will be observed by a healthcare professional for at least 6 hours

after your first dose of GILENYA. 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 healthcare professional for at least 6 hours when you
take your next dose. If you need to be observed by a healthcare profes-
sional 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 observed
overnight by a healthcare professional in a medical facility after you take
your dose of GILENYA.

    •  If you have serious side effects after taking a dose of GILENYA, espe-
cially 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. 

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

Serious side effects include: 
    •  swelling and narrowing of the blood vessels in your brain. A condition

called PRES (Posterior reversible encephalopathy syndrome) has
occurred rarely in patients 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 headache
        •  confusion
        •  seizures
        •  loss of vision
        •  weakness
    •  breathing problems. Some people who take GILENYA have shortness of

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

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

        •  nausea
        •  vomiting
        •  stomach pain 
        •  loss of appetite
        •  tiredness
        •  your skin or the whites of your eyes turn yellow
        •  dark urine
    •  a type of skin cancer called basal cell carcinoma (BCC). Talk to your

doctor if you notice any skin nodules (e.g., shiny pearly nodules),
patches or open sores that do not heal within weeks (these may be signs
of BCC).

The most common side effects of GILENYA include:
    •  headache
    •  abnormal liver tests
    •  diarrhea
    •  cough
    •  flu
    •  sinusitis
    •  back pain
    •  abdominal pain
    •  pain in arms or legs

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 informa-
tion, 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.

General information about GILENYA
Medicines are sometimes prescribed for purposes other than those listed in a
Brief Summary. Do not use GILENYA for a condition for which it was not pre-
scribed. Do not give GILENYA to other people, even if they have the same
symptoms you have. It may harm them.

This Brief Summary contains 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-
care professionals. 

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

What are the ingredients in GILENYA?
Active ingredient: fingolimod 
Inactive ingredients: gelatin, magnesium stearate, mannitol, titanium dioxide,
yellow iron oxide.

GILENYA is a registered trademark of Novartis AG.

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

© Novartis

Revised: February 2016
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Sneak peek: Living life with MS
Director Melanie D’Andrea and researcher Lilyana Amezcua, MD, have teamed up on a creative new film 
titled “Dentro de Mi” (Inside of Me), which portrays Hispanic and Latino people with multiple sclerosis 
and their perceptions of the disease. In this 10-minute “metaphorical documentary,” as the filmmakers 
call it, Dulce faces a nightmare come to life when she learns she has MS and fears she will not walk again. 
As her story unfolds, others with MS share their struggles and rediscover how to live a meaningful life.
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Read more about MS in the Hispanic 
community on the following page.

“Dentro de Mi” is set for release by  
the end of 2017. To watch a trailer,  
visit vimeo.com/181688819.

‘Dentro de Mi’ aims to raise awareness of MS and foster 
understanding of cultural beliefs intrinsic to the Latino 
community and the value of family and community support.

 Our goal is to promote self-care and positive perceptions 
of MS and to study film as a tool in MS,” Dr. Amezcua says.

23
Forging a path to your best life
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   On the rise 
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iagnosis of MS is increasing among Latinos and Hispanics, and as awareness grows, 

      
      

      t
reatment is improving.   by Vicky Uhland
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Nancy Wendirad, who is a 
migrant education advocate 
for high school students, offers 
Spanish- and English-language MS 
literature at college resource fairs. 

by Vicky Uhland

MomentumMagazineOnline.com  25

Lupton, Colorado. Since this small town 
is 55 percent Hispanic, she makes sure to 
have a table full of English- and Spanish-
language MS literature at her school’s 
yearly college community-resource fair. 
“But no one ever comes up to me and says, 
‘Oh, my mom has MS, or my uncle does,’” 
she says.

So Wendirad started investigating.  
“I asked three different pharmaceutical 
companies if they had literature showing 
what percentage of people they treat for 
MS are Hispanic. They didn’t know,” she 
says. Thinking that maybe Latinos simply 
were not being diagnosed or treated on 
a consistent basis due to language and 
cultural issues, she volunteered to be an 
advocate for the companies’ Hispanic 
patients. “They said they didn’t have a  
need for that,” she remembers. “That was  
a little disheartening.”

Wendirad’s experiences are not 
uncommon. For many years, doctors and 
scientists thought MS was rare in non-
Caucasian populations. Consequently, 
research on how the disease affects 
Hispanics and Latinos is limited. According 
to Lilyana Amezcua, MD, assistant 
professor of neurology at the University 
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When Nancy Wendirad was diagnosed 
with multiple sclerosis in 1992 

at age 29, she was desperate to get more 
information about her disease.

“I remember how terrible I felt, like the 
whole world had fallen on top of me,” she 
says. “I just wanted to talk to someone to 
learn the ins and outs of living with MS.”

But Wendirad didn’t know anyone with 
MS. Born and raised in Mexico, she 
immigrated to La Salle, Colorado, with her 
family when she was 17 years old. No one 
in her family knew of any other relative who 
had the disease. In fact, they hadn’t even 
heard of MS until Wendirad was diagnosed. 
“My family members were asking, ‘What 
is the doctor saying you have?’” she 
remembers. “It was quite a fright, and all  
of us were devastated and alarmed.”

Wendirad was grateful when she 
discovered the National MS Society and 
could learn more about her disease. She 
became active in Society events, eventually 
becoming an MS Ambassador. “But I  
very seldom came across Hispanics at  
the programs I attended,” she says.

And that hasn’t changed over the years. 
Wendirad works as a migrant education 
advocate for high school students in Fort 
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of Southern California’s Keck School of 
Medicine and a Society-funded researcher, 
there are fewer than 40 published studies 
focused on MS in Hispanic-Americans. 
Overall, research on both Hispanics and 
African-Americans accounts for less than  
1 percent of all MS scientific literature.

That’s rapidly changing, however. Dr. 
Amezcua is one of the founding members 
of the Alliance for Research in Hispanic 
MS (ARHMS), which aims to create 
partnerships between researchers and 
clinicians who care for Latinos with MS. 
More than a dozen studies have been 
published by ARHMS members in the last 
six years, and several more are underway.  

MS: Coming to America?
These and other studies are finding rising 
rates of MS in Hispanics—particularly in 
first- and second-generation Americans. 

“Doctors are telling us, ‘We didn’t use to 
see this disease [in the Latino population], 
but now we do,’” says Annette Langer-
Gould, MD, PhD, a research scientist and 

Our research shows that 
6 percent of Hispanics 
report a family history 
of MS, which is about 
half of what blacks and 
whites report.” 

—Annette Langer-Gould, MD, PhD

Nancy Wendirad, who was 
diagnosed with MS in 1992, 
says she rarely encounters 

other Hispanics at MS-
related events she attends. 
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Lilyana Amezcua, 
MD

Jacob McCauley, 
PhD

“We had quite a debate about whether we 
should use the word Hispanic or Latino in 
the ARHMS title,” says ARHMS founding 
member Jacob McCauley, PhD, director of 
the Center for Genome Technology within 
the John P. Hussman Institute for Human 
Genomics at the University of Miami. 

For some, Hispanic and Latino are 
interchangeable. For others, Hispanic 
denotes people who originally came from 
Spain, while Latino is more representative 
of Latin American natives. Besides creating 
cultural questions, this lack of consensus 
on ethnic terminology can also cause 
problems with scientific research. 

“In most studies, people self-identify as 
Hispanic or Latino. They can be white or 
black, with ancestors from Europe, Africa 
or elsewhere,” Dr. Amezcua says. To help 
clarify that disparity, she; McCauley; Angel 
Chinea, MD, of Puerto Rico University; 
Corey Ford, MD, of the University of 
Mexico; and Jorge Oksenberg, PhD, of the 
University of California at San Francisco 
recently began a Society-funded study 
that will examine a variety of factors in 
people with MS, including environmental 
elements, the presence of two or more 
chronic diseases, social and cultural 
practices—and genetics. The study will 
involve about 400 self-identified Hispanics 
or Latinos from Los Angeles, Miami, New 
Mexico and Puerto Rico. All participants 
will have been diagnosed with MS within 
the last two years and will be followed 
for two years. And each participant will 
undergo a blood test to determine his or  
her genetic background. 

Previous studies have shown that 
genetic ancestry may help determine who 
is more likely to get MS and how severe 
the symptoms could be. For instance, says 
McCauley, MS has been shown to be rare 
in people living closer to the equator and 

neurologist with Kaiser Permanente in 
Pasadena, California. “Our research shows 
that 6 percent of Hispanics report a family 
history of MS, which is about half of what 
blacks and whites report. And Hispanics 
are more likely to report the disease in 
people of their generation, like a cousin, 
rather than an older relative.”

While there are still more questions 
than answers when it comes to Hispanics 
and MS, researchers are discovering that 
genetic ancestry and environmental factors 
are particularly important in determining 
which Latinos are more likely to get the 
disease, and how it progresses. 

Cultural differences, language barriers, 
lack of access to quality medical care, and 
immigration issues also create roadblocks 
that can make treatment difficult or even 
unattainable for some Hispanics with MS.

But concerted efforts by people living 
with MS, healthcare professionals, 
researchers and advocates are helping  
to improve diagnosis and treatment  
in Hispanics not only in the U.S., but  
also worldwide. 

Defining a population
One of the major stumbling blocks to 
learning about MS in Hispanics is that 
there are different definitions of “Hispanic.” 
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more prevalent in Europeans. So does that 
mean that American Latinos of Caribbean 
ancestry, some of whom descended from 
enslaved people from Africa, are less 
likely to get MS than Mexican-Americans 
whose ancestors came from Spain or Latin 
America? Or, as McCauley puts it: “Is the 
genetic influence from Europeans really 
driving the fact that there’s MS in the 
Hispanic population?”

McCauley and Dr. Amezcua hope their 
current study will help answer that, and 
also shine some light on how genetic 
ancestry may affect the disease course  
in Hispanics with MS. 

Different places, different 
symptoms
Several studies show that Hispanics with 
MS are more likely to have optic neuritis 
(an inflammation of the nerves that 
connect the eyes to the brain) than  
other ethnicities. But results for other  
symptoms vary.

A study by McCauley and his colleagues 
published in Neuroepidemiology in 2015 
found that white Hispanics who said their 
ancestors came from the Caribbean were 
significantly younger at diagnosis and 
had more mobility impairment than non-
Hispanic whites. And Dr. Langer-Gould’s 
2014 study on MS in whites, blacks, 
Asians and Hispanics who were mainly 
Mexican-American reported similar results. 
Hispanics were, on average, between 
five and nine years younger than other 
ethnicities when they were diagnosed, 
according to her study, which was 
published in Neurology and the Journal  
of Neurology. 

Age at diagnosis and severity of symptoms 
also appear to be influenced by a person’s 
immigration status. A 2016 study co-authored 
by Dr. Amezcua and published in the 

Journal of Child Neurology found that 
Hispanics diagnosed with MS after age 
18 had more severe disability than those 
diagnosed at earlier ages. But those born in 
the U.S. were less likely to have mobility 
issues. Dr. Amezcua’s other research, 
published in 2015 in Multiple Sclerosis and 
Related Disorders, shows that Hispanics 
who immigrated after age 15 to the U.S. 
were older at diagnosis compared to those 
who immigrated at a younger age or were 
born in the U.S. They also had triple the 
risk of ambulatory disability (someone  
who is unable to walk or move without 
some type of aid) compared to those born 
in the U.S. 

“This research argues strongly for 
environmental risk factors,” says Dr. 
Amezcua. “In Hispanics, it appears to 
matter if you’re U.S. born or non-U.S.  
born in terms of age of MS diagnosis  
and disease severity.”

Living the American nightmare
Dr. Langer-Gould puts it more bluntly. 
“There’s something about being in the U.S. 
that’s affecting MS diagnoses in Hispanics,” 
she says.

But no one’s sure exactly what that 
is. Smoking is a risk factor for MS, but 
Hispanic-Americans smoke less than other 
ethnicities, she says. Hispanics do tend 
to have lower levels of vitamin D than 

In Hispanics, it appears to 
matter if you’re U.S. born or 
non-U.S. born in terms of age 
of MS diagnosis and disease 
severity.” 

—Lilyana Amezcua, MD
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Jennifer Rios, 
diagnosed with 
MS in 2000, says 
that her diet and 
lifestyle factors 
seem to play a role 
in how she feels. 

other ethnicities, but Dr. Langer-Gould’s 
MS Sunshine Study, published in 2016 in 
Neurology, found that lack of the vitamin 
doesn’t seem to be a risk factor for MS in 
blacks or Hispanics. “Blacks have a vitamin 
D-binding protein that makes them use the 
vitamin more efficiently,” she says. 

Partially because of their diets, Hispanics 
in the U.S. do tend to be more prone to 
metabolic syndrome and obesity, which 
is a risk factor for MS. Jennifer Rios, a 
Dearborn, Michigan, resident who was 
diagnosed with MS in 2000 at age 18, 
believes her fourth-generation American 
but “100 percent Mexican” family’s diet 
could possibly be a factor in the high 

number of MS and other autoimmune 
diseases among her relatives. Two of her 
paternal cousins have been diagnosed with 
MS in the last decade. Her aunt has lupus, 
and her grandmother had Alzheimer’s. 

“My cousin says food is love, but we 
know Mexican food isn’t the best for us,” 
Rios says. “I’ve found that if I cut out dairy, 
fried food, red meat and flour tortillas,  
I feel better. But that’s changing everything 
I’ve ever known. It’s horrible when I go to 
a Mexican restaurant with my family and 
have to eat salad.”

Rios is a teacher in a Detroit middle 
school where most of the students are 
Hispanic. “We know diet contributes to 
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diabetes, and diabetes testing is common 
at our school,” she says. “But there’s no 
awareness of MS.” 

And as immigrants become more 
acculturated, they may adopt traditional 
American lifestyle factors that can also  
play a role in MS. 

Modesto, California, resident Felisha 
Gonzalez believes she was in a “perfect 

storm” for MS when she was diagnosed 
in 2015 at age 28. “I was in a high-

stress job, and I had had severe 
infections in the past.” She also 

has potential genetic risk 
factors—her mom, who is 

I very seldom came across Hispanics at 
the [MS] programs that I attended.” 

—Nancy Wendirad

P
H

O
TO

 C
O

U
R

TE
SY

 O
F 

FE
LI

SH
A

 G
O

N
ZA

LE
S

Caucasian, has MS. And her dad, who  
is a second-generation Mexican-
American, has a cousin with MS. 
But she is aware that genes are only 
part of the equation when it comes to 
susceptibility to MS. “There may be 
more environmental factors than just 
your skin tone,” she says. 

Barriers to care
Quality healthcare is so important for 
the treatment of MS that Dr. Langer-
Gould believes the disease progression 
in Hispanics is more likely due to 
disparities in care rather than ethnicity. 

It’s not easy to get into 
specialty care, and new 
immigrants may not know 
how to maneuver the 
healthcare system.” 

—Janice Maldonado, MD

Felisha Gonzalez says 
her high-stress job and 

potential genetic risk 
factors may have played a 

role in her MS diagnosis.



Migrant workers and their families, 
undocumented immigrants, and other 
Hispanics with poor or no health insurance 
rely on the county clinics in Southern 
California for healthcare, she says. But 
these patients are rarely seen by the same 
doctor, so there’s little continuity of care 
and plenty of education gaps. There are 
often no infusion centers available for 
MS relapses. And some people with MS 
symptoms never even make it to the clinic 
because they have transportation problems, 
can’t afford to take unpaid time off from 
work or don’t have childcare. 

“For our uninsured or underinsured 
patients, MS care is a complete disaster,” 
Dr. Langer-Gould says.

When Janice Maldonado, MD, was on 
the faculty at the University of Miami, she 
helped care for indigent Hispanic patients 
at Jackson Memorial Hospital from 2003-
15 and saw firsthand how delayed access 
to care worsened symptoms in people with 
MS. “It’s not easy to get into specialty care, 
and new immigrants may not know how to 
maneuver the healthcare system,” she says.  

While drug companies help fund 
medication for people who don’t have 
adequate health insurance, Dr. Langer-
Gould says there’s often no follow-up from 
clinic staff to see if their patients are taking 
the medication. There’s also very little  
data on which medications might work  
best for Hispanics. 

Wendirad says for Hispanics who are 
undocumented, “they have to be dying 
to go to the doctor.” And while there are 
clinics that offer medical care on a sliding 
scale and don’t require documentation, 
“sometimes they ask questions that may be  
a little intrusive, and people are afraid  
to answer.” 

Joseph Martinez, an event planner in 
Commerce City Township, Michigan, 
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Joseph Martinez, diagnosed with MS 
in 2008, notices that healthcare for 
migrant workers is more focused on 
immunizations, checkups and other basic 
healthcare rather than complex diseases 
like MS. 
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A Spanish-speaking MS Navigator  
can be reached at 1-800-344-4867,  

Option 3. For information and  
resources in Spanish, visit  

nationalMSsociety.org/espanol.

who was diagnosed with MS in 2008, says 
his mother is involved in healthcare for 
migrant workers. “The focus is more on 
immunizations, checkups and other basic 
healthcare” rather than complex diseases  
like MS, he says. 

While the Society and other groups now 
offer Spanish-language education materials 
about MS, Dr. Maldonado says that wasn’t 
the case a decade ago. And despite living in 
an area that has a large Hispanic population, 
Wendirad says she’s never seen information 
about MS in Spanish in any of the four 
neurologist offices she’s visited.

Dr. Langer-Gould notes there can 
also be trouble with Spanish-language 
translations or even cultural interpretations 
in educational materials or clinic intake 
forms. “You can’t just change the English 
to Spanish,” she says. “I’ve seen questions 

P
H

O
TO

 C
O

U
R

TE
SY

 O
F 

C
LA

R
IS

SA
 H

ID
A

LG
O

Clarissa Hidalgo, 
diagnosed with 
MS in 2010, 
says she faces 
challenges 
with her family 
members 
understanding 
her MS. 
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like ‘How often do you feel full of pep.’ My 
young Hispanic patients ask, ‘What is pep?’”

Cultural influencers 
In a study published in May in the 
International Journal of MS Care,  
Dr. Amezcua and her team examined  
how other cultural factors affect MS 
diagnosis and treatment in Hispanics. 

They found a distrust of traditional 
Western medical practices and more 
willingness to use alternative healing 
methods such as massage and herbal 
remedies like arnica, chamomile, turmeric 
and marijuana. Some traditional families 
believe in concepts like susto, in which the 
soul becomes frightened so much,  
it leaves the body. When it comes back,  
it creates disease. 

“There’s also a fatalism based on 
Christian thought—that this is what God 
decided to give me as my cross to bear,”  
Dr. Amezcua says. 

Clarissa Hidalgo, a yoga teacher in 
Merced, California, who was diagnosed 
with MS in 2010 at age 19, says her 
Mexican grandmother sometimes refers to 
her as “pobre chica,” or poor girl. 

“She wants people to take pity on me 
and recognize the disease is not my fault,” 
Hidalgo says. “Every night she tells me to 
pray and ask for my MS to be gone. I’m 
religious, but I don’t attribute my disease  
to that.” 

Family is often important in Hispanic 
culture, and family members often want to 
learn about and participate in a relative’s 
MS treatment. 

“I’m seeing my Hispanic patients 
get more involved in education,” Dr. 
Maldonado says. “They want to know all 

Janice Maldonado, MD
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“I’m seeing my 
Hispanic patients 
get more involved in 
education. They want 
to know all the details 
about their disease.”

—Janice Maldonado, MD

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

the details about their disease. They’ve 
often studied treatments and have very 
sophisticated questions.” 

Part of this is due to extended outreach 
to Hispanics with MS through Spanish-
language publications, social media and 
support groups. But more can be done. 
Last year, Dr. Amezcua and her fellow 
researchers debuted a short film, “Dentro  
de Mi” (“Inside of Me”) that’s designed 
to portray the Hispanic MS experience 
through storytelling. 

“Using tools like films have the potential 
to better illustrate the interplay between 
immigration, culture and health,” she says. 
“And that can help promote MS awareness 
and self-care in patients, and cultural 
sensitivity in providers.” 

Vicky Uhland is a freelance editor and 
writer in Lafayette, Colorado.
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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 
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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	30	minutes.
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General information about the safe and effective use of OCREVUS.
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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
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In 2005, when she was first diagnosed 
with multiple sclerosis, Tami Ryan 

of Flower Mound, Texas, experienced 
extreme fatigue, diminished eyesight, 
and paralysis and numbness in her 
arm. Today, at 49, she’s an active 
mother of three running a home-based 
business with her husband. You might 
say she’s thriving—and she gives her 
MS disease-modifying therapy (DMT) 
only part of the credit.

“I decided that if I was going to 
beat this disease I needed to push 
myself beyond what is normal to just 
live,” says Ryan, who runs, practices 
yoga and does weight training. She 
also watches her carbs and uses 
aromatherapy. “I am not trying to be a 
superwoman, but I won’t stop trying to 
do super stuff. It’s a daily mental fight 
to push, but some things are just worth 
it. I am worth it.”  

Besides quitting unhealthy lifestyle habits—most 
notably smoking—research is beginning to show 
how healthy lifestyle strategies may help to improve 
management of MS, from taking vitamin D to 
exercising and practicing yoga to cognitive behavioral 
therapy (CBT). It’s a matter of finding the ones that fit 

Beyond Your disease-
modifying 
therapy is  
essential, but  
a little extra  
self-care could 
make a big  
difference in 
easing your 
symptoms.

by Aviva Patz

your particular lifestyle and are most 
effective for you. 

“We all want to feel our best, whether 
we have MS or not—but self-care is 
even more important when you have a 
chronic disease,” says Debra Frankel, a 
member of the healthcare access team 
at the National MS Society. “We’re 
finding that lifestyle strategies in some 
cases may modify the course of the 
disease and even your risk of getting 
MS in the first place.”

Lifestyle strategies  
to consider
New research can help doctors take 
lifestyle strategies more seriously. “Now 
we know that physical activity, diet, 

stress management and more are having 
an impact across the board,” Frankel says. 
Lifestyle strategies related to MS can be 
broken down into these areas:

Diet: Certain diets have been proposed as treatments, 
or even cures, for the signs and symptoms of MS. 
But most of these diets have not been subjected to 
rigorous, controlled studies, and the few that have 
been evaluated have produced mixed results. That’s 

Tami Ryan, diagnosed 
with MS in 2005, focuses 
on healthy habits. 

x



Eat vegetables and fruits, 
whole grains, fish and lean 
proteins, and cut down on 
salt, processed foods and 
alcohol, experts advise. 

We all want to feel our best, whether we have MS or not—
but self-care is even more important when you have a 
chronic disease.” 

—Debra Frankel,  National MS Society healthcare access team
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why doctors advise following general American Heart 
Association guidelines for heart health, which means 
eating vegetables and fruits, whole grains, fish and 
lean proteins, and cutting down on salt, processed 
foods and alcohol. “We think dietary changes may 
improve certain MS symptoms such as fatigue, 
potentially through beneficial effects on overall 
health and wellness,” says Ilana Katz Sand, MD, 
assistant professor of neurology at the Icahn School 
of Medicine at Mount Sinai in New York, who is 
conducting a diet study with funding from the Society.

Dr. Katz Sand says changing our diet works in two 
ways to impact MS: directly, via the nutrients we 
absorb, and indirectly, via changes to our microbiota, 
the community of gut bacteria that influences our 
immune system as well as brain signals. We help 
shape our microbiota by the foods we eat. “We think 
certain dietary patterns may help by decreasing 
inflammation, supporting myelin, and protecting 
and nurturing brain cells through these signaling 
pathways,” Dr. Katz Sand says. 

Research has been conducted on two dietary 
supplements with mixed results: 

MS, likely because it contains an enzyme that’s key 
to activating myelin synthesis.  
Researchers caution against taking high doses 

of any supplement because of potential risks. Be 
sure to discuss the use of all supplements with your 
neurologist because some supplements may interfere 
with medications and may not be safe for every  
medical issue.

Ryan noticed that 30 minutes after eating a 
doughnut, her energy crashed and she felt all-over body 
pain. Now she eats carbs in small doses. “I still enjoy 
my favorite foods, including French fries,” she says, 
“only I manage when I’m going to have them.” 

Keri Link, 45, of Missoula, Montana, ditched pasta 
and potato chips right after she was diagnosed with 
MS in 2015. Though she still experiences balance 
issues and visual and cognitive slowness, she believes 
following a modified Paleo diet (meat, fish, fruits and 
vegetables, and no grains or processed food) helps 
keep these symptoms under control. “I eat the most 
nutrient-dense foods I can find,” she says.

Physical activity: According to a recent Society 
report establishing research priorities based on the 
most promising avenues of treatment for MS, exercise 
has a wealth of benefits for people with MS. Studies 
indicate that exercise improves aerobic capacity and 
muscular fitness as well as the ability to walk and 
maintain balance, and possibly even cognition. It 
appears to help alleviate fatigue and depression and 
enhances overall quality of life. Working out also might 
reduce the risk of other diseases, including obesity, 
which has been linked in some studies to increased MS 
risk and worsening of symptoms. In a 2017 study in 
the Journal of Neurology, Neurosurgery, and Psychiatry, 
people with MS who were overweight or had high 
cholesterol showed increased risks for relapses and 
annual changes on a scale that measures disability. 

There’s no one-size-fits-all workout for MS, so do 
what you love and can handle physically. Ryan says that 
doing yoga three times a week has made an “amazing 
difference” in her balance. She also runs. 

Link has found that hiking makes her feel better—she 
hikes outside with her dog and does yoga and stretching. 

  Vitamin D: A 2015 study in the European Journal of 
Neurology suggests that low levels of vitamin D are a 
risk factor for developing MS, and taking vitamin D 
may help protect neurons and repair myelin.

   Biotin, a form of vitamin B: In a 2015 study in 
the journal Neurology, high-dose biotin improved 
disability in some 12 percent of participants with 
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Keri Link (above and right), diagnosed with MS in 
2015, says her resilience comes from being active 
outdoors with her dog. 

For adults with mild to moderate disability, the MS 
Society of Canada recommends 30 minutes of both 
moderate intensity aerobics and strength training 
exercises for major muscle groups twice a week. Get  
a personal recommendation from a physical therapist  
or a fitness professional with experience in MS.

Emotional well-being: Depressive disorders are 
common among people with MS—and they’re often 
underdiagnosed and undertreated. Promising remedies 
for emotional changes include: P

H
O

TO
S 

C
O

U
R

TE
SY

 O
F 

K
ER

I L
IN

K



42  momentum ■ Winter 2017-18

thrive

  Therapy. Depression often goes hand in hand 
with fatigue and sleep problems, according to 
Amy MB Sullivan, PsyD, director of Behavioral 
Medicine, Training and Research at the Mellen 
Center for MS at the Cleveland Clinic in Ohio. 
Sullivan co-authored a small study showing that 
cognitive behavioral therapy (CBT)—a kind of 
talk therapy that helps you identify and replace 
thoughts and behaviors that trigger sleep issues and 
teaches healthy sleep habits—improves insomnia, 
increases total sleep time, and reduces fatigue and 
depression. “The benefits of working with a therapist 
are significant, and can substantially improve mood, 
sleep, fatigue and even your MS,” Sullivan says.

  Social support. Research has linked social 
support to better mental health and less stress 
among people living with MS, so call friends, spend 
time with family and join support groups: The 
Society’s Peer Connections program connects you to 
a trained volunteer for tips, suggestions and support; 
MSFriends is a telephone help line for MS questions 
(1-866-673-7436); and you can join a local MS 
support group (call 1-800-344-4867 or enter your 
ZIP code at nationalMSsociety.org/SHG).

When Link discovered there were no MS support 
groups in her town, she worked with the Society  
to start one and has been running the Missoula  
MS Healthy Active Lifestyle Support Group  
for two years. 
  Mind-body approaches including mindfulness 

and meditation, plus yoga and tai chi, can help 
lessen mild to moderate depressive symptoms, 
anxiety and stress. Link uses mindfulness and 
meditation, along with deep breathing, lavender  
oil and a gratitude practice. “A sense of gratitude 
carries me through the tough times, because it  
could always be worse,” she says. 

  Stress-management strategies. According 
to a 2012 study in the journal Neurology, a stress 
management program reduced measures of  
disease activity. 
Ryan has incorporated essential oils like black 

spruce, frankincense, blue tansy and ylang ylang into 
her bedtime routine. “I was skeptical at first, but then  
I was amazed at how well they work to help me relax 
and sleep,” she says. Managing stress can involve 
reducing things that cause you stress, but it’s also about 
finding ways to cope with unavoidable stressors. That 
might mean getting organized, asking for help and 
viewing stressors as challenges rather than life-enders.

Complementary therapies 
If you’re going to experiment with nontraditional 
therapies, use them wisely. And always check with your 
doctor. “Just because a supplement is herbal doesn’t 
mean it can’t still be dangerous or interact with a drug 

Eric Small, diagnosed with MS in 1951, practices 
yoga, which can help lessen depressive symptoms 
common among people with MS. 
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Learn more about how self care 
can help ease symptoms.  

Visit nationalMSsociety.org/
wellness or nationalMSsociety.

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

you’re taking for MS,” Frankel warns. “I’m not saying 
you shouldn’t explore complementary therapies—you 
just have to be smart about it.”
  St. John’s wort is an herbal supplement that 

may help treat mild to moderate depression.  
Talk to your doctor first to avoid interactions with 
other medications. 

  Acupuncture may help relieve MS-related 
symptoms, including pain, spasticity, numbness and 
tingling, bladder problems and depression. 

  Cannabis (marijuana) might ease symptoms like 
MS-related pain and spasticity, but there’s no hard 
evidence that it works—and smoking it likely has 
the same negative health consequences as cigarette 
smoking. No matter how you ingest it, cannabis can 
also impair balance, coordination and cognition. 

Considerations to keep in mind
When choosing methods of self-care, it makes sense 
to consider factors like your physical ability, time, 
schedule and budget. But in the end, it’s important to 
set realistic goals. “If you’ve been eating an unhealthy 
diet, maybe say, ‘Tomorrow I’ll replace dessert with 
a fruit,’” instead of trying to go from pasta to Paleo, 
Frankel says. “Also manage your expectations. You can’t 
think, ‘I’m going to take vitamin D every day and MS is 
going to go away.’” 

Ryan adds, “Find what makes you happy first, then 
focus on healthy ways to keep that feeling. Start small, 
as one little change can make all the difference.”

Finally, she says, “Try something new. Amazing things 
happen when we choose to try.” 

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

Do you have pain, spasticity, numbness and  
tingling? Acupuncture may help relieve these  
MS-related symptoms. 
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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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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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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.

Genzyme Corporation
500 Kendall Street
Cambridge, MA 02142
A SANOFI COMPANY

November 2016
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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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IN LIVING COLOR
This digitally colorized MRI 
image is part of a series called 
“My Psychedelic Brain” by artist 
Susan B. Trachman, who was 
diagnosed with MS when she 
was 26.

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

The images of Trachman’s 
brain and skeleton are printed 
on backlit film and displayed on 
illuminated X-ray view boxes. 
“Yes, I see the plaque. It’s in 
black and white. But I also 
see bright vibrant colors. I see 
beauty. I see life. I see me.” 

solve
Research to stop disease progression, restore lost function and end MS forever 
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Alan J. Thompson, MD, the recipient 
of the 2017 John Dystel Prize for 

Multiple Sclerosis Research, has devoted 
more than 35 years to the treatment and 
care of people with MS. Among his many 
contributions, he is perhaps best known 
for his work with magnetic resonance 
imaging (MRI), to modernize the diagnosis 
of primary progressive MS and his efforts 
to find rehabilitation solutions for people 
living with this disease.

“We’re delighted to present the 2017 
John Dystel Prize for MS Research to Dr. 
Thompson, who pioneered the research 
of progressive MS and was instrumental 
in using magnetic resonance imaging to 
determine the criteria for diagnosis,” says 
Bruce Bebo, PhD, the Society’s executive 
vice president of research. “Dr. Thompson 
has played an integral role in opening up 
the way to understanding the complexities 
of progressive MS.” 

The prestigious John Dystel Prize, jointly 
awarded by the Society and the American 
Academy of Neurology, is made possible 

Modern 
approaches
Dr. Alan J. Thompson pioneers groundbreaking work in MS 
diagnosis and rehabilitation.

by Susan Worley

by a research fund established by the late 
Oscar Dystel, who was a member of the 
Society’s National Board of Directors, and 
his late wife, Marion. The prize is awarded 
each year in honor of their son John Jay 
Dystel, who died from complications of MS. 

Lifelong career
Dr. Thompson was still a medical student 
at Trinity College in Dublin during the 
1970s when he decided to pursue a lifelong 
career in MS research.

“I have always been drawn to challenging 
areas of research,” says Thompson, dean 
of the University College London Faculty 
of Brain Sciences. “Particularly those that, 
if resolved, could have a major impact 
on patients. Once I decided to study 
neurology, I was drawn to multiple sclerosis 
in part because it is a very common 
condition in Ireland. 

“Back in those days, there were no 
treatments for the disease and no active 
approach to the management of the 
disease. It seemed that most of the 

Alan J. Thompson, 
MD, has contributed 
to modernizing the 
diagnosis of primary 
progressive MS.  
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fundamental questions around causation 
and mechanisms had yet to be answered. 
With the naivety of youth, I felt sure this 
was something to which I could contribute.”

Dr. Thompson says that he was fortunate 
to have an opportunity to begin research 
on biomarkers in MS (immunological 
markers in the blood and spinal cord) under 
the guidance of his mentor, Dr. Michael 
Hutchinson, in Dublin. By another stroke 
of good luck, this research post was funded 
with the proceeds of a concert given  
by the famous conductor and pianist  
Daniel Barenboim. 

“My good fortune continued when 
I moved to London in the mid-1980s, 
and began to work with professor Ian 
McDonald, PhD, one of the leading MS 
researchers of that century,” remembers  
Dr. Thompson. “At the time, he was 
pioneering the application of magnetic 
resonance imaging to MS and making major 
contributions to diagnosis and monitoring 
[of the disease] and our understanding of 
underlying disease mechanisms. It was he 
who encouraged me to focus on progressive 
MS, and that resulted in some exciting 
research which translated into a number  
of well-cited papers.”

Before the development of the first 
disease-modifying therapies for MS during 
the 1990s, Dr. Thompson was known 
for his interest in neurorehabilitation for 
people with MS and his use of imaging to 
track their rehabilitation. He and his team 
developed two new outcome measures 
for research studies involving patient 
assessment of interventions: the MS 
Impact Scale and the MS Walking Scale. 

When scientists began to explore drug 
interventions for MS, Dr. Thompson led 
some of the first clinical trials of interferons 
in the treatment of primary progressive and 
secondary progressive MS. His refinement 
of the use of MRI to evaluate the disease 
led to insights into progressive MS that 
have helped shape the course of research.

“Alan’s pioneering work showed that 
people with primary progressive MS have, 
on average, fewer plaques in the brain,” 
says imaging expert Daniel Reich, MD, 
PhD, recipient of the Society’s prestigious 
Barancik Prize for 2016. Plaques are the 
lesions or disease hot spots that show up 
on MRI scans. “That discovery has stood 
the test of time, and really has defined our 
thinking about imaging findings in that 
form of the disease.”

In addition to conducting innovative 
research, Dr. Thompson has offered 
his expertise in a number of voluntary 
positions, including his role for 10 years 
as chair of the Medical and Scientific 
Advisory Board of the Multiple Sclerosis 
International Federation and his current 
role on the National MS Society’s 
Research Programs Advisory Committee. 
Dr. Thompson also has mentored many 
young academics, researchers, doctors 
and administrators nationally and 
internationally. He is editor-in-chief of the 
influential Multiple Sclerosis Journal and 
is chair of the Scientific Committee of the 
International Progressive MS Alliance.

Looking toward the future 
Dr. Thompson plans to continue his work 
in progressive MS, with a particular focus 

Our ultimate goal is to develop treatments that will one 
day prevent the development of [MS] progression. ” 

—Dr. Alan Thompson
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Read about  
Dr. Thompson’s work 
with the International 

Progressive 
MS Alliance at 
progressive 

msalliance.org.

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

on exploring biomarkers and examining 
the role of spinal cord imaging in 
understanding MS-related disability.

“My colleagues in Queen Square 
Multiple Sclerosis Centre and I have 
developed a comprehensive research 
program that allows us to explore the 
mechanisms underlying disability, and 
to engage in major trials focused on the 
testing of neuroprotective interventions,” 
Dr. Thompson says. 

Much of Dr. Thompson’s time these days 
is spent working with the International 
Progressive MS Alliance.

“This has been an extraordinary initiative 
led by MS societies involving clinicians, 
neuroscientists, people affected by MS and 
industry,” Dr. Thompson says. “Its vision is 
very simply to accelerate the development 
of new treatments in progressive MS. In 
five short years it has raised the profile 
of progressive MS and brought together 
researchers across the world to identify new 
treatment targets for progressive MS. 

“There is still a huge amount of work 
to do, but our ultimate goal is to develop 
treatments that will one day prevent the 
development of progression.” 

Dr. Thompson says his desire to have  
a major impact on people living with MS  
is the source of his inspiration.

“It always has to be about patients,”  
Dr. Thompson says. “They are at the very 
heart of everything I do.” 

Susan Worley is a freelance medical writer 
in Bryn Mawr, Pennsylvania.

MRI is the diagnostic 
tool that currently 
offers the most 
sensitive, non-
invasive way of 
imaging the brain, 
spinal cord or other 
areas of the body. It 
can help establish a 
diagnosis of MS and 
monitor the course 
of the disease.
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A woman performs exercises 
in the Computer Assisted 
Rehabilitation ENvironment 
(CAREN), a virtual reality system 
used for clinical treatment and 
mobility research. 
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In Tel Aviv, Israel, a woman with multiple sclerosis is 
inside a huge dome, surrounded by video screens. 

She begins walking on a treadmill that’s on top of a 
platform. As images flash on the screens, the platform 
tilts and rotates in response. One minute, the woman is 
walking uphill on a road through the woods. Moments 
later, she’s navigating bumps in the road.

This supersized virtual reality game is part of 
National MS Society-funded research conducted 
by Alon Kalron, PhD, and his colleagues at Tel Aviv 
University and the Sheba 
Multiple Sclerosis Center 
at Tel Hashomer. The 
study, which was published 
in 2016 in the Journal of 
NeuroEngineering and 
Rehabilitation, found that 
two 30-minute virtual reality 
sessions a week for six 
weeks significantly improved 
balance in people with MS.

Virtual reality is just one 
of the novel approaches that 
people with MS are using 
to increase their balance and mobility. There’s also 
research on how exercise video games help those with 
MS improve their gait and feel more stable—while also 
having fun. 

“Sometimes traditional balance and mobility 
exercises can seem boring or hard to keep up with on 
a daily or weekly basis,” says Kalron, who also has a 
degree in physical therapy. “But virtual reality and other 
games can make balance practice more interesting. 
They’re also a way to have fun with your children, 
grandchildren or other family and friends.”

New research shows that video game-based physical 
therapy may be particularly effective for people with 
MS. But these high-tech approaches do have their 
limits. Here’s a look at how virtual reality and other 

Fun and games
Everything from virtual reality gadgets to medicine balls can help improve balance.

by Vicky Uhland

games help improve balance, stability and mobility; 
who is likely to get the most benefit from them; and 
which games are the most effective.

A workout for brain and body
For a long time, scientists thought the acts of 
balancing, maintaining an upright posture and walking 
didn’t involve the brain, says Daniel Peterson, PhD, 
assistant professor of exercise science at Arizona State 
University. But recent research is showing that’s not 

true in humans.
“Think about how if you’re 

walking down the street and you 
get a phone call from a friend, your 
walking starts to slow down as you 
talk. Or how you’re more likely to 
fall when your attention is divided 
and you’re not concentrating on 
your feet,” Peterson says. “Although 
the research is young, there’s 
evidence to suggest your physical 
and cognitive domains interact to 
affect mobility and balance.”

A 2015 review of 20 studies 
published in BioMed Research International found 
that cognitive-motor interference—like walking 
and talking at the same time—can be influenced by 
MS. “That’s why virtual reality and video games that 
combine balance exercises with cognitive challenges 
may be more effective than just balance exercises 
alone for people with MS,” Kalron says. So can low-
tech mind/body exercises such as dancing, boxing or 
something as simple as walking while doing arithmetic 
in your head.

Why? Society-funded investigator Brett Fling, PhD, 
assistant professor in the Health and Exercise Science 
Department at Colorado State University, says there’s 
growing evidence that it has to do with a concept 
called proprioception.

The [virtual reality] 
games give you visual 
stimuli on how to lean 
your body, which can 
increase feedback from 
your feet to your brain.” 

—Brett Fling, PhD
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There are three ways your body maintains its balance: 

through visual cues, such as seeing an obstacle in your 
path and avoiding it; via the inner ear; and through 
proprioception. You use your proprioceptive system 
when you close your eyes and touch your finger to your 
nose. It also transmits information to your brain from 
nerve receptors inside your muscles, joints and tendons 
in your feet and ankles. This information is processed 
and then sent back to your feet, helping you walk and 
keep your balance. “Proprioception is the main thing 
we use to stay upright,” Fling says.

Even though it’s traveling through the longest 
pathway in the body, the proprioception process from 
the feet to the brain and then back again is almost 

instantaneous. But in people with MS, the nervous 
system may not be able to transmit that information 
fast enough. The result can be problems with balance 
or stability. 

That’s where virtual reality and video games come 
in. In 2014, Fling and his team published a study 
in Neurorehabilitation & Neural Repair showing 
that video games that use the Nintendo Wii Balance 
Board—like Ski Slalom or Yoga—might be able to make 
the proprioceptive pathway function better in people 
with MS. “The games give you visual stimuli on how to 
lean your body, which can increase feedback from your 
feet to your brain,” he says. Dancing or boxing-related 
video games can do the same thing—especially ones in 
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which you’re able to adjust the level of difficulty so you 
can start out slow. 

Fling says virtual reality games may work in the same 
way, or they may teach people with MS to compensate 
for proprioceptive deficits by improving their visual 
balance system. 

Fling also is studying headphones, such as Halo 
Neuroscience’s Halo Sport, that stimulate the brain’s 
motor cortex, which helps control movement. At 
the annual meeting of the International Society for 
Posture and Gait Research in June, Fling presented 
research showing that there are significant strength 
differences in the legs of people with MS. Transcranial 
direct-current stimulation headphones can increase 

This treadmill is equipped 
with measurement 
capabilities and can track 
sway, motion and other 
data for mobility research. 

the amount of time that people with MS can use 
their weaker leg by stimulating the part of the brain 
responsible for muscle movement—which may help 
reduce fatigue and increase mobility.  

Fun and games for everyone?
Virtual reality and other high-tech games are best 
for people who can stand without a mobility aid. But 
Michelle Cameron, MD, an Oregon Health & Science 
University associate professor, neurologist and physical 
therapist, says there are some balance exercises and 
games that can be done using a single-point cane for 
support. Dr. Cameron suggests one or two sessions 
with a physical therapist (PT) to explore which 
approach is right for you. And then check in yearly 
with your PT to see if the games you’re using are still 
applicable, and if there are any new options.

However, finding a PT who embraces video games 
and other high-tech approaches may take some effort. 
Alexander Aruin, PhD, professor of physical therapy 
and bioengineering at the University of Illinois at 
Chicago, teaches a class on novel approaches for 
physical therapy. He notes that virtual reality and 
video-based balance-training games have only become 
available in the last five to 10 years. 

Not all physical therapists may be prepared to 
use the new technology. Some therapists also prefer 
exercises that don’t require their patients to purchase 
equipment. And even if the therapist is willing, some 
clinics might not have the money to buy cutting-edge 
equipment for their patients to try. The Society’s listing 
of physical therapists does not include information 
specific to their practices. Check with your neurologist 
and contact recommended physical therapists to find 
out what they offer.

Financial considerations can also be an issue for 
people who want to buy home-based gaming systems.
Prices are coming down. It’s possible to buy a Wii 
console, Wii Fit Plus software—which includes 
balance games and yoga—and a balance board for 
about $60. Xbox Kinect is pricier—around $300 for the 
console plus $10 to $40 for each game, but both Fling 
and Aruin prefer it. “I’m skeptical about Wii because P
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Learn more about traditional approaches to balance  
issues at nationalMSsociety.org/gait.

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

the balance board is so small—there’s no place for a 
cane,” Aruin says. 

Virtual reality headsets can cost anywhere from $100 
to $1,000. The cheapest are the ones you can use with 
a smartphone. While there’s little information available 
on which types are better for people with MS, one 
study published in 2016 in the Journal of the Formosan 
Medical Association found that a home-based virtual 
reality system that uses a touchscreen computer and 
a balance board was just as effective as traditional 
exercises for improving balance and mobility.

There are some studies underway to see how people 
with MS who use a wheelchair or scooter can benefit 
from virtual reality and other high-tech balance 
exercises. Aruin says that while you have to be able 
to stand unassisted to use your legs for balance, it is 
possible to improve balance in your trunk while seated. 

This can help you get in and out of a wheelchair and 
perform tasks like rolling over in bed. 

Aruin has a study awaiting publication that involves 
people with MS repeatedly throwing a medicine ball. 
After 120 throws, in bouts of 20 to 30 tosses so the 
study subjects weren’t overexerted, the people with MS 
were able to control their balance better when quickly 
lifting their arms to their shoulders. “This showed 
activation of the muscles in the trunk,” he says.

Safety is key when you put on virtual reality goggles 
or pop a yoga game into the Wii console. Make sure 
you have a partner to spot you if necessary. Do the 
exercise next to a wall for extra support, and have 
a chair or railing in front of you in case you need 
something to hold onto. Kalron says it’s also best to 
start slowly with virtual reality games because they  
can be disorienting. “It’s rare, but some people can 
have motion sickness, so they need to get used to  
the feeling.” 

As with any new exercise regime, talk to your 
healthcare provider first. If they approve of you doing 
virtual reality or video-game balance training at home, 
you might just find yourself working a little harder and 
longer—and getting better results.

“Traditional physical therapy is very effective, but 
sometimes it lacks an important component—fun,” 
Aruin says. “When you’re doing new, exciting tasks, you 
are more likely to have the highest level of commitment 
and involvement.” 

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

The future of rehab looks like this. 
The biomechanical lab known as CAREN 
allows researchers to monitor motor 
performance and investigate new 
treatment options.
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connect
Building relationships 

Sarah Keitt worked with her  
employer to create a telecommuting 
plan that helps her work better. 

Office Co-workers can react with resentment 
or understanding about adjustments 
that help you do your job.

by Shara Rutbergaccommodations

But Keitt persuaded her to try 
it for one day a week for six 
months. During that time, Keitt 
kept detailed records of her 
work and made certain she was 
available throughout the day.

At the beginning, there was 
“a little resentment” among her 
co-workers, Keitt says. In the 
end, however, those negative 
feelings—and the company’s 
policy on telecommuting—
changed dramatically.

More than a job
Research has shown that 60 percent of people with 
MS are working at the time of diagnosis, says Steve 
Nissen, director of MS Navigator Services Delivery at the 
National MS Society. “But if you jump ahead several years 
post-diagnosis, that percentage drops to 40 to 43 percent.”

When surveyed, many people with MS said they 
thought they would still be able to work and would 
like to work, says Nissen, who has been working on 
disability employment issues at the Society for more 
than 19 years. Factors that might contribute to their 
departure include bad disclosure experiences as 
well as not knowing their legal protections or what 
accommodations might be possible for them.

Gradually, more people with MS are continuing to 
work, due to increased employer awareness of the 
disease, better legal protections and medical advances. 

Not long after Sarah Keitt was diagnosed with 
multiple sclerosis at age 30, and two months into 

a new job as a program manager at a small women’s 
health research organization, her occupational therapist 
and neuropsychologist suggested that working from 
home one or two days a week might be beneficial.

After she initially disclosed her diagnosis, her boss 
was helpful about making accommodations for her in 
the office. “But the telecommuting was a tricky one,” 
Keitt recalls. “The office didn’t have a policy for it, and 
the boss didn’t like people working from home at all.”  
A former employee had abused the privilege. 

Keitt explained how her therapists believed 
telecommuting would help with her fatigue and 
that working in her quiet home would offer fewer 
distractions than at her desk in a busy office, letting  
her focus more easily. At first, her boss was resistant. 
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“But we still have a way to go,” Nissen says. For most 
people, “work is so much more than just a job. It’s a 
big part of identity. That’s why we do whatever we can 
to support people with MS in getting educated and 
staying employed as long as they choose.”

Being proactive is critical to helping create a positive 
work situation after disclosure, Nissen says. Just as 
each person with MS has a different experience with 
the disease, every job situation and every employer is 
different. One underlying key to making the situation 
positive, however, is developing and maintaining 
good communication between the employee and the 
employer, he says.

Legal rights, unique needs
Start by arming yourself with knowledge about your legal 
rights as well as your unique individual needs, Nissen 
says. Contact a MS Society MS Navigator. He or she 
can connect you with employment-related resources 
that can help you with everything from dealing with 
employer misperceptions about MS to understanding 
the Americans with Disabilities Act (ADA). 

When Karen 
Knable Jackson 
(right) was no 
longer able to 
perform hands-on 
patient care, she 
took a different 
job role, and her 
employer provided 
a work station that 
accommodated 
her mobility aids. 

You can also contact two government entities, the 
U.S. Department of Labor-funded Job Accommodation 
Network (askjan.org) and the Employer Assistance  
and Resource Network on Disability Inclusion  
(askearn.org). Their services range from brainstorming 
about specific accommodations that might help you to 
providing information about post-disclosure legal issues.

The obligation for employers to provide reasonable 
accommodations for employees with disabilities is 
one of the key requirements of the ADA. There are 
no specific policies or procedures that employers 
must follow, however, when providing those 
accommodations. Accommodations can include things 
like special computer software, parking spots closer 
to the building and a flexible schedule. Find more 
examples of specific accommodations and a worksheet 
to help you analyze accommodations that may help at 
nationalMSsociety.org/accommodations.

When talking to your employer and co-workers about 
your need for accommodations, emphasize the win-
win situation they create, says clinical psychologist 
Rosalind Kalb, PhD. The Society provides details at 

Help with fatigue and fewer distractions were 
reasons why Sarah Keitt’s therapists believed she 
would benefit from working out of her home.
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and created less stress. It may seem like a simple thing, 
but was huge for me, having my hands free,” she said.

Explaining “invisible” symptoms that require 
accommodations can be more challenging than talking 
about more visible symptoms like mobility issues, 
according to Kalb. “When no one can see what’s going 
on, confusion can really set in, and coworkers can 
resent special treatment,” she says. “People can think 
‘Oh, this person is not going to be able to pull his or 
her weight.’ That’s when people with MS have to put 
on their teaching hats and explain, for example, how 
their MS-related fatigue is very different from other 
employees feeling tired at work.”

That’s what Knable Jackson did. “I used every minute 
I could as a teaching moment about MS,” she says. 
“I didn’t hold a grudge against anybody who didn’t 
understand the disease. If you’re going to have to deal 
with a disease like this, why not raise awareness?  
Why not educate?”

While she says the majority of her colleagues were 
great about her accommodations, she retired after a 
couple of coworkers during her last three years of work 

nationalMSsociety.org/win-win. “Talk about 
how that accommodation will help you be the most 
effective, productive employee possible,” Kalb says. 
She also suggests rehearsing what you’ll say with a 
friend or relative before approaching coworkers.

Explaining invisible symptoms
Karen Knable Jackson was working as an athletic 
trainer in an orthopedic practice when she was 
diagnosed with MS in 1996. When she could no 
longer work with athletes in the field, she took an 
administrative job at another orthopedic practice. “My 
employers and coworkers were beyond accommodating 
and helpful and understanding,” she says. 

One of her accommodations was that she no 
longer performed hands-on patient care. Instead, she 
performed her job from her desk, where her employer 
set her up with a work station that accommodated 
her mobility aids (walker, scooter and, ultimately, a 
wheelchair) and a headset she had requested. The 
headset was enormously helpful. “Most people didn’t 
think it was a big deal, but it made me more efficient 

Learn more 
about how to 
request work 

accommodations  
at nationalMS 
society.org/ 

accommodations.
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To learn about accommodations that might help  
at work, visit askjan.org or call 1-800-526-7234.

“sort of used my MS against me, making it taxing and 
increasing my MS fatigue.” She says that in the end, her 
departure has allowed her to dedicate time to her passion. 
She shifted from advocating for herself to advocating for 
all people with MS as a District Activist Leader with the 
Society, meeting with elected officials to discuss issues 
that affect people with MS. 

“There are always going to be people who are unhappy 
about something at the workplace,” Keitt says. “Someone’s 
always going to be jealous. You can’t do anything about that. 
All you can do is to work to build trust.”

If people are unhappy with your accommodations or 
your position, “focus on your support network at work. 
Communicate what’s going on. And let the negative people 
learn as they see you carrying your own weight,” Kalb says.

“Disclosure always brings some risks, and we want 
people to go into it with their eyes wide open,” Kalb says. 
But sharing your diagnosis at work can also be a positive 
experience. “For some people, it’s been life changing to work 
in an environment that is welcoming and supportive,” she 
says. “People can be amazingly supportive and want to know 

what they can do to help. It makes for a tighter, 
warmer, mutually supportive relationship in  
the workplace.”

A friendlier workplace
If, after all best efforts, the situation does go badly 
after disclosure, it could lead to finding work with a 
disability-friendly employer where the employee will 
be happier, Nissen says. “There are companies out 
there making a really concerted effort to increase 
diversity and include people with disabilities in their 
company’s outreach,” he says. The Society can help 
connect job seekers with these companies and with 
related job boards.

At the end of Keitt’s six-month telecommuting 
trial period, she sat down with her boss to analyze 
the situation. They found that working from home 
one day a week allowed Keitt to be “a lot more 
productive.” They also realized that she used fewer 
sick days during that time than other employees.

After several years, Keitt left the organization 
to be a stay-at-home mother to her two children. 
Two years later, the organization called and asked 
if she could return to work, working three days 
a week from home. And, she learned that the 
company had adopted an officewide telecommuting 
policy. “The accommodation made because of my 
special circumstances was valuable to the whole 
organization, resulting in happier, more productive 
employees,” Keitt says.  

Shara Rutberg is a freelance writer 
 in Evergreen, Colorado.

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

MAKING A DIFFERENCE 
HAS NEVER BEEN EASIER

Participating in your employer’s charitable giving 

campaign is an easy way to have impact. Simply 

designate the amount you’d like to contribute, and 

your gift  will be automati ally dedu ted from your 

paycheck and donated.

Look for the National MS Society under 

Community Health Charities, or select CFC# 11409 

in the Combined Federal Campaign.

ELLECIA, DIAGNOSED IN 2011
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A 1,200-step stair climb, 
a 40-pound vest and a 
60-pound 4-year-old

by Mike Knight

       apa, will you carry me?” 
       4-year-old Alejandro Alava 
begged his father, Miguel. 

What parent hasn’t received 
such a plea, a heartstring-
tugging request nearly 
impossible to refuse?

But there were plenty of 
reasons for Miguel to say no to 
his son. For starters, the two 
were standing on the second-
story landing of Boston’s iconic 
200 Clarendon Tower, site of 
Climb to the Top Boston held 
in March 2017. The climb up 
61 flights of stairs was created 
in 2009 to raise money for the 
National MS Society. 

As Miguel and his son talked, 
other climbers barreled up the 
stairs to a steady drum of feet 
and cheering as they made their 
way to the top.

Alejandro had only 
announced his decision to 
climb the tower’s more than 
1,200 steps to his mother, 
Wendy Alava, and his father 

“P



in the chaotic moments just 
before the climb began. 

“I was registering, I had my 
bib, hat and vest on,” Miguel 
says. “And then Alejandro said, 
‘I’m going with you, Papa.’” 

“It was shocking,” Miguel 
recalls. “Our jaws dropped.” 
Stunned by the little boy’s 
declaration, Wendy and 
Miguel stood in the crowd with 
Alejandro. And then they cried.

After years of seemingly 
unrelated illnesses—eyelids 
that wouldn’t open, fatigue, foot 
drop and leg lock—Wendy was 
diagnosed with MS in 2010. 

Married in 2004, the 
couple live in Brooklyn, New 
York. Wendy, 38, teaches 
kindergarten. Miguel, 41,  
works as a personal trainer  
and CrossFit instructor.

A 40-pound 
disadvantage
Miguel had participated in 
two previous fundraising 
stair climbs before, both in 
New York City: the first for 
cystic fibrosis, the second for 
MS, which took place at 30 
Rockefeller Plaza. But the 
couple had friends in Boston 
and wanted to get away for a 
weekend, so Miguel entered 
the Climb to the Top event.

To show his love and support 
for Wendy, Miguel had already 
chosen to wear a 40-pound 
weighted vest for the climb that 
day. “I wanted to put myself at 
a disadvantage,” he says. “I hear 
my wife go through pain all the 

time and I said, ‘I’m going to 
put myself through this for her 
and overcome this and inspire 
people.’ I wanted to put myself 
through a real challenge.” 

Alejandro would add another 
60 pounds to his father’s load.

“I thought about it for a 
second and said, ‘Why not’,” 
Miguel recalls. And then he 
scooped up his son and started 
climbing again.

It was a decision he 
questioned almost immediately. 
“The first two or three flights, 
I thought I couldn’t do it. And 
then Alejandro says, ‘No Papa, 
you’ve got to do this, you’ve got 
to finish this.’ And I said, ‘OK, 
I’m going to finish this.’”

With Alejandro tapping the 
back of his head and imploring 
Miguel to climb faster, the pair 
made their way up the stairs. 
Some 18 minutes later, father 
and son reached the building’s 
61st floor, collapsing after 
climbing the last step.

Tough and tougher
In all, 700 participants 
representing 100 teams 
climbed the tower that day, 
according to Gena Hyde, 
the Society’s associate vice 
president of communications. 
Kyle Terpak of the Biogen 
Climbers team finished first 
with a time of 07:54. Thirty-
two of the climbers had MS. 
Fifteen fire departments from 
Massachusetts, Connecticut, 
New Hampshire as well as 
the Boston area fielded teams 

for the event, with firefighters 
racing up the stairs in full 
“turnout gear,” protective 
clothing and equipment that 
added an extra 60 to 70 pounds 
to their load. 

The oldest climber was 74 
years old, born on June 1, 1944. 
Alejandro was the climb’s 
youngest entrant at just under 
5 years old. The climb raised 
$250,000 to support the 
Society in its quest to find a 
cure for MS and put an end to 
the disease that has changed 
Wendy’s life, along with Miguel 
and Alejandro’s, forever.

“When she got diagnosed, it 
was the most painful thing that 
ever happened to me,” Miguel 
says. Before she was diagnosed, 
the couple knew a friend with 
MS, as well as a former client 
of Miguel’s. So the Alavas had 
seen firsthand how challenging 
MS can be, but suddenly it 
became far more real. “It hit me 
close to home,” Miguel says. 
Now Miguel calls Wendy his 
hero. “I’m a tough guy, but she’s 
really tough,” he says. 

Miguel wants to get even 
more involved. Having 
participated in marathons, 
climbs and “Spartan races”—
grueling runs through obstacle 
courses filled with barbed 
wire, large ropes and climbing 
walls—he just completed the 
Society’s MuckFest® MS mud 
runs this June in New Jersey. 
“She’s against the mud run 
because she doesn’t want mud 
in the house,” he says, laughing. 

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

Learn more about MS Society Climb 
 to the Top events in New York City 

and Boston at climbMSnyc.org
and climbMSboston.org.

“I say, ‘No, the mud is for MS,’ 
and she’s OK with that.”

Miguel is planning on 
repeating the climb in 2018, 
this time in New York. “[The 
climb] was the most powerful 
thing I’ve ever done,” he says. 
“When Alejandro came and did 
the climb, she’ll never forget 
that,” Miguel says.

Wendy also remembers the 
other people who were part of 
it. “When I saw so many people 
going through the same thing, 
it made me understand that 
we are all going through this 
differently and going through 
different stages with our own 
personal battles,” she says. 

“Knowing that for one day, 
everyone was there together, 
there was so much love and 
support—that helped a lot.”

The commitment her 
husband and son showed was 
especially important. “It was 
very exciting to see Miguel and 
Alejandro. They made it from 
the bottom all the way to the 
top,” she says. “My husband is 
not a quitter. He proved to me 
that day he didn’t give up. My 
son also proved it that he didn’t 
give up either. And for me, it 
helped knowing that.” 

Mike Knight is a freelance writer in 
Indianapolis, Indiana. He was diagnosed 

with MS in December 2013.

To show support for his wife, 
Wendy Alava (left), who has 
MS, Miguel (right) ascended 61 
flights of stairs with a weighted 
vest and his son Alejandro 
(center) on his back. 
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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 

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.

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. 

•  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
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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 

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.

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. 

•  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
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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 the 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

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. 

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.

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

© 2016 Genzyme Corporation.  All rights reserved. 
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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 the 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

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. 

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.

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

© 2016 Genzyme Corporation.  All rights reserved. 
LEMTRADA, 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 (autoimmunity) 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: 

o  easy bruising

o  bleeding from a cut that is hard to stop

o  heavier menstrual periods than normal

o   bleeding from your gums or nose that is new or takes longer 
than usual to stop

o  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 disease. 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:

o  blood in the urine (red or tea-colored urine)

o  swelling in your legs or feet

o  coughing up blood

Side effects may happen while you receive LEMTRADA and for  
4 years after you stop receiving LEMTRADA. Your healthcare 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: 

o  swelling in your mouth or throat

o  trouble breathing

o  weakness

o  fast, slow, or irregular heart beat

o  chest pain

o  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 healthcare provider if you have 
the following symptoms that may be a sign of thyroid cancer: 
o new lump

o swelling in your neck

o pain in the front of your neck

o  hoarseness or other voice 
changes that do not go away

o  trouble swallowing 
or breathing

o  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:

Symptoms of hypothyroidism may include:

•  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:
o weakness

o chest pain

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

o dark urine

o 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: 

o  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 medicines exactly as your 
healthcare provider tells you to.

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

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

o fungal infections.

o unexplained weight gain

o feeling cold

o worsening tiredness

o constipation

o excessive sweating

o unexplained weight loss

o eye swelling

o nervousness

o fast heartbeat



o  listeria. People who receive LEMTRADA have an increased 
chance of getting an infection caused by the bacteria, listeria. 
Avoid foods that may be a source for listeria (for example, deli 
meat, unpasteurized milk and cheese products, 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.

•   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:
o shortness of breath

o cough

o wheezing

o chest pain or tightness 

o coughing up blood

The most common side effects of LEMTRADA include:

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 healthcare provider 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 healthcare 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.

©2016 Genzyme Corporation. All rights reserved.

ALE-FPLR-SL-JUL16    Rx Only

• 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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Switching
His wife’s MS diagnosis led 
Gary Dagastine from deputy 
sheriff to bike shop owner.

by Kelsey Blackwell

When Gary Dagastine started selling recumbent bicycles out of his 
garage in 2000, he didn’t realize his side hobby would soon become 

a second full-time job. Since he was one of the only dealers of recumbents 
around Coeur d’Alene, Idaho, customers soon began arriving from near 
and far looking for the unique tricycles that offer riders more safety and 
comfort than traditional upright bikes because of their larger seats, back 
support and lower height. 

Gary would meet customers early in the morning before putting on his 
badge as deputy sheriff for Kootenai County in Coeur d’Alene. In the 
evening, customers gathered around his shop waiting for him to return from 
work, and when he arrived, he spent time with each of them. Sometimes it 
wasn’t until after 10 p.m., that Gary could finally change out of his uniform, 
his wife, Beth, recalls. 

Touching lives 

impact

gears
Gary Dagastine (left) has a 
new career as a recumbent 
bike shop owner. And his 
wife, Beth (right), has a 
new passion that helps her 
manage her MS.
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impact

Now retired from the sheriff ’s 
department, Gary laughs, 
looking back. “I don’t have a 
clue how I did that,” he says.  
One thing that likely kept him 
going during those long days and 
nights was seeing firsthand how 
riding a recumbent had changed 
Beth’s life. 

When she was diagnosed 
with multiple sclerosis in 1992, 
Beth didn’t know what MS was 
or how it would impact her life 
long term. 

“The first doctor I talked 
to told me my husband and I 
would probably end up getting 
divorced and I would be in a 
wheelchair for the rest of my 
life,” she says. “I was extremely 
depressed. For a few years I was 
just up and down.”

Optic neuritis in her left eye 
made her feel as though she was 
looking through water, and she 
experienced pain throughout 
the left side of her body. Beth 
had been extremely active most 
of her life—riding a two-wheel 
bicycle, scuba diving and 
tending a quarter-acre garden. 
But difficulties with balance and 
fatigue now put most of these 
activities out of reach. 

Gary bought her an upright 
tricycle hoping it would help 
her stay active and support her 
balance, but the bike tipped 
over frequently. “I think we both 
thought I was trying to kill her,” 
he jokes. Adds Beth, “The first 
time I fell over I thought, ‘OK, 
let’s try again,’ but the third time 
I said, ‘That’s it, no more.’” 

A new outlook,  
a new business
After hearing about a 
recumbent bike show in 
Spokane, Washington, Gary 
was intrigued. They made the 
trip from their home in Post 
Falls, Idaho, but it took a little 
more convincing for Beth to 
give one of the tester bikes a try.

“I wasn’t doing good that 
day,” she says. “I was still in my 
wheelchair, and I did not want to 
get on [the bike], but eventually 
I did. I sat down, and I was 
surprised by how comfortable it 
was. The seat was wide. Balance 
was not an issue. I could go 
where I wanted at the speed I 
wanted. Being on the bike, I was 
independent. It was great.” 

So great, in fact, that Beth 
stayed on that first bike for an 
hour and half while others  
waited for a chance to ride.  
She was hooked. 

Since there were no bike 
dealers in the area, Gary called 
a manufacturer to see if a 
bike could be shipped. “The 
manufacturer asked, ‘Why don’t 
you start selling them in your 
area?’” Gary says. “I thought, 
sure, I could probably sell a few.” 

Today, his business 
Northwest Recumbent Cycles 
is regularly the No. 1 seller 
of recumbent bicycles in the 
country. Gary has expanded the 
business from his garage to a 
30-by-40-foot shop and a 51-
foot trailer. The bikes sell for 
between $1,100 and $4,500. 
Customers come from across 

the country and Canada, and 
he regularly works with people 
living with health conditions, 
including MS. 

That doesn’t surprise Kathy 
Zackowski, PhD, senior director 
for Patient Management Care 
and Rehabilitation Research at 
the National MS Society. 

Better balance
Recumbent bicycles in 
particular can be beneficial 
for helping people with MS 
stay active when they have 
trouble with balance, she says. 
“Because you sit back, you 
have trunk support. For many 
people, that makes it so they 
can exert themselves easier 
without feeling that they’re at 
risk for falling. A recumbent 
bike is also lower to the ground, 
thus giving it more stability 
than a traditional bike.” 

The benefits of physical 
activity for managing symptoms 
associated with MS are 
clear, Zackowski says. “It can 
improve cognition and decrease 
depression and fatigue. It’s also 
really known for improving your 
ability to be more social.” 
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With the support of a 
recumbent bicycle, Beth is now 
able to be more independent. 
She takes her bike to the 
grocery store and even the 
drive-through at her bank. 
“They just chuckle at me,” 
she says. A few years ago, she 
participated in a 20-mile  
bike fundraiser for her local 
Kiwanis Club. 

“It helps with getting 
exercise,” Beth says. “Without 
it, my legs would be jellyfish. 
I’m not as weak.” And the 
depression she previously 
struggled with? It’s not as  
much of an issue anymore, she 
says, thanks in part to being 
able to ride and the work she’s 
done for 17 years as an MS 
advocate. She travels around 
the country to help educate 
others about MS. 

Though life is busy, the 
Dagastines make slowing down 
a priority. On Thursdays, Gary 
closes shop early for a dinner 
party bike ride with Beth. 
Sometimes it’s just the two 
of them and other times they 
may be joined by 30 or more 
friends—some on recumbents 

that Gary has sold and others 
on road bikes, mountain bikes 
and cruisers. 

“We have a sign in the shop 
that says, ‘No matter how slow 
you go, you’re still lapping the 
guy on the couch,’” Gary says.  
“We believe that life is to be 
lived and that’s what we’re 
gonna do, and hopefully help 
others do.” 

Kelsey Blackwell is a freelance 
writer in Berkeley, California. 

See more at nwrecumbentcycles.com. 

Bike MS events offer rides of various lengths and difficulty 
in 80 locations across the U.S. See more at bikeMS.org.

Beth and Gary (above)  
relax on recumbent bikes 
outside their shop in Coeur 
d’Alene, Idaho. 

Customers (right) who come 
from across the country and 
as far as Canada, enjoy a 
sunny day on the shop’s lawn. 
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My friend Bruce is a 58-year-old recently retired 
building contractor from Southern California. I 

am a 24-year-old surfer, paramedic and dental school 
applicant from Duluth, Minnesota. Bruce has been a 
friend of my father’s since before I was born. In July 
2015, I rented a compact efficiency apartment from 
Bruce located exactly five properties to the east of his 
house, which also happens to be his childhood home. 

Bruce was diagnosed with multiple sclerosis decades 
ago. Today he is legally blind, uses a power wheelchair, 
and has an exceptionally upbeat attitude. Bruce is a 
master carpenter and maintains a well-equipped wood 
shop in a tiny single-car garage attached to his house. 
The condensed space is divided between Bruce’s well-
used power tools and a variety of vintage but perfectly 
usable surfboards. 

Bruce made his living in the construction business 
and built a reputation for being a hardworking, precise 
and honest journeyman carpenter and building 
contractor. As his MS progressed, he was forced to 
retire from fieldwork but remained a valuable project 
manager. He reported to work each day with the help 
of a personal driver and video magnifier to help with 
his vision while he managed the project estimating and 
public relation aspects of the business. 

But Bruce’s love in life, second only to his wife and 
two adult children, is surfing. While it has been more 
than 10 years since Bruce has caught a wave, his 
passion remains. He can quickly recall surfing large 
waves off any number of his secret spots throughout 
Southern California and Northern Baja, Mexico. He is 

Bruce
A simple carpentry question built 
much more than a coffee table. 

by Will Elliott

My friend

Will (left) and 
Bruce bond over 
woodworking and 
a love of surfing. 
Bruce has taught 
Will that life, like 
woodworking, 
is about being 
patient. 

not your average surfer by any means: He successfully 
completed the arduous 32-mile Catalina Classic 
Paddleboard Race from Catalina Island to Manhattan 
Beach, California, on numerous occasions. And his 
collection of vintage surfboards reads like a fine novel 
in the progression of surfboard design from the 1970s 
to the late 1990s, all boards he used to catch waves 
over the years.

Lessons beyond woodworking
Shortly after moving in, I noticed Bruce’s impressive 
tool collection and asked if I could repair a loose  
leg on a small coffee table located in my apartment.  
I expected Bruce to point me in the direction of the 
wood glue and we’d be done. Boy, was I wrong. This 
small request has morphed into the development  
of a deep and profound friendship. Bruce has 
taught me that woodworking, like life, is about  
being patient, understanding that the process  
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positive attitude, rapid-fire wit and a mischievous 
sparkle in his blue eyes. He has an innate ability to 
weave in a life lesson while teaching me about the 
different species of hard woods. 

He talks about his experiences encouraging people 
to take pride in their work and once bragged that he 
got a group of inexperienced “weekend” carpenters to 
roof a friend’s house in one day. While teaching me to 
laminate wood strips into a custom trout-fishing net, 
Bruce also explains that a high moral and ethical code 
is not only the most important business practice, but 
critical to success in any endeavor. 

Bruce has breathing problems as a result of his 
MS, and it’s sometimes difficult to hear him when he 
speaks. But that doesn’t prevent him from explaining in 
great passionate detail the intricacies of woodworking. 
After a session with Bruce, working on either his 
project or mine, I often wonder how we transitioned 
from gluing mahogany blocks to discussing the birth 
of his daughter or a friend’s funeral. I walk back to my 
little apartment smiling and thinking, “Well, Bruce 
has done it again.”  “Measure twice—cut once” means 
significantly more than saving material—he is telling 
me to make good decisions the first time.   

Bruce’s MS has certainly changed the course of 
his life. He no longer works in construction. He’s 
physically unable to surf. But it’s also allowed him to 
focus on what’s truly important in a fulfilling life, and 
he has patiently shared these values with me. Bruce 
has redefined the concept of quality of life, and I 
am the beneficiary of his positive attitude, profound 
honesty and willingness to teach. 

I will carry the lessons I am learning from my friend 
Bruce throughout my life. These gifts started with the 
simple question: “Bruce, can you help me fix a leg on a 
coffee table?” 

Will Elliott, after completing his biology degree at the 
University of Minnesota Duluth, recently completed the 
paramedic program at the UCLA Center for Prehospital 

Care. He is applying for admittance to dental school. 

is often more important than the product, taking 
pride in doing things right, cleaning up my own mess, 
and that listening is a virtue without equal. He has 
also taught me the importance of thinking something 
through before taking action, or what he calls “measure 
twice—cut once,” to make sure a piece of wood is the  
proper size. 

My time with Bruce is valuable in more ways than 
just learning about woodworking or discussing our 
shared passion for surfing. He has this tremendously 
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this is me
Art and inspiration 

John Roy spent his career as a bricklayer in St. 
Paul, Minnesota, where he raised two kids. But it’s 

the highways and byways of abandoned America that 
inspire him: old farmhouses, vintage cars, road signs, gas 
stations, motels and salvage yards that dot the landscape. 
His love of the blues figures in, too. 

Roy found a way to turn that passion for Americana 
into art. Over the years, he has taken thousands  
of photographs, which he uses to create large-scale  
3-D montages. 

In a highly labor-intensive process, he meticulously 
cuts images from the photos to create his color-splashed 
road art.

Blue highway, he calls it.
Some of the pieces are as big as 8-by-16 feet, though 

these days they’re more likely to be 6-by-12. 
“My MS slows me down a little sometimes,” says  

Roy, who was diagnosed in 2005 and has periods of 
blurred vision and balance problems. “The smaller 
pieces are easier to manage.”

He’s never had any formal art training—“just my 
imagination and my love for blues music and old cars.” 

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

John Roy turns his passion for 
photography into 3-D road art.

See more of Roy’s 
work at bluehighway 

roadart.com.

Watch how Roy 
creates his 3-D  
road art. Visit  

bit.ly/2hn4oMi.

John Roy’s art reflects his 
unique view of the American 
landscape. His montages 
(shown above) are based on 
thousands of photographs 
he’s taken of farm houses, 
motels and salvage yards. 
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