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MSAA has long celebrated the 
benefits of artistic expression for  
the MS community with our  
annual Art Showcase displaying 
artwork created by individuals  
living with MS. 
 
Join us for our upcoming  
Improving Lives Through Art®  
virtual Art Tour, highlighting art  
as a way of therapeutic expression 
and connection.

Tour de France:  
Impressions  
of Wellness  
How Three of the Most 
Famous Impressionist  
and Post-Impressionist 
Artists Improved Their 
Lives and Wellness 
Through Their Art 
 

Hosted by Joe Caliva, art enthusiast and docent

To purchase tickets and learn  
more about our fall events, visit 
engage.mymsaa.org/ILTAfall 

DIAMOND SPONSOR

TUESDAY, DECEMBER 6 

GET EXCITED FOR 2023!   
Limited number of Season Passes available 
soon for 2023 Paint-Along and Virtual Art 
Tour events – here’s a sneak peek:  
 
March 2023 Virtual Art Tour 
Women's History Month: Women and 
Wellness – Four Historic Women Artists 
Who Used Art to Improve Their Lives 
 
April 2023 Virtual Art Tour 
Wellness Despite Health Challenges and 
Other Obstacles – Five Historic Artists from 
Four Different Countries Who Used Art to 
Improve Their Lives and Wellness Despite 
Difficult Health Challenges 
 
Need more information?  
Interested in joining these events?  
Email DonorRelations@mymsaa.org 

GOLD SPONSOR
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UP FRONT

    We are extremely busy at MSAA and I 
couldn’t be more enthusiastic about the work 
ahead. We have many exciting and innovative 
programs that were recently completed and 
made available to the MS community, plus 
several other new initiatives still in 
development, but well on their way! I’m 
honored to be able to share highlights from a 
few of these programs that are designed to 
provide vital information and support to 
individuals with MS and all those close to 
them, including family, friends, and medical 
professionals. 
    To begin, I am so pleased to recognize the 
August launch of our one-of-a-kind Ultimate 
MS Treatment Guide. This innovative guide is 
designed to assist the MS community with 
learning about the different disease-modifying 
therapies for MS and provides a wealth of 
information on each medication. One very 

unique feature is the comparison option, 
where different medications can be selected 
and viewed in side-by-side comparison 
charts. Videos from leading healthcare 
professionals as well as patient advocates are 
also included in this amazing online tool. 
Please see our “Program Notes” column, 
starting on page 32, for more details! 
    I am also very proud to talk about our 
outreach to the Latinx community and the 
addition of several informational materials and 
videos in Spanish, all found on our website at 
mymsaa.org/ms-information/spanish. 
Included in these materials, all of which are 
available in both Spanish and English, is 
The MS and Hispanic American Experience, 
a four-page PDF of frequently asked 
questions. Additionally, MSAA offers a 
wonderful guide for families to help open the 
lines of communication and empower family 
members to each take an active role in 
managing MS. Titled, It’s a Generational 
Thing Toolkit: Creating an Understanding of 

By Gina Ross Murdoch 

MSAA President and CEO

Gina Ross Murdoch is a seasoned executive in non-profit management. Her career includes 
leadership positions with chapters of the Leukemia and Lymphoma Society as well as the 
American Diabetes Association. Earlier, she spent 14 years overseeing development activities at 
a large chapter of the National Multiple Sclerosis Society, leading explosive growth initiatives and 
ground-breaking strategic projects. An active member of the community, Ms. Murdoch has 
held several town positions and volunteers for her college alma mater, Drew University. 
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Up Front

MS Between Parents and Their Children, this 
publication includes activity pages, 
conversation guides, goal setting, resources, 
and more. Also, our Vaccination Safety in MS 
brochure and our MS Relapse Toolkit (now in its 
second edition) are both available in Spanish.  
    Visitors to the Spanish resources section 
of our website will also find information on 
MSAA’s programs and services, as well as an 
option to receive periodic emails announcing 
new resources in Spanish. This section also 
includes several educational videos – 
including our most recent series on  
COVID-19 Vaccines and MS, which  
present easy-to-understand information 
through animation. 
    Moving on to events, I would like to report 
on our annual Improving Lives Benefit, held 
earlier this year. We rely heavily on such 
fundraisers to make our programs possible. 
This particular event gave individuals the 
option to attend in-person at the Barnes 
Foundation in Philadelphia, and, at a later 
date, a virtual option to join from one’s home. 
Both versions of our Benefit were a huge 
success, raising much-needed funds to 
support our mission. Thank you to everyone 
who supported our Improving Lives Benefit! 
Please note that we will be announcing details 
for MSAA’s 2023 Improving Lives Benefit. 
More information will be coming soon. 
    On another exciting note, we recently 
announced our Improving Lives Through Art® 
Fall Series. This engaging program recognizes 
the benefits of artistic expression for the MS 
community – and invites our supporters to 

join us in attending fun, art-inspired virtual 
fundraising events. Earlier in the year, 
individuals had the opportunity to join virtual 
paint-along events led by an MSAA Art 
Showcase artist with MS. And coming up in 
December, anyone interested may sign up to 
join us virtually for an art tour from Paris, 
France, led by art enthusiast and docent Joe 
Caliva. Featured artists include Vincent Van 
Gogh, Henri Matisse, and Pierre August-Renoir. 
Please visit engage.mymsaa.org/ILTAfall for 
more information.  
    Looking to our current strategic plan for 
2021-2023, we are keenly focused on 
achieving all of our goals. These include 
expanding our mission, diversifying our 
resources, heightening awareness through 
creative communications and marketing 
initiatives, plus professional development. 
This latter directive encompasses a number 
of strategies to support individual and 
organizational growth – including the 
expansion of our team to better meet the 
needs of the MS community. We welcome 
these new team members and look forward 
to the important contributions they will make 
to our organization and our mission. During 
this fiscal year, we will be asking the MS 
community to provide feedback on our next 
strategic plan, so please look for that 
communication in the future.  
    On behalf of everyone at MSAA, I would 
like to send our best wishes to all of our 
readers for good health and happiness 
throughout the coming months and into the 
New Year. n
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Accepting a New Reality 
    For most people, climbing aboard a ride at 
Disneyland means being whisked away from 
everyday cares for a few moments of escapism. 
    For Mike Zimits, climbing aboard a 
particular ride at Disneyland meant accepting 
a new reality – one he had hoped he would 
never have to face. 
    “I swore I would never use one of those 
things,” the Long Island resident says of the 
motorized mobility scooter that drove him 
around the theme park during a September 
2022 trip to California to celebrate his 60th 
birthday. By the time he and his family got to 
Disneyland, however, the toll of a long trip, 
active schedule, and hot day were wearing 
on him.  
    “It was kind of an emotional thing for me,” 
he acknowledges. “It was hard to put aside 
my pride and get on the scooter, but what 

was I going to do? We had three days left in 
our vacation, and I wasn’t going to let pride 
ruin the day for my family,” Mr. Zimits says. 
    It was the second MS-related decision 
regarding “riding” that the financial industry 
executive had made in his life, and like the 
first one, it was made not only with himself, 
but also with others in mind. 
    The initial decision dates back almost 25 
years, to a point several months after Mr. 
Zimits was diagnosed with relapsing-remitting 
MS. “I was a fairly young guy, but I was 
working too much and eating too much, and 
so not in the best shape, and I received this 
diagnosis at a time when we had a second 
child on the way,” he explains. Looking for a 
means of responding to the life-altering news 
that he had MS, Mr. Zimits drew inspiration 
from Lance Armstrong to alter his life in 
another way and on his own terms. [Although 
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Armstrong would later lose his titles and be 
banned from the sport, at an earlier time, he 
was considered one of the greatest athletes.]  
    “I had never paid much attention to bike 
racing, but I was watching TV and caught a 
few seconds of the Tour de France, which 
Armstrong had just won. I thought, ‘This guy 
was facing a life-threatening illness [advanced 
testicular cancer] not long ago and he just 
won this incredibly hard bike race. I know 
how to ride a bike,’” Mr. Zimits explains. 
    And with that, he climbed on his bike and 
began pedaling. His travels soon extended 
well beyond Long Island, and in the years that 
followed, Mr. Zimits formed the nonprofit MS 
Great 8 Foundation with cycling friends and 
raised roughly $1.4 million for MS organizations 
and causes on trips that took him around Lake 
Ontario, from Maine to Times Square, and from 
Boston to Washington, D.C. He also participated 
in four European Pro-Am cycling events. 
    Mr. Zimits kept riding despite progression 
of his MS, an initial diagnosis of brain cancer 
in 2013, a recurrence of his brain cancer in 
2015, followed by chemotherapy and 
radiation, and a small stroke. “Throughout all 
of that, I wanted to stay relevant,” he explains 
of his bike riding and of a financial services 
business he co-founded with friends from his 
early days on Wall Street. 
    Then, after a period in which it was 
becoming increasingly difficult to get on his 
bike because of spasticity, the day came 
when he took a tumble. “I literally fell off my 
bike because I couldn’t get my feet in the 
pedals. I was lying in the street, and I couldn’t 
get up by myself. A car pulled to the curb and 

the driver came over and picked me up. It 
was just awful.” 
    While Mr. Zimits still rides, he realized at 
that moment that the days of his long-
distance sojourns were likely over. Faced with 
a limitation on his activity in one area, he  
sought other ways to maintain a rigorous 
exercise regimen and began weightlifting. 
 
Trust Your Instincts 
    Cathy Chester was diagnosed with MS in 
1986, when she was 27 years old. “There 
were no approved disease-modifying 
therapies (DMTs) then, plus no internet to go 
to and learn more about MS. Also, in those 
days, the doctors ruled, and they didn’t really 
want to hear from the patients,” she recalls. “I 
don’t know if people diagnosed today recognize 
how much it means to have access to 
information on MS. They start right out of the 
gate knowing what they need to do in terms of 
eating better, exercise, and treatment. I didn’t 
know any of that,” she adds. 
    Ms. Chester filled that void by educating 
herself about MS and then going on to 
educate and advocate for others with the 
disease. Today, that advocacy includes 
publishing her blog, An Empowered Spirit, 
which provides readers with insights and 
guidance on living with MS. 
    Drawing on her own experience and all 
that she has learned in helping others, Ms. 
Chester says that one key to aging well with 
MS is to have confidence in yourself and to 
speak up when you have concerns. “Trust 
your instincts if something you’re being told 
doesn’t feel right. Don’t ignore that instinct.” 
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How MS Affects Age-Related  
Declines in Physical Health
    This is an article about aging well with MS, 
about the strategies and solutions, approaches 
and attitudes, which can enable people with 
MS to optimize their health and quality of life 
as they grow older. The good news, as 
detailed below, is that there is a great deal 
that people with MS can do now to enhance 
how they experience the years ahead. 
Before turning to those strategies for future 
wellbeing, however, it’s important to 
understand just how profound an impact 
MS can have on age-related changes in 
health. A study published in the journal 
Multiple Sclerosis earlier this year quantified 
that impact in compelling fashion.1  

    The study was conducted by Marianna 
Cortese, MD, PhD, a research scientist at the 
Harvard T.H. Chan School of Public Health 
and her colleagues from other Harvard 
institutions and affiliated hospitals. They drew 
on 25 years’ worth of data from more than 
200,000 participants in the Nurses’ Health 
Study and Nurses’ Health Study II to examine 
how 733 women with MS compared with their 
unaffected peers in terms of several indicators 
of physical and mental health as well as 
memory, to assess the burden of aging with MS.    
    The main finding of the study, Dr. Cortese 
explains, was that “the age-related decline in 
physical health is accelerated by 15-30 years 
in women aging with MS compared to peers 
unaffected by MS. Women with MS declined 

three to four times faster in their physical 
function in midlife, while the decline was 
more similar in older age.” 
    As explained by Dr. Cortese, the study 
found that a middle-aged woman with MS 
had physical-function scores comparable to 
that of a more senior woman without MS. The 
difference seems to become less pronounced 
in old age: Women with MS start declining in 
their physical function earlier in life compared 
to women without MS, who more likely start 
experiencing physical decline at a similar 
pace in older age; therefore the gap seems to 
start narrowing in seniors. Additionally, as 
one might suspect, women with progressive 
MS had physical function scores that were 
significantly lower than those with relapsing 
forms of MS.1 
    As a neuroepidemiologist who earned her 
PhD studying risk factors and early signs of 
MS, Dr. Cortese is well-acquainted with the 
toll MS can take on individuals. Nevertheless, 
she says, “It was striking to quantify the 
aging burden and gap between women aging 
with MS and those aging without MS 
throughout the lifespan. The comparison 
made the difference more concrete and 
draws more attention to this important topic.” 
Dr. Cortese adds that despite the importance 
of understanding how people age with MS, it 
is a subject that historically has been under-
studied. 
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“Moving the Median” 
One Person at a Time 
    MSAA Chief Medical Officer Barry 
Hendin, MD, says that while the finding that 
a middle-aged woman with MS has physical-
function scores comparable to those of a 
senior woman without MS is disheartening, 
people can draw encouragement from the 
progress made in reducing a different gap 
that once prevailed in 
MS. 
    “When I started 
practicing in the early 
1970s, and for many 
years thereafter, the 
conventional wisdom 
was that MS reduced 
a person’s life 
expectancy by as much 
as 10 years,” the MS specialist from Phoenix, 
Arizona recalls. Today, he adds, the gap in 
life expectancy between people with MS and 
people of the same age who are unaffected 
by the disease is thought to be seven years or 
less – and continues to decline, which is 
good news for people with MS.  
    A Norwegian study that followed 1,388 
people with MS over the course of many 
decades found that the median life 
expectancy for people with MS was 74.7 
years vs. 81.8 years for the general 
population. Women with MS fared better  
than their male counterparts, with a median 
lifespan of 77.2 years vs. 72.2 for men. 

People with relapsing-remitting MS had a 
median life expectancy of 77.8 years, 
compared to 71.4 years for those with 
primary-progressive MS.2 
    While one’s eye naturally goes to the 
numbers in any discussion of life expectancy, 
Dr. Hendin counsels that the word “median” 

deserves as much, if not 
more, attention. He 
explains that the median 
is the number situated in 
the middle of a group of 
numbers, in this case, 
the lifespans of the 
people with MS studied 
by the Norwegian 
researchers.   

    “On one side of that median, you have – 
unfortunately – people who have a shorter life 
expectancy because they have a significant 
degree of disability. On the other side, you 
have people who can expect to live longer 
because they have less disability and are in 
better health generally. To the extent that 
people are able to avoid, minimize, or slow 
their MS-related disability and maintain good 
overall health, they can put themselves on 
the favorable side of the median, while 
pushing that median upward for all involved. 
And the good news is that people with MS 
have a greater ability to enhance their health 
than ever before,” Dr. Hendin says.  



    Stuart Schlossman returned home focused 
on his plans for the rest of the day. As he 
turned off his car and prepared to go inside, 
however, his thoughts were interrupted by a 
nagging question: What was that bag from 
CVS doing on the passenger seat? 
    When he recalled that a stop at the 
pharmacy had been 
among the first errands 
on his outing, that initial 
question gave way to a 
more troubling one:  
Was his temporary 
forgetfulness about going 
to CVS a “senior moment” 
not uncommon to people, 
like him, in their early 60’s, or was it a sign of 
cognitive decline not uncommon to people, 
also like him, with multiple sclerosis? 
    From personal experience and his work as 
the founder and president of MS Views and 
News, Mr. Schlossman is thoroughly 
conversant with the ways MS can manifest 
itself. Nonetheless, the momentary mystery 
of where the bag originated from bothered 
him. “It’s scary,” he said of the cognitive 
miscue. “Was it the MS, was it age, was it a 
combination of the two, or even something 
else entirely?” 
    Realizing that he would not be able to 
determine on his own whether his memory 
lapse was attributable to aging, MS, a 
combination of the two, or another cause, Mr. 
Schlossman decided to be proactive. He 

made an appointment with his doctor, shared 
his concerns, and came away with a plan to 
address any cognitive issues.    
    “The bottom line is, if you have something 
going on with yourself, get it checked out,” 
Mr. Schlossman says, adding, “You have to 
be your own best advocate.”  

     Dr. Hendin concurs, 
noting that open 
communication between 
clinicians and patients in 
a mutually respectful 
relationship is critical to 
identifying and addressing 
the challenges that 
accompany aging with 

MS. He explains that the dramatic strides in 
MS care made possible by the availability of 
DMTs have been accompanied by two less-
noticed but also important advances – the 
rise of shared decision-making between 
clinician and patient and the provision of 
integrated, comprehensive care in which a 
team of specialists attends to the full range of 
a person’s health needs. 
    “I completed my neurology residency in 
1972. That was 21 years before the first 
disease-modifying therapy was approved by 
the FDA. Clinicians had a lot of complacency 
in those days. They said, ‘There’s not much 
we can do for people with MS.’ The situation 
today is dramatically improved. There’s so 
much we can do for patients, and so much 
they can do for themselves.”

Cover Story
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Seeking Answers, Staying Proactive 

“There’s so much we can do 
for patients, and so much 

they can do for themselves.”
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    As noted in the sidebar above featuring 
identical twins Ms. Hord and Ms. Kahn, 
sharing one’s experience of living with MS is 
a good way to help others. Mr. Schlossman 
explains that helping others can also be a 
powerful form of self-help. He notes that he 
regularly encounters individuals experiencing 
depression because MS has forced them to 
leave the jobs that gave them a sense of 
value and purpose.  
    “I understand where they’re coming from. 
I’m the guy who was working when I was 12. 
I love to work, and I will work until the day I 
pass. But sometimes you have to adapt what 
you do. So I recommend that people who 
can’t work in a full-time paid job, volunteer 
for something that works for them and their 

current situation. It doesn’t have to be MS-
related. There are plenty of needs out there, 
and helping other people makes you feel 
empowered. Knowing that you’re bringing joy 
to someone else brings you joy,” he says. 
    Ms. Chester agrees, emphasizing that 
older people have a great deal to offer others. 
“We add value to the world. We bring 
knowledge, we bring experience. We have a 
yearning to help, and to add value for others 
every single day.”  
    At the same time, Mr. Schlossman adds, 
people have to focus on themselves, as well. 
“You have to keep pushing yourself. A lot of 
people are waiting for other people to do 
something. So do whatever you can for 
yourself, even if it’s just a little more than you 

Twins Who Share a Special Bond 

    Terry Hord says that doing as much as a person reasonably 
can for themselves is a fundamental strategy for maintaining 
independence, a positive attitude, and physical function. 
“Always remember that you’re still in control of your choices. 
As you age, don’t fall into that trap of letting others – no matter 
how well-intentioned they are – tell you what you can and 
cannot do.” 
    Ms. Hord speaks from the perspective of someone who has 
lived with a diagnosis of MS for half of her 54 years, and who 
has made use of a motorized wheelchair for the last three 
years. “Don’t be scared to age, there’s so much good we can 
enjoy in these years, and so much good we can do.”  
    For Ms. Hord and her identical twin, Tamara Kahn, doing good includes operating their 
TwinsCoast2Coast website, recording podcasts, maintaining an active Instagram presence, 
and in other ways sharing their experience of both living with MS. (Ms. Kahn was 
diagnosed in 1998, three years after her sister’s diagnosis.) 

Terry Hord, on left, poses with her 
identical twin sister, Tamara Kahn



did the day before. You’ll feel better.” 
    Mr. Zimits shares that philosophy, which 
he sums up with the phrase, “Choose your 
hard.”  
    He explains, “Having MS is hard no 
matter what you do or don’t do. It’s hard if 
you sit back and let it take its course without 
doing what you can to reduce its impact and 

maintain your health. It’s also hard even if 
you do exercise and eat well and maintain a 
positive attitude, but which approach gives 
you a better life? On our trip to Disneyland, it 
was hard to park my pride and my ego at the 
door and ask for that scooter, but it was also 
hard to walk. In those situations, and in our 
lives, we need to ‘choose our hard.’”
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What You Can Do
    Dealing with the challenges posed by MS 
can take an incredible amount of time, 
energy, and effort, sometimes seeming to 
leave little left over for attending to “the rest” 
of your health. Dr. Hendin and the patient 
advocates interviewed for this article caution 
that this view, while understandable, can 
have negative consequences not only for a 
person’s general wellbeing, but also in terms 
of MS symptoms and disease course. 
    “It is erroneous to think that there is a 
template for health in MS that is exclusive of 
overall health,” says Dr. Hendin.  
    He adds that people with MS need to 
adopt healthy behaviors that are important 
for all people, but that take on greater 
significance in the setting of a chronic, 
neurodegenerative disease. “That starts with 
avoiding tobacco and excessive alcohol, 
exercising in a manner appropriate to your 
situation, eating a heathy diet, obtaining 
adequate sleep, addressing any other health 
conditions you may have, paying attention to 

your emotional and mental health, and 
maintaining social connections,” he says. 
    Ms. Chester says, “It’s so important to 
have a good medical team, one that includes 
your neurologist and primary care provider, of 
course, but a physical therapist is also really 

key for so many people with MS, and having 
an occupational therapist may also be 
important.” In addition, she says, specialists 
treating other conditions that a person might 
have – such as a cardiologist for heart issues 
or an endocrinologist for diabetes or thyroid 
disease – should not only be aware that you 

“And if it takes a village to raise  
a child, it takes a team of 

healthcare professionals to assist 
a person with MS in aging well.”

Aging Well with MS
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have MS, but should also have an 
understanding of how MS and the 
medications used to treat it may affect 
the disease they are managing, and 
vice versa. She adds that a physician’s 
hospital affiliations are a key 
consideration, as the quality of the 
hospital can have a major impact on 
any inpatient care you may need. 
    “Make sure that they’re listening to 
you and really processing what you’re 
saying, and that they’re staying on top 
of things,” she adds of the clinicians. 
    To make the most of her medical visits, 
Ms. Chester keeps a running list of questions 
she wants to ask and information she wants 
to share when she sees a clinician. She also 
has her husband (who was her boyfriend at 
the time of her diagnosis in 1986) 
accompany her to appointments whenever 
possible. “He’s a huge help because there 
can be so much to remember,” she says in 
advising all people with MS to have a relative 
or friend join them and serve as a second set 
of ears at doctor visits. 
     Ms. Chester also keeps a schedule of all her 
upcoming appointments and recommended 
health screenings.  
    “Bone densitometry tests are very 
important for women with MS as they get 
older because of the risk of falls and bone 
fractures, and, of course, mammograms and 
Ob/Gyn visits are essential for all women,” 
Ms. Chester says. She adds that regular 
dental check-ups, while easy to neglect, are 
key not only in terms of oral health but 
because gum disease can affect overall 

wellbeing, including in terms of inflammation. 
In addition, Ms. Chester sees a gastro-
enterologist for a condition called small 
intestine bacterial overgrowth. “A significant 
proportion of people with MS have 
gastrointestinal issues,” she says, adding that 
whatever the condition, and regardless of 
whether or not it is considered related to MS, 
finding and regularly seeing appropriate 
specialists in addition to the neurologist are 
essential. 
    “Attention to ‘comorbidities,’ or other 
health conditions that a person is 
experiencing in addition to MS, is critical,” 
Dr. Hendin stresses. Research has shown 
that comorbidities reduce the quality of life 
and increase the risk of death for people with 
MS.3,4   
    Compared to people of the same age who 
do not have MS, individuals living with MS are 
more likely to have cardiovascular disease, 
diabetes, mental health issues such as 
depression, and other serious conditions.5 
    A study that drew on healthcare claims 
data on more than 23,000 people with MS6 

found that during the course of an eight-



year period, the three most common 
comorbid conditions experienced were: 
 
•  high blood pressure (25.9% to 29.7% of 

study subjects) 
•  gastrointestinal disease (18.4% to 21.4%) 
•  thyroid disease (12.9% to 17.1%)  

 
    Five to 10% of the people with MS included 
in the analysis had chronic lung disease, 
arthritis, anxiety, depression, or diabetes.6 
    Erectile dysfunction and other sexual 
health problems are also common in people 
with MS, but too often are not treated 
because people are reluctant to discuss 
those issues with their clinicians, Mr. 
Schlossman says. “I’m an open book, and I 

want people to know they’re not alone, so I’m 
comfortable speaking about these things, but 
many people aren’t. I’m 63, and I have had 
problems for a long time, including an MS-
related loss of tactile sensation that affects 
sexual activity,” he explains. He adds that 
talking openly with a clinician may help 
identify solutions that can enable more people 
to maintain their sex life as they grow older.  
    The hot flashes of menopause can also be 
a real challenge for people with MS, who 
often are sensitive to heat, notes Ms. Kahn. 
“Hormone therapies that are used to treat 
menopausal symptoms carry risks as well as 
benefits, but it can be worthwhile to talk with 
your doctor about those treatments or other 
approaches,” she adds.  
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healthunlocked.com/msaa 

• Get advice and support while 
connecting directly with people 
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    The wedding was in Seattle, WA, but 
something told Karen Foster to fly into 
Portland, OR – 170 miles to the south – 
and visit her parents before going to her 
friends’ nuptials. It was a detour that 
put her life on an entirely unexpected 
path. 
    Ms. Foster explains that her father 
had begun experiencing symptoms of 
MS in his late thirties, so she had grown 
up accustomed to seeing him deal with 
relapses, difficulty walking, occasional 
falls, and a succession of first-
generation disease-modifying therapies 
(DMTs) that yielded varying results. 
    Despite that childhood experience, 
however, she was not prepared for what 
she found when she arrived at her 
parents’ home. Perhaps her mother 
and father hadn’t wanted to worry her or 
her siblings. Perhaps her father’s health 
had declined so gradually that they didn’t 
appreciate the extent of the change. 
Perhaps it was denial. Whatever the case, 
Ms. Foster immediately realized that her 
father’s health needs and her mother’s 
caregiving burdens were much greater than 
her parents had portrayed in her frequent 

phone calls to them. 
    “I’m so grateful that I decided to see them 
on that short trip,” she says. After a quick 
assessment of the situation, Ms. Foster 
decided that she needed to prepare to move 
back from Chicago, where she enjoyed a very 

Caring for an Aging Parent with MS 
 
Karen Foster on Living  

Your Own Life while  

Enriching Another’s

Karen Foster and her father, James Foster 
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active life with many friends, had earned a 
succession of promotions as a marketer with 
a large technology company, and had 
obtained a master’s degree in integrated 
marketing communications. 
    “I thought it would just be temporary,” she 
says of the 2015 move. 
    Seven years later, Ms. Foster continues to 
care for her father – who is 80 years old now 
and makes use of a wheelchair – while she 
also runs KF Curates, an event strategy, 
execution, and consulting agency that she 
founded two years ago. 
    For Ms. Foster, the choice to give up the 
career and life she had built in Chicago was a 
difficult one to make, but she wanted to be 
there for her parents. Her father required 
considerable assistance and her mother was 
stretched thin caring for him and for Ms. 
Foster’s brother, who has autism. “It was 
what needed to be done,” she says. 
    Ms. Foster adds, however, that she has 
come to realize that there is another sense in 
which caregiving, while involving significant 
sacrifice, need not entail a choice. She 
explains that when she first returned to the 
Pacific Northwest, she worked in marketing 
for a medical device company located some 
distance from her parents and then in 
community outreach and engagement for a 
college in their hometown. All the while, her 
father’s needs steadily increased. “Until a 
few years ago, he just required help getting 
out of bed and into the wheelchair in the 
morning and then he would be okay for the 
rest of the day,” she explains. However, his 
health continued to decline, and his care 

needs increased significantly after a 2019 
surgery, placing further demands on her and 
her mother. 
    “I got tired of feeling like I had to choose 
between a career and caregiving,” Ms. Foster 
said. It was 2020, and as COVID normalized 
working, studying, and interacting remotely, 
her previous service to the community 
through events led her to being asked   
to organize more and more virtual events for 
other businesses and organizations. Sensing 
an opportunity, Ms. Foster launched KF 
Curates as a way to fulfill her entrepreneurial 
ambitions, her desire to build a work 
schedule and life that enabled her to care for 
her father, and her passion for – as the KF 
Curates website explains – working with 
“businesses and organizations to produce 
diverse, inclusive, and equitable event 
experiences that lead to transformational 
change, that impact communities and 
corporate spaces.” 
    While it hasn’t been easy, Ms. Foster says, 
“You can find a way to be a caregiver and still 
live your life and pursue your goals. Don’t let 
anyone think you have to choose one or the 
other. You just have to think through how you’re 
going to do it. It may be different than you had 
planned originally, but it can be done.” 
    And how does she balance those 
competing demands? “That’s a good 
question,” she acknowledges with a laugh, 
before responding with a three-part answer: 
"Prayer, therapy, and going to the gym." 
    “Caregiving, specifically for a parent, 
comes with physical, and psychological 
strain. There have been so many things I’ve 
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had to come to terms with. You don’t know 
the range of emotions you’re going to go 
through until you’re in it,” she says of 
caregiving, adding, “Prayer sustains me, and 
keeps me going all around. Therapy helped 
me process a lot of my emotions, and to 
understand which things were my 
responsibility and what things were not. 
Exercise is critical for relieving stress and 
recharging,” Ms. Foster says. 
    Two of the main insights she has derived 
from therapy, Ms. Foster adds, are the 
importance of attending to your own health 
as well as the wellbeing of a loved one 
dealing with MS or another chronic condition, 
and the benefit of stepping back for a 
moment and thinking about when 
intervention is and is not warranted. 
    “It’s not about crossing things off your 
daily to-do list,” she says. “If people with MS 
have more strength and can do something 
themselves, you need to let them do it 
instead of jumping in just because that’s 
easier and quicker for you.” At the same 
time, she adds, the symptoms of MS can 
vary so much from day to day that a care 
partner needs to be attuned to a person’s 
current level of ability. “If you can get your 
own coffee today, that’s great. But if the 
coffee pot is too heavy for you to safely lift the 
next day, I’ll pour,” she says in citing an 
example from her experience with her father. 
 
An advocate for dignity and equity 
    As her father’s health needs have 
increased over the years, Ms. Foster and her 
mother have devised a divide-and-conquer 

approach to his care. Ms. Foster takes the 
lead with arranging healthcare visits, 
interacting with clinicians, and assisting with 
many of her father’s daily activities, while 
her mother helps her husband with other 
daily tasks.  
    Honoring her father’s dignity was an 
important consideration in that allotment of 
responsibilities. It is also a priority for her in 
managing and monitoring his healthcare. 
“There have been doctors who have said, 
‘Well, he’s in his 70s…’” when she has asked 
about services or treatments that could 
enhance his quality of life. “It’s almost like 
telling someone they have lived long 
enough,” she says of that mindset. 
    On a number of occasions, she adds, she 
and her father have experienced firsthand 
the race-based inequities that persist in 
healthcare. “For people of color, it is very 
important that your needs are expressed, 
understood, and met; that if services are 
available for some, they are available for all; 
and that your provider cares about equity.” It 
is a message Ms. Foster champions not only 
in interacting with her father’s clinicians but 
also through her involvement with several 
community organizations and her service on 
MSAA’s African American Advisory Board. 
    Particularly for people of color who long 
have endured disparities in medical care, but 
ultimately for all people and care partners 
contending with MS, Ms. Foster says, “I think 
it is important to make sure your voice is 
heard and your needs met – to open doors 
not just for yourself and your family, but for 
the people who will come after you.” n 
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Exercise is Medicine
    When Ms. Chester was diagnosed with 
MS, her neurologist’s list of what she should 
and should not do included a warning 
against exercise. “I was told it would make 
me sweat and cause exacerbations,” Ms. 
Chester recalls of the conversation, which 
took place 36 years ago.  
    She opted to instead exercise her 
independence as well as her body and has 
engaged in yoga, stretching, and other forms 
of exercise ever since. “As you age, your 
body really requires you to do more 
stretching, more exercise, more activity,” says 
Ms. Chester. She has maintained that 
commitment to exercise in the face of MS 
progression, adapting her routines to meet 
and hopefully maintain her current level of 
functionality. “I used to do intermediate yoga, 
now I do chair yoga. Our bodies are going to 
age whether we have MS or not, but there 
are always things you can do.” 
    Ms. Kahn couldn’t agree more. As a girl 
growing up in Florida, she played tennis, 
rode horses, and enjoyed other sports with 
her identical twin, Ms. Hord. As a young 
woman, Ms. Kahn led a very active and 
fulfilling life. And when she was diagnosed 
with MS at age 30, she was determined to 
remain active. 
    Today, even though Ms. Kahn makes use 
of a wheelchair, as does her twin, she makes 
exercise a part of every day. “Sometimes I 
wake up in the morning, and I can’t move at 
first and I feel much older than I am, but I 

just get those muscles going and I keep them 
going.” She adds, “Keep yourself in the best 
shape you possibly can. If you’re in a 
wheelchair, exercise your upper body – it will 
make you feel better.”  
    Ms. Kahn’s advice squares with the 
findings of research conducted by Rachel E. 
Bollaert, PhD, and others. A clinical assistant 
professor of exercise science at Marquette 
University in Milwaukee, Wisconsin, Dr. 
Bollaert earned her PhD in kinesiology and 
community health at the University of Illinois 
at Urbana-Champaign, where she studied 
and worked with an internationally 
recognized leader in the field of exercise in 
MS, Robert W. Motl, PhD. Since then, often 
in conjunction with Dr. Motl and sometimes 
in collaboration with other colleagues, Dr. 
Bollaert has done extensive research into the 
benefit of exercise for people with MS. 
    “One of the main things we’ve found in 
examining the impact of physical activity is 
that it can confer psychological as well as 
physical benefits, including an improved 
sense of self-efficacy,” Dr. Bollaert notes. She 
adds that research also indicates that there is 
at least an association between physical 
activity and improved cognitive function, but 
that further studies are needed to determine 
whether this constitutes cause-and-effect. 
Meanwhile, Dr. Bollaert says that several 
trends have combined in recent years to 

continued on page 19
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Don’t Act Your Age!  
10 Ways to Enhance Quality of Life as You Grow Older with MS

The clinicians and patient advocates interviewed for the accompanying article have  
a wealth of insights and advice to offer. He re’s a sampling of their guidance:  

Take care of your overall health, paying at-
tention to diet, physical activity, sleep, blood 
pressure, emotional well-being, and other as-
pects of health that can reduce the impact of MS 
and help you avoid or minimize the conse-
quences of other conditions, says MS specialist 
Barry Hendin, MD. 

Keep moving with an exercise or physical ac-
tivity regimen that an expert has designed based 
on your needs, abilities, and current health sta-
tus, recommends Rachel Bollaert, PhD, who 
notes that even a little movement can yield a lot 
of benefit. 

Trust your instincts, says Cathy Chester in 
stressing the importance of self-advocacy. 

Don’t wait and worry when you experience 
troubling symptoms, says Mr. Schlossman, who 
notes that seeing a clinician without delay will ei-
ther provide welcome reassurance or timely in-
tervention to address any issues.

Help yourself by helping others, and enjoy 
knowing that despite the challenges you face, 
you still have a great deal to offer people, says 
Stuart Schlossman.

Build a team of healthcare professionals 
who know you, understand your MS and any 
other conditions you may have, and who will 
work with you and one another to provide com-
prehensive care, recommends Ms. Chester.

Think about the things you may not want 
to think about so that you can make plans and 
decisions about living arrangements, finances, 
and other important subjects in your own time, 
rather than having to make hurried choices – or 
having limited choices – when situations arise 
later, recommends Ms. Chester. 

Don’t let others do unto you what you can 
do for yourself, advises Terry Hord, adding that 
this approach to maintaining independence 
needs to be balanced by a regard for what is safe 
and realistic.  

Face the future with hope, says Tamara 
Kahn, noting that what awaits often proves to be 
much better than one might believe at difficult 
moments.

Choose your hard, says Mike Zimits, who ex-
plains that since there’s nothing easy about MS, 
you might as well choose the hard path that will 
provide you with the most benefits and sense of 
achievement or satisfaction.
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Become an MSAA  
Monthly Improver!
MSAA Monthly Improvers are a generous group of 
donors making automatic, monthly gifts to improve 
the lives of people with MS. $15/month ($180/yr) 

provides a wheelchair for 
an individual with MS

SIGN UP TODAY! 
engage.mymsaa.org/improver

Recurring donations make it easy for you to  
support MSAA’s free programs and services –  
while also providing MSAA with a reliable stream  
of revenue each month.  
 
Questions?  
Contact Donor Relations at  
(800) 532-7667, ext. 174, or 
DonorRelations@mymsaa.org 

$10/month ($120/yr) 
provides shower chairs for 
two individuals with MS 

$60/month ($720/yr) 
provides an MRI exam for 
an individual with MS

$25/month ($300/yr) 
provides a cooling vest for 
two individuals with MS 

facilitate exercise in people with MS. She 
explains that those trends include the 
development of specialized equipment that 
enable people with balance problems or 
other impairments to exercise safely without 
fear of falling. The trends also include the 
fact that the number of exercise physiologists 
who are knowledgeable about MS and its 
treatment are increasing, along with the 
issuance in 2020 of exercise and lifestyle 
physical activity recommendations for people 
with MS that offer guidance throughout the 
disease course.7  

    Despite those advances, Dr. Bollaert says, 
much more needs to be done. “People with 
MS want information about physical activity, 
and they’re not sure where to obtain it. The 
main question I’m asked is, ‘I’ve heard about 
the benefits of physical activity, but how do I 
start to exercise or increase my exercise 
without exacerbating my fatigue or risk falling?’” 
    Dr. Bollaert recommends that people with 
MS contact a neurological physical therapist 
or an exercise physiologist with experience in 
MS to develop an individualized plan. She 
adds that neurologists and other clinicians 
caring for people with MS should make a 
practice of regularly asking their patients 

continued from page 17
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about exercise and offering guidance.  
    “Exercise is medicine, and assessing 
exercise is taking a vital sign,” she says.  
In terms of her own guidance for people with 
MS, Dr. Bollaert says, “Engage in physical 
activity that matches your lifestyle and your 
capabilities. Going to the gym can be a scary 
prospect, but remember that your physical 
activity can be gardening, or parking further 

away than usual in the supermarket parking 
lot and getting in those extra steps. A little bit 
of movement or physical activity is far better 
than none.” The flip side of that coin she 
adds, is for people to reduce the amount of 
time they are sedentary by making small 
changes in their daily routines. “If you like to 
watch TV, get up and walk around during the 
commercials,” she advises. 

    While the Norwegian study (discussed 
earlier) provides some median life-
expectancy figures,2 no one – whether they 
have MS or not – can know their own life 
expectancy. Ms. Kahn says that’s all the 
more reason to live life to the fullest today. 
    She explains that this is a lesson she and 
her twin, Ms. Hord, learned long before their 
own diagnoses of MS. “Our mom was 
diagnosed with cancer at 33 and died at 44, 
when we were just young women. In a sense, 
that prepared us for this crazy MS experience. 
You’re given one deck of cards in life, so you 
have to make the most of what you’re dealt.” 
    Making the most of what your dealt also 
requires “thinking about the things you don’t 
want to think about,” says Ms. Chester. She 
explains that this includes preparing 
documents such as wills and medical 
directives, considering what living 
arrangements may be needed in the future, 
and engaging in sound financial planning. 
(For more information, please see “Planning 

for Future Care” from the Summer/Fall 2021 
issue of The Motivator, found at 
mymsaa.org/publications/motivator/ 

summer-fall21) 
    Mr. Schlossman agrees, noting that 
finances are the biggest concern many 
people with MS have about aging. “They’re 
worried about whether they will be able to 
take care of themselves, particularly if they 
don’t have family around.” He adds that 
whatever the issue – be it financial, cognitive 
(another common area of concern), physical, 
social, or emotional – it’s better to speak up 
and seek help rather than wait and worry.  
    There is abundant reason to expect that 
the advances in treating MS that have 
revolutionized care in the past few decades 
will only continue, Dr. Hendin says.  
    And Ms. Kahn notes that the future often 
proves to be much brighter than one would 
believe at difficult moments. "If someone had 
told me at the time at my diagnosis that I 
would be in an electric wheelchair at age 54, 

Looking Ahead with Hope
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I would have broken down and cried. The 
idea of needing a wheelchair would have 
been horrifying. Today, I use my power chair 
every day. I am so thankful that I have one. 
I’m the same person, just on wheels.” 
    While most people with MS dread the 
prospect of taking a fall, Ms. Kahn is actually 
looking forward to one – and even planning 
the event. “I’m going to do an accompanied 
jump out of an airplane later this year,” she 
explains. 
    And her sister, Ms. Hord, will be waiting 
on the ground, cheering her on, just as 
everyone with MS needs and deserves 
someone to support them as they make a 
leap of faith into the years ahead. n 

Please look for Part Two of this informative article 
on “Aging Well with MS” in our Winter/Spring 2023 
issue of The Motivator. This second portion of the 
two-part series will include valuable scientific and 
clinical information on aging with MS.
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Indication

What is KESIMPTA (ofatumumab) injection?
KESIMPTA is a prescription medicine used to treat 
adults with relapsing forms of multiple sclerosis (MS) 
including clinically isolated syndrome (CIS), relapsing-
remitting disease, and active secondary 
progressive disease. 

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

Important Safety Information

Who should not take KESIMPTA?
Do NOT take KESIMPTA if you have active hepatitis B 
virus (HBV) infection.

What is the most important information I should 
know about KESIMPTA?
KESIMPTA can cause serious side effects such as:
• Infections. Serious infections can happen during 

treatment with KESIMPTA. If you have an active 
infection, your healthcare provider (HCP) should 
delay your treatment with KESIMPTA until your 
infection is gone. KESIMPTA taken before or after 
other medicines that weaken the immune system 
may increase your risk of getting infections. Tell 
your HCP right away if you have any infections or 
get any symptoms including painful and frequent 
urination, nasal congestion, runny nose, sore throat, 
fever, chills, cough, or body aches.

• HBV reactivation. If you have ever had HBV 
infection, it may become active again during or 
after treatment with KESIMPTA (reactivation). If 
this happens, it may cause serious liver problems 
including liver failure or death. Before starting 
KESIMPTA, your HCP will do a blood test to check 
for HBV. They will also continue to monitor you

during and after treatment with KESIMPTA for 
HBV. Tell your HCP right away if you get worsening 
tiredness or yellowing of your skin or the white part 
of your eyes.

• Progressive Multifocal Leukoencephalopathy 
(PML). PML may happen with KESIMPTA. PML is a 
rare, serious brain infection caused by a virus that 
may get worse over days or weeks. PML can result 
in death or severe disability. Tell your HCP right 
away if you have any new or worsening neurologic 
signs or symptoms. These may include weakness 
on one side of your body, loss of coordination in 
arms and legs, vision problems, changes in thinking 
and memory, which may lead to confusion and 
personality changes. 

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

Before you take KESIMPTA, tell your HCP about all 
your medical conditions, including if you:
• Have or think you have an infection including HBV 

or PML.
• Have ever taken, currently take, or plan to take 

medicines that affect your immune system. These 
medicines could increase your risk of getting 
an infection.

• Have had a recent vaccination or are scheduled to 
receive any vaccinations.
○ You should receive any required ‘live’ or ‘live-

attenuated’ vaccines at least 4 weeks before 
you start treatment with KESIMPTA. You should 
not receive ‘live’ or ‘live-attenuated’ vaccines 
while you are being treated with KESIMPTA 
and until your HCP tells you that your immune 
system is no longer weakened.

○ Whenever possible, you should receive any

TAKE ON RMS CHALLENGES

  RMS=relapsing multiple sclerosis.
*After three weekly starter doses. 
  AUBAGIO is a registered trademark of Genzyme, a Sanofi company. Ask your doctor about KESIMPTA or visit KESIMPTA.com to learn more. 
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‘non-live’ vaccines at least 2 weeks before you 
start treatment with KESIMPTA. 

○ Talk to your HCP about vaccinations for 
your baby if you used KESIMPTA during 
your pregnancy.

• Are pregnant, think that you might be pregnant, 
or plan to become pregnant. It is not known if 
KESIMPTA will harm your unborn baby. Females 
who can become pregnant should use birth control 
(contraception) during treatment with KESIMPTA 
and for 6 months after your last treatment. Talk with 
your HCP about what birth control method is right 
for you during this time.

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

Tell your HCP about all the medicines you take, 
including prescription and over-the-counter 
medicines, vitamins, and herbal supplements.

How should I use KESIMPTA? 
See the detailed Instructions for Use that comes 
with KESIMPTA for information about how to 
prepare and inject a dose of KESIMPTA and how to 
properly throw away (dispose of) used KESIMPTA 
Sensoready pens or prefilled syringes.
• Use KESIMPTA exactly as your HCP tells you to 

use it. 
• Your HCP will show you how to prepare and inject 

KESIMPTA the right way before you use it for the 
first time.

• Do not inject into areas where the skin is tender, 

Novartis Pharmaceuticals Corporation
East Hanover, New Jersey 07936-1080 © 2021 Novartis 12/21 173920

bruised, red, scaly or hard. Avoid areas with moles, 
scars, or stretch marks.

KESIMPTA may cause serious side effects including:
• Injection-related reactions. Injection-related 

reactions are a common side effect of KESIMPTA. 
Injecting KESIMPTA can cause injection-related 
reactions that can happen within 24 hours (1 day) 
following the first injections and with later injections. 
Talk with your HCP if you have any of these signs 
and symptoms:
○ at or near the injection site: redness of the skin, 

swelling, itching, and pain or
○ that may happen when certain substances are 

released in your body: fever, headache, pain in 
the muscles, chills, and tiredness.

• Low immunoglobulins. KESIMPTA may cause a 
decrease in some types of antibodies. Your HCP 
will do blood tests to check your blood 
immunoglobulin levels.

The most common side effects of KESIMPTA 
include:
• Upper respiratory tract infection, with symptoms 

such as sore throat and runny nose, and headache.
• Headache.

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 accompanying Consumer Brief Summary 
on the following page.

KESIMPTA, the KESIMPTA logo, and SENSOREADY 
are registered trademarks of Novartis AG.

TAKE ON RMS CHALLENGESTAKE ON RMS CHALLENGES
WITH DRAMATIC RESULTS
With relapsing forms of MS, there’s a lot to deal with. 

In 2 studies vs AUBAGIO® (teriflunomide), KESIMPTA was proven superior at:

Reducing the rate of relapses and active lesions
Slowing disability progression

And you take it once a month,* right from home.

Ask your doctor about KESIMPTA or visit KESIMPTA.com to learn more. Ask your doctor about KESIMPTA or visit KESIMPTA.com to learn more. 
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The risk information provided here is not 
comprehensive. This information does not take the 
place of talking with your doctor about your medical 
condition or treatment.

To learn more about KESIMPTA (ofatumumab) 
injections, talk to your doctor or pharmacist. For  
more information and to obtain the FDA-approved 
product labeling, call 1-888-669-6682 or visit  
www.kesimpta.com.

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

KESIMPTA can cause serious side effects, including:

Infections. Serious infections can happen during 
treatment with KESIMPTA. If you have an active 
infection, your healthcare provider should delay your 
treatment with KESIMPTA until your infection is gone. 
KESIMPTA taken before or after other medicines that 
weaken the immune system may increase your risk of 
getting infections. 

Tell your healthcare provider right away if you have 
any infections or get any symptoms including painful 
and frequent urination, nasal congestion, runny nose, 
sore throat, fever, chills, cough, or body aches. 

•   Hepatitis B virus (HBV) reactivation. Before starting 
treatment with KESIMPTA, your healthcare provider 
will do blood tests to check for HBV. If you have ever 
had HBV infection, the HBV may become active 
again during or after treatment with KESIMPTA. 
Hepatitis B virus becoming active again (called 
reactivation) may cause serious liver problems 
including liver failure or death. You should not receive 
KESIMPTA if you have active hepatitis B liver disease. 
Your healthcare provider will monitor you for HBV 
infection during and after you stop using KESIMPTA. 
Tell your healthcare provider right away if you get 
worsening tiredness or yellowing of your skin or white 
part of your eyes during treatment with KESIMPTA.

•  Progressive Multifocal Leukoencephalopathy 
(PML). PML may happen with KESIMPTA. PML is 
a rare, serious brain infection caused by a virus 
that may get worse over days or weeks. PML 
can result in death or severe disability. Tell your 
healthcare provider right away if you have any 
new or worsening neurologic signs or symptoms. 
These may include weakness on one side of your 
body, loss of coordination in arms and legs, vision 
problems, changes in thinking and memory which 
may lead to confusion and personality changes.  

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

Consumer Brief Summary

What is KESIMPTA?

KESIMPTA is a prescription medicine used to treat 
adults with relapsing forms of multiple sclerosis (MS) 
including:

• clinically isolated syndrome 

• relapsing-remitting disease

• active secondary progressive disease

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

Do not use KESIMPTA if you:

• have active hepatitis B virus infection.

Before using KESIMPTA, tell your healthcare provider 
about all of your medical conditions, including if you:

•  have or think you have an infection including HBV or 
PML. See “What is the most important information 
I should know about KESIMPTA?”

•  have ever taken, currently take, or plan to take 
medicines that affect your immune system. These 
medicines could increase your risk of getting an 
infection.

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

o  You should receive any required ‘live’ or ‘live-
attenuated’ vaccines at least 4 weeks before you 
start treatment with KESIMPTA. You should not 
receive ‘live’ or ‘live-attenuated’ vaccines while you 
are being treated with KESIMPTA and until your 
healthcare provider tells you that your immune 
system is no longer weakened.

o  Whenever possible, you should receive any 
‘non-live’ vaccines at least 2 weeks before you 
start treatment with KESIMPTA. 

o  Talk to your healthcare provider about 
vaccinations for your baby if you used KESIMPTA 
during your pregnancy.

•  are pregnant, think that you might be pregnant,  
or plan to become pregnant. It is not known if 
KESIMPTA will harm your unborn baby. Females 
who can become pregnant should use birth control 
(contraception) during treatment with KESIMPTA and 
for 6 months after your last treatment. Talk with your 
healthcare provider about what birth control method 
is right for you during this time.

•  are breastfeeding or plan to breastfeed. It is not 
known if KESIMPTA passes into your breast milk. Talk 
to your healthcare provider about the best way to 
feed your baby if you take KESIMPTA.
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Tell your healthcare provider about all the medicines 
you take, including prescription and over-the-counter 
medicines, vitamins, and herbal supplements.

Know the medicines you take. Keep a list of them to 
show your healthcare provider and pharmacist when 
you get a new medicine.

How should I use KESIMPTA? 

See the detailed Instructions for Use that comes with 
KESIMPTA for information about how to prepare and 
inject a dose of KESIMPTA and how to properly throw 
away (dispose of) used KESIMPTA Sensoready® pens 
or prefilled syringes.

•  Use KESIMPTA exactly as your healthcare provider 
tells you to use it. 

•  KESIMPTA is given as an injection under your skin 
(subcutaneous injection), in your thigh or stomach-
area (abdomen) by you or a caregiver. A caregiver 
may also give you an injection of KESIMPTA in your 
upper outer arm.

•  Your healthcare provider will show you how to 
prepare and inject KESIMPTA the right way before 
you use it for the first time.

•  Do not inject into areas where the skin is tender, 
bruised, red, scaly or hard. Avoid areas with moles, 
scars or stretch marks.

•  The initial dosing is 20 mg of KESIMPTA given by 
subcutaneous injection at Weeks 0, 1, and 2. There is 
no injection at Week 3. Starting at Week 4 and then 
every month, the recommended dose is 20 mg of 
KESIMPTA administered by subcutaneous injection.

If you miss an injection of KESIMPTA at Week 0, 1, 
or 2, talk to your healthcare provider. If you miss a 
monthly injection, give it as soon as possible without 
waiting until the next scheduled dose. After that, give 
your KESIMPTA injections a month apart.

What are the possible side effects of KESIMPTA?

KESIMPTA may cause serious side effects, including: 

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

•  Injection-related reactions. Injection-related 
reactions are a common side effect of KESIMPTA. 
Injecting KESIMPTA can cause injection-related 
reactions that can happen within 24  hours (1 
day) following the first injections and with later 
injections. Talk with your healthcare provider if you 
have any of these signs and symptoms:

o  at or near the injection site: redness of the skin, 
swelling, itching and pain or 

12/21 173920

o  that may happen when certain substances are 
released in your body: fever, headache, pain in the 
muscles, chills, and tiredness.

•  Low immunoglobulins. KESIMPTA may cause 
a decrease in some types of antibodies. Your 
healthcare provider will do blood tests to check your 
blood immunoglobulin levels.

The most common side effects of KESIMPTA include:

•  upper respiratory tract infection, with symptoms such 
as sore throat and runny nose, and headache. (See 
“What is the most important information I should 
know about KESIMPTA?”)

• headache

These are not all the possible side effects of KESIMPTA. 
Call your doctor for medical advice about side effects. 

You may report side effects to FDA at 1-800-FDA-1088.

General information about the safe and effective use 
of KESIMPTA.

Medicines are sometimes prescribed for purposes 
other than those listed in a Medication Guide. Do not 
use KESIMPTA for a condition for which it was not 
prescribed. Do not give KESIMPTA to other people, 
even if they have the same symptoms that you have. It 
may harm them.

You can ask your pharmacist or healthcare provider for 
information about KESIMPTA that is written for health 
professionals.

What are the ingredients in KESIMPTA?

Active ingredient: ofatumumab

Inactive ingredients: Sensoready pen and prefilled 
syringe: arginine, disodium edetate, polysorbate 80, 
sodium acetate trihydrate, sodium chloride, and Water 
for Injection. Hydrochloric acid may be added. 

How should I store KESIMPTA?

•  Store KESIMPTA in a refrigerator between 36°F to 
46°F (2°C to 8°C).

•  Keep KESIMPTA in the original carton until ready for 
use to protect from light.

• Do not freeze KESIMPTA.

• Do not shake KESIMPTA.

Keep KESIMPTA and all medicines out of the reach 
of children.
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By Dr. Barry Hendin 

MSAA’s Chief Medical Officer 

 

Q: What is neurofilament light chain (NfL) 

technology? And how does it benefit 

someone with MS? 

I live in Michigan where this technology is 

being offered, but I'm unsure if it will benefit 

my unique MS history. I recently had what 

could be a relapse, with a "faint visualization 

of enhancement" area on an MRI. I currently 

have slight balance issues after 18 years of 

no MS meds and my age is 61.  

A: NfL (neurofilament light) is a protein 
embedded in the axon of the nerve cell. It is 
part of the skeleton of the axon, and when a 
nerve cell is damaged by inflammation or 
degeneration, it is released into the 
cerebrospinal fluid. Previously, the amounts 
were so small that it was hard to detect 
outside of the cerebrospinal fluid, but 
advances in technology have allowed us to 
measure it in blood. This enables us to assess 
injury to the central nervous system in a 
number of neurological disorders including 
multiple sclerosis. It serves as a “marker” for 
neuronal injury.  

In multiple sclerosis, our hope is that it will 
allow us to provide a better understanding of 
prognosis, disease progression, and response 
to therapy. We are still early in our 
understanding of NfL; currently we rely on our 
more established marker, MRI, to assess 
disease activity and response to therapy. I 
suspect that in the future, neurofilament light 
will be one of many markers, to be used in 
combination, in order to better understand 
multiple sclerosis. 

As all of this relates to you, I suspect that your 
neurologist will rely most heavily on your 
clinical presentation and your MRI in order to 
help to guide you in clinical decision making.  

 

Q: I have had MS since 2000, but never 

really had any pain until March. All these 

years I was fine. Recently I was diagnosed 

with scleroderma. I was told this is a chronic 

condition that has no cure, just like MS.  

I now have pain in my feet with no relief. My 

rheumatologist has prescribed Plaquenil® 

(hydroxychloroquine sulfate), but it takes up 

to six months before I can have any relief. 

This medication also makes me feel sick all 

over.  

Questions from  
Our Readers

ASK THE  
DOCTOR
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My question is, do you have any other 

patients with these two conditions, and if so, 

what medications might you have for both 

MS and scleroderma?  

A: Like multiple sclerosis, scleroderma is an 
immune-mediated disorder. But it is distinct 
and different from multiple sclerosis. MS 
attacks the myelin of the central nervous 
system, whereas scleroderma causes 
thickening and scarring of skin and internal 
organs. 

None of the approved MS disease-modifying 
therapies are used to treat scleroderma, but 
methotrexate has been used off-label to treat 
both MS and scleroderma. Steroids are 
sometimes used symptomatically in both 
disorders.  

 

Q: For more than 20 years my wife has had 

progressive MS. She is now 80 years old and 

has been on Copaxone® (glatiramer 

acetate) since its approval. Her physician 

has now told her that at her age, Copaxone 

may no longer be beneficial. Being older, 

her metabolism, as well as her MS, progress 

at a much slower rate. I would like to have a 

second opinion. 

A: When we prescribe disease-modifying 
therapies, we balance the benefit of the 
medication with the risk of taking the 
medication, which is referred to as the 
“risk/benefit ratio.” In general, the youngest 
people with MS have the highest risk of 
relapse and the highest levels of immune 
inflammation. As people age, the intensity of 

inflammation and risk of relapses diminishes. 
Simultaneously, the risk associated with MS 
treatments often increases with age.  

When the risk of medication increases and 
the risk of relapse diminishes, the risk/benefit 
ratio changes and treatment may be less 
advantageous. It is difficult to state at what 
age any individual should discontinue 
medication. However, it is reasonable for 
people aging with MS, who have been 

Ask the Doctor

PODCAST
Check out MSAA’s

Listen to episodes  
covering topics such as:  

• Choosing the right  
    MS therapy 
• Relationships and MS 
• Care partner needs  
• Diversity and MS 
• Nutrition 

 
Please visit MSAA’s website to listen to our 
podcast, or search for “MSAA Podcast” on  

any of the major podcast distributors. 
 

mymsaa.org/podcasts 



clinically stable, to have a conversation 
regarding risk and benefit with their clinician 
to determine whether they are a candidate for 
discontinuation of therapy.  

 

Q: My first symptom appeared at the age of 

25, and due to a lack of awareness about 

MS, I went several years and visited multiple 

doctors before I was diagnosed with MS. 

Eventually, five months ago, I visited a 

neurologist and an MRI report showed 

lesions in my brain. Since then, I have been 

taking dimethyl fumarate and my condition 

is far better.  

My question is, even if my condition 

improves, is there still approximately a 2% 

chance of transferring MS to my child, or 

could it decrease? 

A: The risk of inheriting MS from a parent with 
MS is approximately 2%, so fortunately, most 
parents do not pass along an increased MS 
risk. This risk does not appear to vary based 
on whether MS is well or poorly controlled. 
Whether a child is already born, or parents-to-
be are planning a family, the same 2% risk 
applies, regardless of current disease activity.  

We don’t have a scientifically proven way to 
prevent passing MS to the next generation, 
but when I am asked about possible 
strategies, I suggest that “at risk“ children 
concentrate on a healthy lifestyle. This 
includes getting enough exercise and 
sufficient sunlight, while avoiding tobacco and 
obesity.    

MS is not due to a single gene, but instead 
due to the imbalance between multiple 
susceptibility/protective genes and 
environmental triggers. We don’t have a 
current gene therapy but might possibly 
mitigate risk by attending to these 
environmental triggers mentioned.  

As a reminder, we know that MS is not 
contagious. This is why stepchildren and non-
blood relatives do not have an increased risk 
of developing MS. n 

28 MSAA’s The Motivator   Summer/Fall 2022

Ask the Doctor

Please submit questions  
for Ask the Doctor via  

email to askdr@mymsaa.org

Barry A. Hendin, MD, is a highly accomplished neurologist who specializes in MS. He is the chief 
medical officer for the Multiple Sclerosis Association of America (MSAA) and has spoken at several 
of MSAA’s educational programs. After 45 years as a neurologist with Phoenix Neurological 
Associates, Ltd., Dr. Hendin is now director of the newly created Multiple Sclerosis Center of 
Arizona. He is also director of the Multiple Sclerosis Clinic at Banner University Medical Center and 
clinical professor of neurology at the University of Arizona Medical School.



Track MS symptoms in real-time with

tinyurl.com/MyMS-android

tinyurl.com/MyMS-apple

• User-friendly navigation, making it 
easy to effectively manage the ever-
changing course of one’s MS. 

•  NEW: Body Location feature to 
report exact location of physical symptoms 

•  NEW: Dr. Appointment feature, with calendar 
integration, to help prepare for upcoming doctor 
visits with a snapshot of notes and charts, plus 
options to log or recap past visits.

Download My MS Manager™  
and register your account today 
to join the tens of thousands of people already using 
the app to help stay on top of their MS symptoms. 

My MS Manager ™
A convenient and effective tool to help manage  
multiple sclerosis through a mobile device.  



30 MSAA’s The Motivator   Summer/Fall 2022

RESEARCH 
NEWS

Recent News and  
Study Updates in MS Research 

Ublituximab shows reductions in 
disease progression in relapsing MS 
    Ublituximab is an investigational 
medication being evaluated by the Food and 
Drug Administration (FDA) for the treatment 
of relapsing forms of MS. The medication is a 
monoclonal antibody that targets CD20, a 
protein found on the surface of B cells, which 
are white blood cells shown to play a role in 
MS. Ublituximab is given by infusion, with 
two initial doses administered 14 days apart, 
followed by infusions every 24 weeks. 
    In the Phase III ULTIMATE I and 
ULTIMATE II studies, people with relapsing 
MS who received ublituximab had a lower 
average annualized relapse rate (ARR) than 
others with relapsing MS who received an 
FDA-approved medication, Aubagio® 
(teriflunomide). Study measures indicating 
less disability progression also favored 
ublituximab.  
    The FDA is evaluating data from the 
ULTIMATE I and II trials. The agency is 
scheduled to make a decision on the 
approval of ublituximab in relapsing  
forms of MS by December 28, 2022. 

Assessing the efficacy and safety of 
evobrutinib over 2.5 years 
    Following up on a 48-week trial that 
yielded encouraging findings on evobrutinib, 
an investigational medicine being developed 
to treat relapsing forms of MS, a 2.5-year 
study found that the therapy showed 
continued efficacy, with no new safety risks. 
    Evobrutinib inhibits Bruton tyrosine 
kinase, an enzyme that plays a crucial role in 
the development of B cells, which, in turn, 
play a role in MS. In the 48-week study, 267 
people with relapsing forms of MS received 
either placebo, one of three doses of 
evobrutinib, or dimethyl fumarate, an FDA-
approved disease-modifying therapy. 
    At the end of the 48-week study, 213 
participants, or 80% of the total, opted to 
enter the longer-term extension study. All 
patients in that study received 75 mg of 
evobrutinib once daily before progressing to 
75 mg twice a day. Of those who completed 
at least 132 weeks of treatment in the open-
label extension (OLE), data showed that the 
annualized relapse rate was 0.12, reflecting 
one relapse over the course of roughly eight 
years. Fifty-nine people, or 27.7% of the 
group, had an adverse event that study 
investigators believed was related to 
treatment. Six of those treatment-related 
adverse events were considered serious. 

By Tom Garry 
 

Reviewed by Dr. Barry A. Hendin,  

MSAA Chief Medical Officer 



Two studies highlight the beneficial 
role of diet in managing MS 
    Two studies presented at the 2022 Annual 
Meeting of the American Academy of 
Neurology (AAN) meeting add to the growing 
body of evidence indicating that diet can 
have a significant, positive impact on the 
course of MS. 
    The first study involved 500 people with 
MS, 70% of whom were women. Those study 
participants completed the Mediterranean 
Diet Adherence Screener (MEDAS), which 
measures the extent to which people follow a 
diet consisting predominantly of plant-based 
foods, with fish, poultry, and dairy eaten in 
moderation, and red meat and sweets eaten 
only occasionally.  
    Researchers found that greater adherence 
to a Mediterranean diet was associated with 
better functioning as measured on the 
Multiple Sclerosis Functional Composite 
(MSFC) and less cerebral atrophy on MRI. 
Study authors said that their findings 
suggest the possibility of a neuroprotective 
mechanism with the Mediterranean diet, 
but added that long-term studies and 
interventional clinical trials are needed to 
further explore that possibility. 
    The second study assessed the safety and 
tolerability of a ketogenic diet (KD) in 65 
people with relapsing MS, and also evaluated 
how the diet affected several measures of 
clinical status. A ketogenic diet is a low-
carbohydrate, high-fat diet similar in some 
ways to the Atkins diet. Research has shown 
that the diet mimics the fasting state and 
plays a role in immune system regulation. 

Study participants were asked to follow this 
eating plan for six months.  
    Eighty-three percent of the study subjects 
adhered to the ketogenic diet for the full six 
months. At the end of that period, they 
showed – on average – less fatigue and 
depression, improved physical and mental 
quality of life, reduced fat mass, an ability to 
walk further over the course of six minutes, 
and reduced MS-related disability as 
measured by the Expanded Disability Status 
Scale (EDSS). Laboratory tests conducted as 
part of the study found that the diet also 
reduced pro-inflammatory peptides in the 
body while increasing levels of anti-
inflammatory peptides. 
 
Can intravaginal estrogen help improve 
bladder dysfunction symptoms? 
    A small study suggests that intravaginal 
application of estriol, a form of estrogen, can 
significantly reduce the symptoms of bladder 
dysfunction, which are experienced by most 
people with multiple sclerosis (MS). 
    The pilot study involved 12 women with 
relapsing-remitting MS. All of the women had 
reached menopause or had undergone 
hysterectomy. None had a history of breast, 
uterine, or ovarian cancer. The women were 
prescribed 1 mg of estriol applied 
intravaginally by an applicator. They used the 
estriol in addition to any other medications 
they might be taking to improve their 
symptoms, such as prescription medicines 
to reduce urinary frequency. 

Research News
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MSAA’s Ultimate  
MS Treatment Guide

   As noted in this issue’s “Up Front” 
column, MSAA recently launched an 
amazing online tool to assist the MS 
community with learning about and 
comparing the many different disease-
modifying therapies (DMTs) approved by 
the United States Food and Drug 
Administration (FDA) for the treatment of 
MS. This interactive, user-friendly resource has 
been developed in collaboration with Wondros, 
a global creative agency, and it absolutely earns 
its name of Ultimate MS Treatment Guide. 
    Since 1993, when the very first medication 
was approved by the FDA for the treatment of 
MS, the number of approved DMTs has grown 
to more than two dozen types and brands of 
MS medications. Anyone familiar with these 
medications is well aware of the complexities 
involved with each treatment – and the 
challenges facing individuals as they work with 
their physician to select the DMT that is the 
most appropriate for them. Complicating this 

process is the fact that these DMTs are 
approved for specific types of MS, each 
medication has its own mechanism of action, 
route of administration, degree of effectiveness, 
potential side effects, and many more details 
specific to that individual treatment.   
    For most people, obtaining comparable 
information on so many medications, in user-
friendly terminology and with experts to sort out 
the information, has been virtually impossible. 
MSAA recognized this urgent need and 
collaborated with MS specialists and patient 
advocates to create an interactive guide unlike 
any other. 

PROGRAM  
NOTES
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By Susan Wells Courtney 

Special thanks to Diamond Sponsor Janssen Neuroscience for their  
generous support of the Ultimate MS Treatment Guide.  

Please visit: MStreatmentguide.org to access this comprehensive tool to learn 
about the different FDA-approved treatments for multiple sclerosis.



    To begin exploring 
MSAA’s Ultimate  
MS Treatment Guide, 
please visit 
MStreatmentguide.org. 
Once there, you’ll 
immediately see a link to an 
educational video featuring 
MSAA’s Chief Medical 
Officer Dr. Barry Hendin. 
You will also see all of the 
FDA-approved disease-
modifying therapies for 
MS, along with graphics to indicate whether 
the medication is taken orally, via self-
injection, or via IV administration.  
    Please note that you will have several ways 
to sort and filter. For instance, you may view 
all of the medications in alphabetical order or 
in order of their approval date. You may also 
view the medications according to how they 
are administered or according to which 
form(s) of MS they treat. Additional 
information is provided on opting out of 
treatment, should that be necessary, as well 
as the treatment philosophy from MS 
specialists.  
    Selecting any of the specific medications 
will take you to a new page devoted entirely to 
that individual medication. You’ll see a link to 
an educational video with an MS specialist 
who speaks about that particular therapy. 
Also on this page, you’ll learn how the 
treatment works and the form(s) of MS it 
treats, how it is taken, potential benefits and 
side effects, other key notes, and a link to the 
medication’s specific prescription-assistance 

program. Across the lower 
part of all of the treatment 
pages, you’ll see links to 
videos from our patient 
advocates, who provide 
insightful information as 
they talk about their own 
treatment experiences.  

While all of these 
features mentioned so far 
are of tremendous help to 
anyone looking for more 
information and clarity on 

the disease-modifying therapies for MS, we 
have saved one of the most unique features 
for last! When back on the landing page, 
you’ll see that each treatment’s box has an 
option labeled “compare.” Selecting two or 
three (maximum) medications allows you to 
view these medications side-by-side, 
including information such as when it was 
approved, administration, side effects, testing 
and monitoring required, plus 
contraindications and pregnancy warnings. 
Please be sure to check out this unique and 
very helpful feature.  
    We are very excited about the launch of 
this innovative tool designed to assist 
members of the MS community with selecting 
the appropriate MS therapy for them, a 
decision made in conjunction with their 
medical professional.  
    MSAA’s Ultimate MS Treatment Guide is 
made possible through the generous support 
of Janssen Neuroscience, Biogen, Bristol 
Myers Squibb, EMD Serono, Genentech, 
Novartis, and Sanofi.  

Program Notes
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MStreatmentguide.org



   Another vital initiative is our 
new video series highlighting the 
impact of COVID-19 on the MS 
population, the importance of 
vaccination and boosters, and 
the related cultural issues within 
both the African American and 
Hispanic/Latinx populations. 
These videos feature Dr. Barry 
Hendin, Dr. Mitzi Williams, and 
Dr. Lilyana Amezcua. Four of 
these six videos are in English, 
and the two videos addressing 
the Hispanic/Latinx community are in Spanish. 
    Each video features one of these three MS 
specialists providing important details and 
study findings on COVID-19 as it relates to the 
MS community and people of color. The 
effectiveness and safety of vaccinations and 
boosters, as well as vaccination hesitancy 
among African American and Hispanic/Latinx 
individuals, is also discussed.  

    These educational videos are particularly 
unique in that they combine videos of the 
physicians speaking along with animation.  
This style makes these videos both informative 
and enjoyable to watch. To learn more and 
view these new videos, please visit 
mymsaa.org/covidvaccinePSAs. 
    This video series is made possible through 
the generous support of EMD Serono. n 
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    Participant questionnaire responses 
showed statistically significant 
improvements in mental and physical 
aspects of quality of life, and improvements 
related to urinary urgency, urinary 
frequency, and frequency of urinary tract 
infections. While this treatment approach 
will need to be further evaluated, these 

findings suggest that women with RRMS 
may have a new option for dealing with 
urinary issues.  
 
For More Information 
    For general information or to speak with a 
trained Client Services Specialist, please call 
MSAA’s Helpline at (800) 532-7667, 
extension 154. Questions to MSAA’s Client 
Services department may also be emailed 
to MSquestions@mymsaa.org.  n 

Research News 
continued from page 31

COVID-19 Vaccines and MS Video Series 



MS Relapse Toolkit 
This recently published second edition provides 
helpful information including common 
symptoms of a relapse, treatment options, and 
ways to plan in advance for a 
relapse.   

– APEX Grand Award winner 
– National Health Information  
   Award winner  

It’s a Generational Thing Toolkit: 
Creating an Understanding of MS 
Between Parents and Their Children 
This publication features activity pages, conversation 
guides, and resources to help improve communication 
for family members affected by MS, and encourages 
active participation in managing the ever-evolving  
MS journey. 
– Digital Health Award winner 

Vaccination Safety in MS 
This recently published second edition includes FAQs; 
vaccine types; a chart of common vaccinations, including 
COVID-19; as well as other helpful information. 

MSAA Publications Now Available
The following publications are 
available in English and Spanish: 

To access these publications, please visit mymsaa.org/publications



    With nearly one million individuals living with MS across the 
country as well as an army of loved ones and care partners, 
MSAA is fortunate to have built a small but mighty community 
of champions. Hundreds of people, many of whom are 
personally affected by MS, are busy organizing sporting events, 
house parties, and digital fundraising campaigns to support 
MSAA’s full suite of programs and services. Volunteer-driven 
fundraising generates much of the support MSAA relies on – 
and we have some of the best volunteer fundraisers in the 
world – whether it’s a Team MSAA event or using our Do-It-
Yourself fundraising platform to build their own unique event or 
fundraising campaign, MSAA is proud to partner with the 
community to improve lives today, and every day. Join us this 
year to make a difference in the lives of our MSAA family! 
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By Joe Sperlunto 

MSAA Donor Experience Manager 

Champions for  
the MS Community

THOUGHTS 
ABOUT GIVING

MSAA’s community of champions includes many dedicated 
volunteers who help raise much-needed support for MSAA 
through their participation in volunteer-driven fundraising. 
Pictured at left, top to bottom: Allie, sharing her medal that she 
received after completing the Walt Disney World® Goofy’s Race 
and a Half Challenge, which includes a half marathon followed 
by a marathon the next day; Richard “Dix” swam three lakes 
during one weekend in California to complete his Swim for MS 
fundraising challenge; and Jen (left) and Denise, joined Team 
MSAA and participated in MSAA’s Anniversary Challenge.
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Anniversary Challenge 
    Founded on June 8th, 1970, MSAA 
commemorates our founding with an 
anniversary challenge bringing together 
individuals and teams of people in support of 
our mission to improve lives today. Participants 
fundraise and pledge to walk, run, or ride 
various distances to show their commitment to 
the MS community. The spirit of the event is 
community and togetherness, so some 
participants choose alternate accessible ways 
to get out – using wheelchairs or walkers – and 
others decide to get creative, moving in all 
kinds of ways including jump rope!  
    Since its inception in 2020, the Anniversary 
Challenge event has built strong connections 

among people passionate about MSAA’s 
mission, while raising critical funds for our free 
programs and services. While prizes are 
awarded to the participants who fundraise the 
most, Anniversary Challenge participants will 
tell you that the real prize is working with their 
friends, family, and even strangers to advocate 
for the MS community.  
    In 2023, MSAA is looking to expand this 
program and host in-person events in a few 
communities. Interested in seeing an 
Anniversary Challenge event near you? Email 
DonorRelations@mymsaa.org and let us know! 
Across the country, our hope is to ring in 53 
years of service and commitment by recruiting 
53 teams for this year’s event.  

Thoughts About Giving

Volunteer-driven fundraising  
is the foundation of MSAA’s 
community of champions,  
raising funds to support  
MSAA’s free programs and  
services for the MS community.  
 

  
 

CREATE YOUR FUNDRAISER TODAY! 
Please visit mymsaa.org/DIY



Team MSAA at runDisney 
    In 2023, Team MSAA will be going to Walt 
Disney World ® not once, but twice! Our first 
trip will be January 4th – 8th for the Walt 
Disney World ® Marathon weekend with 
MSAA’s largest runDisney team yet – nearly 
100 runners and walkers! Team MSAA will 
return to Walt Disney World ® again April 13th  
– 16th for the runDisney Springtime Surprise 
weekend with another stellar team of runners and 
walkers fundraising for MSAA’s free programs and 
services. At both of these incredibly fun events, 
our teams make friends, push themselves to 
fundraise, and support each other while 
running or walking courses of varying lengths 
with their favorite Disney characters through 
America’s favorite family resort.   
 
MSAA DIY Fundraisers 
    Many of our MSAA champions like to host 
Do-It-Yourself fundraisers on MSAA’s DIY 
fundraising platform. This community is so 
creative, and the list of unique fundraising 
ideas they’ve come up with is endless. Our 
supporters have hosted basketball 

tournaments, golf outings, runs/walks, 
swimming competitions, Halloween costume 
contests, holiday pie sales, and more! Often, 
these events are organized by MSAA clients 
diagnosed with MS. While they host 
fundraisers, these champions also bring their 
friends, family, and community together to 
educate them about multiple sclerosis, 
creating new MS advocates in the process. 
Our website’s DIY fundraising platform allows 
you to create a customizable fundraising page 
for your event that can be shared via email 
and social media. And if you need printed 
MSAA materials for your event, just reach out. 
    Through these programs, the MSAA 
community of champions has grown strong – 
but we still need others to get involved. If you 
are moved to step up and support your 
community, please choose a fundraising option 
and sign up using one of the links below. You 
will have fun, build community, advocate for 
those with MS, and raise needed funds for 
MSAA’s free programs and services. If you’re 
not sure where to start, give us a call and we 
can support you every step of the way!  n

For questions about MSAA’s Anniversary Challenge or runDisney, please contact Jen 
Gaynor, Director of Development at jgaynor@mymsaa.org or visit 
engage.mymsaa.org/anniversary2023 or engage.mymsaa.org/marathon2023. 

For questions about DIY fundraising, please contact Joe Sperlunto, Donor Experience 
Manager at jsperlunto@mymsaa.org or visit engage.mymsaa.org/DIY. 

P.S. - With the holidays approaching, we’d be remiss to not mention our Shop and Support 
partners! Please visit mymsaa.org/shopandsupport to get our AmazonSmile code and see a 
list of other participating brands! 

Thoughts About Giving
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   It was as if my life had taken a turn for the 
worst. But at the same time, in my mind, 
could things get any worse than what they 
already were? This was my train of thought in 
1998.  
    I lost my mom in 1989 at the age of 9, and 
with my parents being divorced since I was 3, 
my dad had been out of my life for many 
years. My grandparents raised me through 
high school. I graduated in 1997 from Henry 
Ford High School with honors, but sadly, my 
grandmother wasn't able to watch me walk 
across the stage due to her having cancer. 
This was a disappointment for me, because 
she was a great influence in my life in helping 
me develop into the young lady that I had 
become.  
    I began college at Oakland University  
(and later transferred to Eastern Michigan 
University, where I got my degree in 
Communication in 2004). I had been 
struggling with a Major in Music because I am 
gifted in ear instead of sight-reading music, 
and in college, I needed to be proficient at the 
latter. 
    In 1998, while living in the college dorms, I 
decided to go sledding with my Resident 
Assistant and others from my dorm floor. 
Tragically, I had a bad accident while riding on 
an inner tube, hitting my head straight forward 

into a tree. I was sent to the hospital and 
suddenly I was having all kinds of tests. 
Luckily, I had distant cousins who were able to 
come get me during that semester. They were 
told by the doctor that there were signs of MS 
– which were showing through the spinal tap 
and MRI – but as it turned out, I wouldn't 
show signs of MS physically until a later time 
in my life. 
    Fast forward to 2010. I was out of school 
and working as a sales representative at a 
department store. It was a really busy job, but 
I enjoyed helping customers. And at the age of 
30, I was getting married.  
    What I thought would be a wonderful 
experience in all, became instead the feeling 
that the world was crashing in on me all at 
once. The MS flared up at work, with dizziness 
and tremors, followed by a bladder infection, 
stiffness, and what felt like “numbness in my 
bones.” The stress from my marriage also 
didn't help, and I became very depressed.  
    I was taking several medications to treat 
the symptoms of my MS, but they were not 
working and made me feel like I was just 
existing rather than living. It became 
overwhelming sometimes because all I did 
was sleep, eat, and take medicine. I would get 
so sad because some days I could barely play 
my violin – something I had done my entire life 
since I was 5 years old at the Martin Luther 
King Child Care Center.   

My Life as a Glorious Violinist with MS

STORIES  
TO INSPIRE

By Candace Giles 



    I always had a love for music, and playing 
the violin kept me sane. It enabled me to cope 
with all the deaths I had in my family and 
losing the people who were so close to me. 
Eventually, I gave up on the medicine and 
resigned myself to whatever health issues I 
would encounter. This began a new journey of 
hope and faith for me. 

    Thankfully, I was able to experience joy 
and I had no symptoms for about two years. 
Sadly, the stress in my marriage only 
worsened, which had a negative effect on my 
health, so I decided to get divorced. I had no 
idea of where I was going to live, or how I was 
going to eat, and was even homeless for a 
while, but different people took me in as their 

own, and I was okay until I got back on 
my feet.  

I eventually worked another job at a 
daycare center, but that was it for me – my 
doctor said I could never work again. I 
had fallen on ice while on the job and my 
MS flared up again. Once the relapse 
subsided, I began physical therapy for 
eight months to learn how to walk again. I 
decided to do things in the manner of the 
holistic way and made my gift of playing 
my violin work for me. 

Stories to Inspire

Violinist Candace Giles had the honor of 
performing for the governor of Michigan as 
part of the state’s recognition of Juneteenth 
2022. For anyone who is not familiar, 
Juneteenth is a federal holiday 
acknowledging when the last of the slaves in 
the United States were freed. Although the 
Emancipation Proclamation ended slavery in 
the Confederate States in 1863, those living 
in Texas did not hear about the proclamation 
until Union soldiers arrived in Galveston, 
Texas on June 19, 1865 – two years later. 
This important day in history was and 
continues to be celebrated with prayer, food, 
music, and dance. 
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    Currently, it is a struggle some days just to 
get up instead of sleeping in. When I can, I 
go to the gym to do water exercises. Some 
days I just work out at home, but I have 
learned how to give myself space and 
breaks. I continue to do the natural route for 
symptoms, such as drinking plenty of water, 
resting when needed, eating right, and taking 
vitamins. This seems to work better for me. I 
am also able to play my violin for others and 
my MS doesn't restrict me as much 
anymore.  
    This brings me to my latest 
accomplishment! While at the gym doing 
water exercises, I was talking with some fellow 

gym members, who asked me what I did. 
When I said that I was a violinist, they asked 
for my card. Turns out that one of the 
individuals works for the governor of Michigan, 
and he passed along my card to those in the 
governor’s office who were preparing for 
Juneteenth. Soon after, I was contacted to 
perform, and on June 19, 2022, I proudly 
performed publicly for the governor of 
Michigan and many others.  
    I now believe – and would love to share 
with any MS friend or family – that you can do 
anything you put your mind to. Don't let this 
disease overcome you; you must always strive 
to overcome MS!  n

Stories to Inspire
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Submit Your Best Work for MSAA’s 2023-2024 Online

Art Showcase 
NOW ACCEPTING SUBMISSIONS 
MSAA welcomes paintings in oil, 
watercolor, and acrylic, as well as pastels 
and drawings in pencil and ink. MSAA  
also accepts digital artwork, including 
graphic design and photography. All 
submissions must be sent electronically. 

MSAA will accept 3 pieces of artwork  
per artist. Artwork will only be accepted 
from individuals who have MS and are  
18 years of age or older. Sculpture, 
pottery, and other types of three-
dimensional works cannot be accepted. 

Submissions will be featured on MSAA’s 
website beginning March 2023, in 
recognition of MS Awareness Month.  
Each month, we will highlight one artist 
and their work. 

For more information, please contact: 
Email: showcase@mymsaa.org 
Phone: (800) 532-7667, ext. 117

Summer Sail on the Lake – by David Desjardins 
   

Submissions will be accepted until January 6, 2023.  
For guidelines, visit mymsaa.org/artshowcase



        The cool air that was tenderly kissing my 
face and gently blowing back my hair was 
heavenly. The acrid smell of the sea and 
everything living in it funneled into my nose, a 
welcome addition to my senses. I basked in 
the sunlight that warmed me every couple of 
minutes, as the puffy white clouds parted 
ways, leaving the clear blue sky exposed. I had 
anticipated this day and all these sensations 
for what seemed like an eternity. I was back on 
the Oregon Coast. 
    I was within a foot of the water that was 
dancing back and forth with the tide. The sky 
reflected its tranquil blue color in it. Until this 
day, I had resigned myself to never 
experiencing this feeling again. One of many 
that had been ripped from my life, against my 
will, thanks to a diagnosis of multiple sclerosis. 
Along with having to desist riding a bike, taking 
a hike in the woods, snowshoeing on crunchy 
trails, and various other outdoor physical 
activities I cherished.  
    I had gone through the grief process many 
times in recent years, grieving for passions lost 
and all those that would never happen. I was 
restricted to activities that could be 
accomplished in a wheelchair, as well as only 
those that didn’t take place in the elements 
that were anything but a perfect 70 degrees.  
    This trip to the Oregon Coast was my first in 

six years. While raising my two children, we 
had made frequent trips to these coastal 
beaches filled with tide pools, seashells, and 
other watery wonders. We had flown kites, dug 
in the sand, waded in the ice-cold water, and 
made countless casts of crab rings and fishing 
line into the salty sea. We had lugged all our 
camping equipment by foot, down precarious 
rocky trails to the sand, set up a fire ring, and 
made ourselves at home within earshot of the 
roar of the crashing waves. I could never do 
that now.  
    So when I heard about HOPE Equestrian 
Center, to be honest, I didn’t have much hope! 
A volunteer there had told me many 
heartwarming stories about how horses helped 
physically or mentally disabled children and 
adults. As a child, I signed up for horseback 
riding lessons, but suffered from childhood 
asthma and allergies, discovering I could not 
be within 10 feet of a stable. So much for that! 
I took the phone number anyway. I wasn’t 
working anymore, and I was extremely bored 
and becoming majorly depressed. 
    I called the number to HOPE, on a whim, a 
few weeks later. The upbeat, slightly rushed 
female voice I spoke with let me know the cost 
for an eight-week session.  
    “Can’t I just try it once?” I asked, slightly 
irritated. “I don’t even know if I can get up on 
the horse, or if my allergies will be a problem. 
Plus, the cost is way more than I could even 

Finding Hope on Horseback

STORIES  
TO INSPIRE

By Karen McCoy 
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afford…” On and on I babbled. I knew it’d 
never happen.  
    “No problem,” the angel on the line 
chirped. “We have all kinds of lifts and ramps 
to get all kinds of people up on a horse, and 
we have scholarship funds to help with costs. 
Just pay what you can.” I was filled with 
disbelief. Excitement rose in my chest.  
    Now, while enjoying the wonders of being 
near my beloved ocean, months after that 
phone call, I remember my first time in the 
arena at HOPE. I hadn’t been on a horse in 40 
years. But as I feel the movement of the horse 
I’m riding on now in my own hips, and marvel 
at the glorious beauty of the Oregon coast, I 
remember how my spine immediately aligned 
after I had hoisted my stiff, tired body into the 
saddle. I felt like I was comfortably sitting in an 
easy chair custom-made just for me. My posture 
was perfect and my hips were moving in what 
was the closest thing I could get to a natural gait. 

    Miraculously, not only had I apparently 
outgrown my childhood allergy to horses, but I 
had gained a new outdoor physical activity that 
I had never experienced before. The diagnosis 
of MS turned out to have at least one blessing 
in disguise: I never would have attempted 
anything such as this had it not been for the 
series of events that led me to HOPE. 
    Now that I’ve told my story of how I got 
started riding, I will fast-forward to the present. 
My son and I had driven over yesterday, through 
spotty bouts of rain, and spent the night in a 
local hotel. As we awoke this morning, it was 
clear and the sun was rising amid bright blue 
skies that were dotted with florets of cottony 
clouds. We dressed and headed towards the 
stables. I was as excited as I could be, giddy 
with anticipation. I was confident on a horse 
now. I had ridden my adopted therapy horse, 
named Solfari, with my hands off the reins and 
my eyes closed. My balance was improved. 

Stories to Inspire
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No allergies were threatening my breathing. In 
spite of losing the ability to bicycle through a 
forest, or snowshoe in the snowy mountains, I 
could ride a horse! I could potentially visit all 
those places again, on the back of a trusted 
animal companion. 
    Another aspect to this story involves the 
emotions attached to the fact that I get to share 
this transcendent event with my son, Cale. Now 
23 years old, he has become a mature and 
thoughtful adult. He has had to endure more 
hardships than most other young men his age, 
right along with me. But he has been a source of 
support and constant joy in my life. I hope he 
realizes how much I appreciate the fact that he 
travelled here with me, helping me with all the 
mobility issues I deal with now. I hope that he can 

somehow sense how much it thrills me that I get 
to share this particular horseback ride with him.  
    Riding a horse has given me light in my life 
where there hadn’t been any for many years. 
Using my body and feeling the ache of 
muscles being used to work again, fills me 
with great satisfaction. Knowing that I can get 
outside, in the air, and smell the sweet scent of 
nature in all her perfumed perfection, creates 
a desire to thrive deep within me.  
    Although I can’t run along the water’s edge, 
chasing my little boy with a handful of seaweed, 
what I can do is follow my grown-up son on  
horseback. I can sidle up next to him by 
pulling gently on the reins… and tell him over 
the crashing sound of waves hitting rock… to 
never give up. There’s hope in everything. n 

Stories to Inspire

Holiday shopping is a great way to support M SAA’s m ission of 
Im proving Lives Today, with several brands m aking donations to 
M SAA with every purchase!� 

Shopping this Holiday Season?

To see all of your shopping options 
to support MSAA, please visit 
mymsaa.org/ShopAndSupport



TEAM MSAA 
ANNIVERSARY CHALLENGE

For 2023, Team MSAA is looking to recognize 53 years of service by recruiting 
53 teams who each commit to work toward raising funds to help a person living 
with MS access a crucial MRI. Members of each team have the following options 
to complete the challenge: 

 

 

 

Mark your calendars to help MSAA recognize 53 years  
of dedicated commitment to the MS community...  

we couldn’t improve lives without you! 

LEARN MORE AT  

engage.mymsaa.org/anniversary2023

RUNNING  
6 miles

WALKING  
8 miles

BIKING  
19.70 miles

NEW FOR 2023 – NO REGISTRATION FEES 
Register by January 1, 2023 and kick off your 
fundraising to be entered to win an early-bird prize!

YOUR WAY 
Show Your Support 

Your Way



Multiple Sclerosis Association of America 

375 Kings Highway North 
Cherry Hill, NJ 08034 USA

CHANGE SERVICE REQUESTED

MSAA would like to know more 
about our readership of The 
Motivator and the larger MS 
community that we serve. This 
will help us better tailor our 
programs and services to meet 
the various needs across all 
demographics of individuals 
affected by MS.  

Please spend a few minutes and 
take our online survey today. 

mymsaa.org/tellus-ws22 

We need your help...

¿Hablas español? 
 

Cuéntenos más sobre usted respondiendo  
nuestra encuesta en línea. Visite 
mymsaa.org/tellus-ws22-espanol

Please tell us  
more about 
yourself.


