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The aim of this study was to elucidate the experience of self-management among people with multiple
sclerosis (MS) and gather their input to inform a self-management intervention. Twelve people with
MS participated in focus groups in which they were asked open-ended questions about MS symptoms,
challenges, overcoming challenges, symptom management, and treatment preferences. The results sug-
gest four major themes: 1) “The Everyday Experience of MS,” including comments about symptoms
and their impact on functioning; 2) “Motivation for Self-Management,” including descriptions of
motivation originating from physical necessity, success with other management techniques, and exter-
nal sources; 3) “Coping Strategies and Skills,” including descriptions of changing behaviors, expanding
social support networks, finding resources, utilizing medical treatment, and monitoring symptoms; and
4) “Vision for a Self-Management Intervention,” including suggestions that an intervention be indi-
vidualized, be motivating, and provide resources. The results of this study can inform the design and
implementation of self-management interventions. Experiences described by participants are consistent
with other qualitative reports suggesting the active role people with MS play in managing their condi-
tion. Intervention approaches must consider the complex constellation of symptoms associated with MS
and provide individualized treatments that enhance the person’s ability to manage their symptoms,
barriers presented by such symptoms, and their health care. Int ] MS Care. 2011;13:146-152.
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do not focus on how to manage the constellation of
symptoms. While it is known that people with MS and
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to self-manage their disease, little is understood about
the complex experience of self-management in MS.
Qualitative data collection, including focus groups, is an
ideal way to learn how people with MS cope with their
symptoms and can inform efforts to provide treatment
to enhance these skills.!®!! The objectives of this study
were to 1) elucidate the experience of self-management
among people with MS, and 2) gather their input to
inform a self-management intervention intended to
increase self-efficacy and to provide a practical skill set
for coping with the constellation of secondary condi-
tions associated with MS.

Methods

Participants

Potential participants were identified through
involvement in previous research studies and through
the Greater Washington chapter of the National Mul-
tiple Sclerosis Society (NMSS), which serves 23 counties
in Washington. Recruitment was done through invita-
tion letters, advertisements in the organization’s newslet-

ter, self-help groups, and the NMSS website. We used

2 in which we inten-

special case purposive sampling,'
tionally oversampled people with moderate disability (no
less than 2 years since diagnosis and minimal or interme-
diate disability on the Expanded Disability Status Scale
[EDSS]) who potentially could be users of or benefit
from self-management. Eligible participants were aged
18 years or older, with physician-diagnosed MS and the
ability to travel to the University of Washington with-
out financial or logistical support. Individuals received
payment of $25 for their participation. We recruited
consecutive responders. Twenty people were scheduled
for two focus groups, and 12 people participated: 5 in
the first group and 7 in the second. (Travel difficulty or
illness prevented attendance for some people originally
scheduled to participate.) Demographic information
about participants is shown in Table 1. The group com-
position is typical of the larger MS population: mostly
women (67%), aged from 41 to 71 years, most with at
least a college education (67%). All recruiting and focus
group methods were approved by the University of
Washington Human Subjects Review Committee.

Focus Groups

This study used focus group methods to examine the
experience of self-management among people with MS.
Focus groups were selected for the study because conver-
sation in the group may trigger recall of experiences by
those with memory or attention difficulty, and because
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discussion can help to identify areas of agreement and
disagreement.'? Participants first completed a brief
demographic questionnaire and then took part in focus
group discussion. Focus groups lasted approximately 2
hours and were held at the University of Washington
in Seattle, a facility that is both centrally located and
accessible to people with disabilities. Discussion was
moderated by a team of two University of Washington
Department of Rehabilitation Medicine faculty mem-
bers who were trained, experienced facilitators. One
researcher was the primary facilitator; the other contrib-
uted when appropriate. Three additional staff members
served as note takers. A discussion guide was developed
that included questions such as, “What have you learned
about managing your MS that you think will be helpful
to others?” Questions set the agenda but did not confine
the discussion—direction of the conversation was driven
by the flow of the discussion, with the guide serving as a
reminder of key questions and points to ask. To explore
participants’ self-management techniques, a series of
open-ended questions were asked regarding symptoms,
challenges, overcoming challenges, and how people
managed their symptoms. Additional questions asked
about treatment preferences relating to intervention for-
mat, delivery, and content.

Data Analysis

Focus groups were recorded using real-time transcrip-
tion by a court reporter and digital audio recording.
Transcripts and field notes were read several times in
order to identify the main issues expressed. Next, a short
list of codes were formed that indicated important con-
cepts from the focus group data and from self-manage-
ment literature used to develop the study design. These
initial codes were then expanded into a codebook using
open coding of transcript quotes that explored addi-
tional, deeper themes. The themes were reviewed and
discussed by the entire research group. This process con-
tinued until all authors agreed that the themes accurately
reflected the information provided in the focus groups
and that the second focus group added no new themes
beyond those identified in the first group. ATLAS.ti
Version 5.0 (Scientific Software Development, Berlin,
Germany) was used to organize and code the data.

Results

Our findings revealed the complex experience of
self-management for people with MS and identified key
areas that an intervention should address. Four major
themes and 13 subthemes emerged from the analysis
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Table 1. Characteristics of focus group participants

Years since Disability
No. Age Sex diagnosis Employment status Education Type of MS (by EDSS)?
1 46 M 30 Unemployed because of ~ College graduate Secondary progressive  Intermediate
disability
2 64 F 23 Retired based on age Graduate/ Secondary progressive  Intermediate
professional school
3 41 M 2 Employed College graduate Secondary progressive  Minimal
4 53 F 1 Unemployed because of ~ Some college Primary progressive Intermediate
disability
5 56 F 18 Employed Some college Secondary progressive  Minimal
6 62 F 27 Retired based on age Some college Relapsing/remitting Advanced
7 59 F 33 Retired early due to College graduate Relapsing/remitting Intermediate
health problems
8 45 F 6 Unemployed Graduate/ Relapsing/remitting Intermediate
professional school
9 52 M 7 Employed College graduate Relapsing/remitting Minimal
10 47 F 9 Unemployed College graduate Primary progressive Intermediate
11 65 M 17 Retired early due to health Graduate/ Relapsing/ remitting Minimal
problems professional school
12 71 F 9 Retired early due to health High school Relapsing/remitting Advanced
problems graduate/GED

Abbreviations: EDSS, Expanded Disability Status Scale; GED, general equivalency diploma; MS, multiple sclerosis.
®Minimal severity (<4.0) indicates no mobility aid use, intermediate severity (4.5-6.5) indicates unilateral or bilateral mobility aid use, and

advanced (=7.0) severity indicates primarily wheelchair use for mobility.

of focus group discussions. These themes are described
below.

The Everyday Experience of MS

Focus group discussion painted a vivid picture of
the everyday experience of people living with MS. As
expected, participants listed numerous symptoms they
managed as a result of having MS, including fatigue,
pain, cognitive disability, mobility issues, and vision
problems. In addition to the secondary symptoms of MS
itself, several people described the association between
MS and other diseases, such as arthritis and depression,
while others recognized that they were vulnerable to
unrelated health issues, such as breast cancer. Several key
themes emerged that characterized their MS experience.

Shaping the Way We Live

Participants shared with the group descriptions of
their disability and how it affected their quality of life.
Many depicted an ongoing, daily struggle to manage

their current symptoms and prepare for an unpredict-

able future. One 52-year-old male participant said
that his symptoms “shaped the way I live and look at
everything.” Some described a constant flux of improve-
ments and setbacks. One 45-year-old female participant
summed up this experience: “But as I've adjusted to it,
my cognitive skills have gotten so much worse that it’s
like a tap dance. It’s two steps forward, three steps back.
Two steps forward, one step back.” While most partici-
pants acknowledged the challenges of the disease, some
also felt that MS had transformed their lives for the bet-
ter. In particular, many said that having to reduce their
work hours or quit working altogether as a result of their
MS gave them a life balance they did not have before.

Acceptance and Adjustment

Even in the face of severe disability, many partici-
pants described their experience of accepting MS and
adjusting to the changes it brought to their lives. One
45-year-old female participant said about this process,
“You have to accept it on some level. Or, again, you go
through the crazies. If you don’t accept it, what are you
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going to do with it? If you deny it, that’s certainly not
helpful for your health.” Another participant, a 52-year-
old man, said that over time he had redefined what was
normal for him: “Normal isn’t the way I used to live.
My normal is disabled. But 'm able to adapt to that.”

Motivation for Self-Management
Study participants also shared several specific triggers
that led them to self-manage their condition.

Out of Necessity

Participants described being moved to self-manage
as a result of physical necessity, when they realized
that making changes was essential to functioning. One
52-year-old male participant described using pacing
techniques only because his MS prevented him from
keeping up his normal activity level: “I started doing it
because I had to. I mean I was so opposed to pacing. I
was full speed ahead, you know, run through the wall.
Win one for the Gipper and it was very, very hard for
me. | only started pacing because I had to.” Several
participants described having this insight at work. One
45-year-old woman experienced great physical strain
before realizing she had to quit her job: “But at the
end of the hours and just the physical walking and the
energy that it took, I would literally crawl to my car.
And after doing that for so many months and having
the numbness and one time I sat down with my family
I couldn’t use my right hand to eat dinner. I said I'm
just not hungry. My husband knew. He said it just isn’t
worth it. You just need to step down.”

Seeing Success

Many participants found that they increased their use
of self-management strategies after having success with
other coping strategies they had used in the past or were
currently using. Once they realized the effectiveness of
specific strategies, they continued their use and attempt-
ed others. One 65-year-old male participant found that
taking naps allowed him to increase his functioning, and
this encouraged him to continue to employ that strategy:
“You had to walk away and then maybe come back to
the problem at a different time. Then when it’s time to
lie down and rest, it’s better. T'll get more accomplished
if T take a rest than if I fight it.”

External Motivation

Finally, a few participants identified sources of exter-
nal motivation to employ self-management strategies.
Participants described the positive impact of specific
advice or encouragement from health-care providers,
friends, family, and others in their lives. One 56-year-old
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female participant summed up this source of motivation
when she described what she needed from health-care
providers and others in her life: “I was just overwhelmed
with the idea that my body was eating itself . . . And I
didn’t need somebody feeling sorry for me. I needed
somebody saying, okay, you’re a grown-up, what are you
doing?”

While many participants identified external sources
of positive motivation, others described instances where
people in their lives had a negative impact on them.
Several shared the common experience of having their
symptoms, particularly fatigue, misunderstood and dis-
missed. One 41-year-old male participant described a
common scenario at his workplace: “I did a lot on Sun-
day and that’s why I missed work on Tuesday, and I was
so tired. To people it seems, gee, sometimes he sleeps all
day.

»

Coping Strategies and Skills

The final piece of the self-management experience
that came out of the focus group discussion was the use
and development of management strategies. Participants
revealed a range of diverse coping techniques to man-
age their MS symptoms, improve their function, and
enhance their quality of life.

Changing Behaviors

The most common coping strategy was to change
behaviors. Often, multiple co-occurring changes
improved functioning at work and at home, and allowed
participants to function despite considerable disabil-
ity. Many participants described regularly exercising to
help them perform activities, including walking, yoga,
swimming, and lifting weights. One 52-year-old male
participant prioritized “time for long walks . . . no
matter what time of the day.” One 56-year-old female
participant found that exercise ameliorated her depres-
sion: “I learned this a long time ago. I started exercising
because I was too blue. And it really helped.” In addi-
tion, several participants applied changing behaviors
in the workplace, such as altering their work schedule.
Others recognized that work of any kind was no longer
possible. One 65-year-old male participant related, “I
was a schoolteacher. I didn’t know why I was getting so
tired all the time. Then when I found out why, I quit.”

Increasing Social Support

Creating and enhancing social support networks was
another way participants managed the impact of their
MS. Many participants described peer support systems,
such as MS support groups and exercise classes for peo-
ple with MS. Participants also described the camaraderie
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and motivation they felt when talking with others who
have MS. One 71-year-old woman said about an educa-
tional class for people with MS, “It’s great to be among
people with MS. T go to a support group meeting once a
month, too. But it’s just nice, it’s just nice to talk . . . it
validates who we are, you know.”

Many also felt that these peer networks increased
their understanding of MS. Several participants found
that their knowledge of their disease deepened as a result
of hearing others’ experiences. One 45-year-old female
participant summed up this idea as follows: “It’s edu-
cational. I remember going to one of these follow-up
meetings and a woman said, ‘Oh, I've lost my sense of
taste.” And that’s attributed to MS and that was good to
know. So you don’t feel like you're going crazy that it
happens to you.”

It also became apparent that these types of activities
were not for everyone. Some participants stated that it
was difficult to spend time with other people experienc-
ing progressing disability. One 46-year-old male partici-
pant said, “I belong to a support group that I only go to
about once or twice a year. I get sick of sitting around
the table and listening to everybody.”

Information Is Critical

Accessing information about MS and strategies to
improve functionality was another component of partici-
pants’ self-management toolkits. Many sought out infor-
mation from community resources, such as the NMSS,
to learn more about their disease. Others described gath-
ering information from health-care providers, including
physicians, occupational therapists, and others. Provid-
ers were identified as a critical source of information
and clarification about symptoms, triggers, diagnosis,
and other information. According to one 62-year-old
woman, “I get information from other people. I talk to
some experts. I've had an occupational therapist come
into my house and tell me what I need to do to make it
easier for me to live. I get on the Web site—yeah. I have
good doctors that tell me things.”

Utilizing Medical Treatment

To complement other management strategies, many
participants took medication and received medical treat-
ment to mitigate symptoms. Overall, participants felt
that medical treatment was critical to their functioning.
In the case of one 56-year-old woman, medication—in
conjunction with other behavioral changes—allowed her
to continue her exercise regimen: “The medication really
works well in helping me out. Usually, I've developed
this routine where I get to take a nap before I go the

gym. I'll go to work and take a nap, and I'll get—Dby the
time I get to the gym, the medication has kicked in and
I’m refreshed from this nap. And that really seems to
help. I don’t think I could do exercise without it.”

Monitoring and Prevention

In conjunction with specific coping techniques, most
participants described a constant vigilance and height-
ened awareness of the effects of MS. One 52-year-old
male participant shared his experience of increased
vigilance at his workplace: “I started to make goofs and
I was always very accurate . . . But it just came down to
where I double check now I triple check. I don’t know if
I can blame that on MS or what. I think it helps me just
being conscious that I'm more prone to error than nor-
mal. So I take the extra time to double check things, tri-
ple check things, then go on my way.” Others described
prioritizing activities and pacing themselves in order to
conserve energy. Participants learned to plan around MS
symptoms and made adjustments to both prevent symp-
toms and mitigate their impact. One 47-year-old female
participant shared how this prevention strategy played
out on a given day: “The pacing is important because,
for example, Wednesdays go to physical therapy, come
home, take a nap for a couple hours, go to yoga, come
home, rest again. I have to really monitor the difference
between getting tired to being able to stop that and have
a chance to recover.” Several described learning to be
more aware of and avoid key triggers of symptoms, such
as heat, stress, and overexertion.

Vision for a Self-Management Intervention

Participants’ experience of MS and self-management
provided insights into the challenges, motivations, and
strategies of managing this disease. After a discussion of
this experience, focus group participants were asked to
provide feedback on an intervention that could enhance
coping skills for themselves and others with MS.

Addressing the Unique MS Experience

First, participants felt that the intervention should be
flexible enough to address not only the complexity but
also the diversity of the disease. Every aspect of the inter-
vention—from goals set, to content used, to format and
medium—should be individualized. Specifically, partici-
pants said that it was important that the content core of
the intervention change based on the stage of the disease
and the range of physical and cognitive needs.

Others described the importance of having a format
and medium that took into account both individuals’
disability and their comfort with technology. Some
participants, such as one 53-year-old woman, suggested
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having materials to follow along with so that they “don’t
have to depend entirely on listening skills.” Despite
personal preferences, overall they endorsed the idea of
having multiple media and delivery methods to meet
individual needs. One 45-year-old female participant
summed up this idea: “You don’t know what the com-
fort level is with the person. Some people are comfort-
able on the computer, other people would rather work

off paper.”

Enbancing Motivation

Participants felt it was critical that an intervention
motivate people to use self-management strategies.
Specifically, focus group participants suggested that
the intervention help people set finite, personalized,
and achievable goals, and offer support to reach those
goals. Several participants felt that this would provide
a sense of progress. One 45-year-old female participant
said, “I would think you’d want to have some sort of
benchmarks or milestones built into the program. So
that someone feels they’re kind of making some sort of
accomplishment.” A 56-year-old female participant said
that offering this kind of direction was critical, without
which managing MS “seemed like an endless road to
nowhere.”

A few participants felt that the intervention should
be grounded in a strong connection between the inter-
ventionist and the patient. This would help the patient
be more invested in the work being done and motivated
to accomplish more. One 52-year-old male participant
said, “I think that would be helpful for an interviewer or
counselor was able to kind of push, you know, nudge.”

Information Sharing and Self-Management

Finally, participants wanted an intervention that
enhanced existing self-management skills while devel-
oping new ones, specifically the ability to access and
use information. Several participants suggested that the
intervention should directly provide resources and infor-
mation about MS. One 62-year-old female participant
said that having a source of information in addition
to her health-care provider would be important to her
during a health crisis: “I would have liked to know that
there was somebody I could call, other than my own, I
mean, I talked to my doctor.”

A few participants, such as one 47-year-old woman,
also suggested that these resources could be some of the
“takeaways” of the intervention, “so that when you're
progressing through the 8- to 10-week program you
have something to refer to. Then when it’s done it’s
not over. You have some resources.” Many participants
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felt that providing information alone was not sufficient;
they also wanted to increase their problem-solving skills.
Despite the overall endorsement of information sharing
and problem solving, a few participants indicated that
they had had the disease so long that they knew all there
was to know. One 62-year-old female participant said, “I
feel like it would be something that would be very good
for somebody who is newly diagnosed or recently diag-
nosed. For me, who has had it for 25 years, there’s not
much new out there.”

Discussion

Experiences described by the participants in this study
are consistent with other qualitative reports that suggest
the active role of people with MS in managing their
condition. For example, participants in a focus group
study suggested that coping with MS involved maintain-
ing active control over one’s life.'’ Participants said that
picking and choosing activities allowed them to alter
their lifestyles while maintaining control. In a series of
semi-structured interviews with people with MS about
work activities both inside and outside the home, par-
ticipants explained how they changed the way they did
things in order to perform valued activities.'* The strate-
gies they used did not focus on a single problem, such as
memory or fatigue, but rather concentrated on a more
general set of skills, including the identification of pre-
cipitating factors, development of self-monitoring skills
and vigilance, and construction and later evaluation of a
set of strategies. This skills set could be applied to a vari-
ety of activities in many different settings.

Based on this and other studies, it can be argued
that well-designed self-management programs have an
important place in MS care. Such programs typically
provide not only education but also a set of skills that
can be used to manage a variety of challenges faced
by people with MS. Key skills include 1) knowledge
acquisition, 2) self-monitoring, 3) problem solving and
goal setting, 4) skill acquisition (eg, cognitive coping
skills, relaxation skills, activation, and mindfulness), 5)
identifying and building upon existing strengths, and 6)
rehearsal of coping and self-management skills.”! Inter-
vention approaches are needed that take into account
the complex constellation of symptoms associated with
MS and provide individualized treatments that enhance
the person’s ability to manage their symptoms, barri-
ers presented by such symptoms, and their health care
in the context of their preferences. Such intervention
approaches would rely on the contributions of many
health-care providers and consumer organizations.
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The current study has several limitations that point
to future research directions. In addition to the relatively
small sample size, people in the moderate range of sever-
ity were selected for participation because we believed
that since they were likely to experience multiple symp-
toms, they would be good informants with respect to
skills and strategies for coping with these symptoms. The
self-management needs of people who are newly diag-
nosed or in the advanced stages of MS may be different.
The experiences of people in these groups need to be
explored. Our focus group included only those who had
been diagnosed with MS. Clearly, caregivers or partners
of people living with MS have an important role in self-
management.'” The perspectives of how couples with
MS manage the condition would also be an important
area for future investigation.

Conclusion

Participants in this study provided useful insights into
the experience of living with MS, which can inform the
design and implementation of self-management interven-
tion programs. Participants reported how MS shaped the
way they live and how they used coping strategies and
skills that allowed them to continue to participate in val-
ued activities and roles. Among the strategies described
were changes in behavior, increasing use of social sup-
port, acquiring pertinent information, using medical
treatment, and being vigilant in order to recognize
warning signs of future problems. They indicated that
their use of the strategies arose out of necessity and was
triggered by the presence of symptoms coupled with the
desire to maintain function. They were motivated by the
success they had with current strategies to continue their
use or develop new ones. While they found that advice

® Because people living with MS experience mul-
tiple symptoms that interfere with participation in
valued activities and roles, they use a number of
strategies to manage their condition.

* Use of these strategies is triggered by symptoms
coupled with the desire to maintain function, and
continued use is motivated by the success of the
strategy.

® Programs fo assist people in the selfmanagement
of MS should be individualized in terms of con-
tent, goals, format, and length. Setting specific,
achievable goals is an excellent way to promote
continued strategy use.

and feedback from others was helpful at times, at other
times it was not. Participants clearly described the help
they needed. Every aspect of the program should be indi-
vidualized, including goals, content, format, length, and
follow-up. They felt that support materials were essential
but wanted that material presented as a menu of options,
including written material and web-based resources.
Setting specific, achievable goals was felt to be a way of
enhancing motivation for continued strategy use. [
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