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Background: Multiple sclerosis adult day programs (MSADPs) are nonmedical service programs that
provide care and support to people with multiple sclerosis (MS) experiencing levels of impairment that
interfere with employment and activities of daily living. The purpose of this study was to identify how
program participants think MSADPs benefit them.

Methods: We conducted in-depth interviews with 95 people with MS who were MSADP participants.
Interviews occurred as part of site visits to ten programs across the country. We supplemented participant
interviews with interviews of program staff and ethnographic observation of activities at each site over 1
to 3 days.

Results: Participants reported several benefits from participating in an MSADP. Almost universally, par-
ticipants explained that receiving and giving social support were the most important benefits. Other posi-
tive outcomes described included increased emotional well-being, better understanding and acceptance of
MS, practical know-how for accomplishing ordinary tasks, and increased mobility and improved motor
functioning.

Conclusions: Participants believe that MSADPs have a profound influence on their psychosocial health,
much of which they attribute to membership in a socially cohesive community. Clinicians and policy
makers should consider recommending these programs for people with MS who have unmet psychosocial
needs and experience functional impairments. Int ] MS Care. 2020522:201-207.

mpairments secondary to multiple sclerosis (MS)
Imake maintaining normal life routines, including

employment and family, social, and recreational
activities, difficult. Symptoms of MS include pain,
fatigue, and impairments to mobility, cognition, vision,
sensation, and balance.! Individuals experiencing MS-
related impairments are frequently in their early adult or

middle adult years—the time of life when most people
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are raising young families, building careers, and earning
a livelihood.?

Impairments related to MS can affect nearly every
aspect of social life. Fatigue and impaired mobility may
end the careers of people with MS well before they
reach retirement age.’ People with MS may find that
going out to see relatives and friends and participating
in recreational activities in the community are increas-
ingly tiring and difficult, resulting in fewer, and less
close, relationships outside the home.* Some individuals
with MS find their daily activities increasingly limited
to self-care and light household chores because complet-
ing simple tasks consumes increasing amounts of time.’
Furthermore, some individuals’ mobility or cognition
may become so impaired that they need constant aid
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and supervision due to difficulties with feeding, toilet-
ing, and taking medications, further compounding the
difficulties associated with maintaining friendships in
community settings. Avoiding social isolation can be a
challenge for people with MS.

Studies demonstrate that social exclusion and lack
of social support exacerbate depression and anxiety in
people with MS. Depression is associated with stigma,
isolation, and more severe MS symptoms.”® Overall,
people with MS are at high risk for depression, with the
lifetime prevalence estimated to be approximately 50%.°
One study demonstrated that low social support predicts
anxiety in people with MS.? Depression may increase the
difficulties of coping with MS, and research suggests that
depression actually makes the disease, and disease-related
impairments, worse. Depression worsens MS disease
progression'® and exacerbates functional limitations."!

Surveys of people with MS and their professional
health care providers resoundingly describe emotional
and social support as the greatest unmet need of people
with MS. British respondents with MS who participated
in a survey reported that their top needs were to have
better social connections and to feel less depressed.” A
study of Australians with MS found that respondents
with the most disabling MS symptoms were those who
were the most dissatisfied with the existing support
groups, psychological counseling, and health education
services offered to them.'? Furthermore, a survey of
health professionals in Germany found that professionals
perceived an important unmet need for “support from
family and friends” because patients “could barely cope
[and]

suffered from low social acceptance accompanied with
»6(p146)

with being uprooted from their previous life ...

stigmatization and social exclusion.

Multiple sclerosis adult day programs (MSADPs) are
nonmedical service programs designed to provide care
and support to people with MS experiencing disability
and functional limitations that interfere with employ-
ment and activities of daily living (ADLs)." Adult day
programs provide supervision, wellness services, activi-
ties, exercise, health education, emotional and social
support, and varied levels of assistance with ADLs. A
typical program includes several types of “classes” that
aim to improve and maintain cognitive or physical func-
tioning. Classes oriented toward cognitive skills may
include strategy board games, pencil-and-paper puzzles,
or discussions of current events, readings, or movies.
Classes oriented toward mobility and physical function-
ing include cardiovascular exercise, strength training,

stretching, yoga, and modified sports (bowling, T-ball,
skiing, etc). The MSADPs usually run during work
hours. Therefore, individual participants live off-site and
commute to the program 1 to 5 days each week.

The purpose of MSADPs is two-fold. Well-designed
programs provide conservative management of MS

to participants,'!

including a focus on improving and
maintaining mobility, fitness, cognition, mood, and
psychosocial well-being.'> At MSADPs, participants
work on mobility and cognition and receive psychosocial
support in a setting responsive to the chronic and unpre-
dictable nature of MS. The second focus of MSADPs
is on caregiver relief.'* Programs aim to provide respite
from caregiving so that informal caregivers do not
become overwhelmed and burn out.

We conducted this qualitative study in conjunction
with a survey of participants at ten MSADPs across the
country. Survey findings demonstrated that participants
were highly satisfied with their experiences at MSADDPs,
although positive changes in self-reported health-related
quality of life (HRQOL) over 1 year were not clinically
meaningful.”®

The rationale for this analysis was to understand
the discrepancy in the survey findings between par-
ticipants’ high satisfaction with MSADPs and the lack
of self-reported positive health outcomes across 1 year
of participation. Why do participants regard MSADDPs
so highly, yet their responses to standard HRQOL scales
suggest that the programs are not useful for increasing
social support, reducing depression and anxiety, and
improving physical functioning over the course of a
year? To address this question, we sought to discover
how people with MS benefited from MSADP participa-
tion by considering their own explanations for how the
programs help. Data collection consisted of in-depth
interviews and participant observation of participants’
experiences of the programs. The methods allowed par-
ticipants to describe MSADP benefits and outcomes in
terms of what was most important to them and how
they thought program features contributed to their
well-being. We also conducted interviews with MSADP
participants’ informal (unpaid) caregivers and MSADP
staff members about how they understood the advan-
tages of program participation. In this article, we refer to
caregiver and staff member perspectives only when they
illuminate participants’ perspectives.

Methods

This study is part of a larger mixed-methods study that
includes surveys of participants HRQOL, descriptions of the
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funding and structure of existing MSADDPs, and qualitative
inquiry into MSADP satisfaction, benefits, and recommenda-
tions from the perspectives of MSADP participants and their
informal caregivers. The institutional review boards of Westat
(Rockville, MD) and those associated with each site approved
the procedures for the study.

Interviewees

We recruited MSADP participants, their informal caregiv-
ers, and MSADP staff members from ten MSADPs across the
country. Program staff members informed MSADP partici-
pants of the study and distributed an informational brochure
about the study asking for volunteers. Staff members asked
MSADP participants to explain the study to their informal
caregivers, if applicable. Staff members scheduled MSADP
participants who volunteered for interviews. We scheduled
informal caregivers at their convenience because some needed
appointment times after business hours. At the sites, Westat
interviewed every site director. We interviewed nearly every
staff member who provided direct service to participants with
MS and who was available on the day of our visit. In total, we
interviewed 95 MSADP participants, 26 informal caregivers,
and 44 administrators and staff members.

Data Collection

The MSADP participants, administrators, and staff were
eager to speak with us about MSADDPs. We conducted inter-
views with MSADP participants, administrators, and staff at
each MSADP in the context of a site visit. Participant inter-
views lasted between 20 minutes and 1 hour. Interviews with
administrators and staff lasted approximately 1 hour each. We
conducted interviews with informal caregivers at the site or via
telephone if the caregiver was not available during MSADP
hours. Caregiver interviews lasted between 40 minutes and
1 hour. We gave participants and caregivers a $25 Target gift
certificate as appreciation for their participation in the study.

The interview protocols were standardized to maintain
uniformity; interviewers asked each category of interviewee
(MSADP participant, caregiver, administrator, staff member)
the same questions. Questions were open-ended and focused
on satisfaction with the services offered, the benefits to
MSADP participants, and any recommendations for improv-
ing the programs.

Analysis

Data consisted of transcriptions of in-depth interviews and
notes on observations of activities. We imported data into a
qualitative analysis software program (NVivo; QSR Interna-
tional, Burlington, MA) to facilitate organization of data into
themes.

We first parsed the textual data using a coding scheme
that mirrored our interview protocols. We organized data by
the topics addressed: satisfaction with services, benefits to
MSADP participants, and recommendations. The second pass
at coding further divided each primary code based on the con-
tent therein. For example, the code “benefits to participants”
was divided into more specific descriptions of the reported
benefits, such as “social support,” “improved mood,” and
“improved mobility.” The third step involved close reading

MS Adult Day Program Participation

of the text to determine how and why participants believed
they received a given benefit from MSADP participation. In
the case of participants who reported improved mood, we
interrogated the data to understand why participants believed
MSADP participation improved their mood: What was their
evidence that their mood improved? How did they explain
why the change occurred? Analysis at this stage included refer-
ences to interviewees own ideas about causality (eg, a partici-
pant may have explained that she felt less isolated because she
attends the MSADP, and this improved her outlook), but it
also included hypothesized correlations that we postulated by
examining multiple interviewees perspectives.

Analysis at the final level included identifying patterns
within and across interviewee responses that were evident
only at the aggregate level. For example, while reading text
under the code “social support,” it became clear that when
participants elaborated on what they meant by social support,
they often referenced the importance that giving support to
other MSADP participants had on their own well-being. As
this theme emerged across interviews, we hypothesized that
social reciprocity was an important component of well-being
to participants. To assess the robustness of this theory, a final
step included examining the remaining data for contradic-
tions and inconsistencies. For example, if some participants
had described caring for others at the MSADP as a burden,
we would have needed to reformulate the hypothesis so that
it accounted for the conditions under which supporting other
members was fulfilling and the conditions under which it was
problematic, and qualify the conclusions accordingly. Finally,
to lend strength to the hypothesis that social reciprocity was
part of the experience of social support at MSADPs, we cor-
roborated participants’ insights about its importance by ref-
erencing statements made by staff members and caregivers on
social support.

Results

The benefits of MSADP participation as described
by participants with MS included the following: 1)
increased emotional well-being, 2) increased receipt
and provision of social support, 3) acceptance and lack
of stigma, 4) practical know-how for accomplishing
ordinary daily tasks, and 5) improvement in physical
functioning. We discuss each theme in the following
subsections.

Increased Emotional Well-being

Many participants across all programs described feel-
ing “depressed” before joining their MSADP. We heard
many comments similar to the following: “This program
is a lifesaver for me. I was in the doldrums. I was very,
very depressed. It doesn’t matter that I was depressed—
they [other participants and staff members] wouldn’t let
me sit in the background—they made me join.” Like-
wise, most informal caregivers noticed a difference that
they attributed to the MSADP. For example, one said
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that since his spouse joined the program, “She doesn’t

do that weeping thing and such. ... I don’t know if
that’s the Prozac—but then again—I don’t think it
is. ... She has a more positive outlook. ... It raises her
spirits.”

Participants across many programs told us that they
were surprised by how positive and upbeat the climate
of their program was. They said that they imagined “it
was going to be all about people sitting around com-
plaining—and it is none of that.” When asked what
she thought when she first joined, one participant said,
“This is not your—everybody sits around the table and
complains—that kind of thing it is not. This was high
energy. The people were high energy. ... I was like,
‘Yeah, this is going to be good and needed. Needed by
me badly.”” A participant of another program who had
joined only 2 weeks before the interview remarked on
the program’s climate with astonishment: “This is so
positive. ... I come to this program with a smile on my
face and I leave with a smile on my face.”

Social Support and Reciprocity

Participants reported that the greatest benefit of
MSADP participation is social. Nearly every participant
with whom we spoke described their MSADP’s com-
munity as one of the most important supports in their
lives. Participants said that they felt appreciated, under-
stood, and supported by other participants and by staff
members.

In addition to being a source of social support, par-
ticipants experienced their MSADP participation as pro-
viding purpose and meaning in their lives. For example,
a participant explained: “When you come here, you're
not a burden. That’s what you’re here for. They [other
participants] say, ‘That’s what we’re here for; we're here
for you.” You never hear that anywhere else: “We're here
for you.” You’re here for me? When you’re out there, you
feel like, ‘T don’t even belong on this planet anymore. I
have nothing here anymore. I don’t help anyone any-
more. I'm disabled. They took me off my job. I can’t
help people anymore. ... 'm unproductive. 'm noth-
ing anymore.” But when you come here, you’re building
yourself back up. You’re part of a group. You're some-
body again. And it makes you say, ‘I can still go on liv-
ing. I can be somebody again.”” This participant lost her
role as helper when her MS became disabling. However,
in the community at her MSADP, reciprocal relation-
ships of caring revived her sense of purpose.

Social reciprocity, and the strength of the MSADP’s
community of participants, was a theme consistently

raised by participants when discussing MSADP benefits.
For example, the wife of a participant explained that her
husband liked the MSADP because “I think he has an
optimism, and it gives him a feeling that there’s a place
he can speak and he’s heard by people that understand,
because they’re going through it or they went through
it. I think it also validates him; he’s got this wisdom
and experience and he can help others.” A participant
of another program said, “We all have a problem and
we're here to help each other. The clients go out of their
comfort zone to help each other.” Another participant of
the same program explained, “My end goal ... is help-
ing my fellow man because I really feel that’s what we’re
supposed to do while we're here. Regardless if I'm in a
wheelchair or not, I need to help my fellow man and
raise him up, and in turn, they do that for me too.” A
staff member from a third program remarked that par-
ticipants “are a great support for each other in that they
understand and are willing to lend assistance to someone
who is struggling.” During one site visit we participated
in a conversation among a group of women participants
about the impending death of one participant’s husband
due to a protracted illness. Other participants encour-
aged her to visit their retirement community to see
whether it might be a good fit for her after her husband
passes. Two participants told her that they would be
there for her and with whatever she needs, wherever she
ends up living.

In addition to providing emotional support, par-
ticipants help each other in concrete ways. For example,
participants at one program knew that one individual
had trouble paying for his transportation to and from
the program. Staff reported that other participants gave
him money so that he could continue to attend. At
another site, five participants who live near each other
carpool in one participant’s converted accessible van to
the MSADP. One of the commuters explained, “This is
the first time I've ever commuted with people. It’s great
fun. ... We all get in—and it’s like—we catch up with
each other. At the end of the day, we talk about what
happened during the day—who did what. ... I couldn’t
come without them because I don’t drive anymore.” At
the programs, we frequently observed participants who
were mobile helping other participants by fetching a
drink, food, or materials. As one participant explained,
“It’s easier for me to go get water because my legs work,
so I get [other] people water.”

It was common for us to hear that participants stay
in contact with each other outside the MSADP meet-
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ings and sometimes even meet outside the MSADP. The
stepmother of a participant described how her stepson
became involved with other men at the MSADP: “This
group of guys that started when he did—they bonded
so quickly. [Stepson’s name] is very social and outgo-
ing. He’s kind of the ringleader, and he’s the youngest.
He took a big role in calling them outside the group,
and even there’s been some effort to get together outside
the group—(there’s] a lot of camaraderie and support.
They’re on the phone a lot with each other.” Partici-
pants at most programs explained to us that they make
efforts to connect with other participants who are ill or
absent from the program for unknown reasons. A par-
ticipant who had been at an inpatient rehabilitation unit
for some time said, “When I was not here, they sent me
cards at the rehab center. They [participants] became
like family pretty much.... When you come through the
door everybody says, ‘Hi [participant’s name]! How are
you doing? Where were you last week?” Everybody seems
to know what was going on last week that I wasn’t here.
That’s really positive.” This participant was touched
because while she was away from the MSADP other par-
ticipants missed her and worried about her.

Acceptance and Lack of Stigma

Participants described not feeling self-conscious at
the MSADP. For example, a participant said that people
who do not have MS “feel sorry” for her, but when she
is with her group at the MSADP, she is “just a normal
person.” Another member found it a relief that others
at the MSADP understood the subjective experience of
MS: “It’s frustrating for us. I know it’s frustrating for the
doctors too. They don’t know what is going on with us.
It’s just wonderful to be in an environment where every-
one gets it.” Other participants said that it is helpful to
be among others who “understand the frustration of los-
ing things that you used to be able to do.”

Participants reported feeling comfortable discuss-
ing sensitive symptoms with peers at the MSADP. For
example, a participant explained, “We have nothing in
common except our disease. The confidence and the
safety that you feel with this group of people.... People
talk more...whether it is catheterization among men and
women.” In fact, we observed a few informal conversa-
tions among mixed-sex groups about catheterization
and incontinence. For example, one program featured
a presentation from a medical supply salesperson who
brought products that he thought might be of interest to
the group, including incontinence pads. The mixed-sex
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group passed around samples of the pads and discussed
the merits of various types and brands at length.

Sharing Information and Practical Know-How

Although participants receive formal health education
delivered by professionals as part of MSADP program-
ming, participants described the informal exchange of
information and practical knowledge as a key benefit
of MSADP participation. Participants exchanged “tips”
for accomplishing ordinary chores and shared informa-
tion about assistive technology, medication, and where
one might find services or medical supplies to manage
impairments.

Many participants described informal discussions of
how to manage everyday household chores and self-care
tasks with an impairment as crucial to their continued
functioning with MS. For example, a participant told
us that at the MSADP “You learn things that you’re not
going to learn from your doctor just by talking to some-
one [with MS]. ‘How do you do this?” ‘How do you do
that?” “That works better.” ‘Don’t use that; use this.””
Another participant, who explained to us how she had
benefited from others” informal experiments to manage
tasks of daily living, exclaimed, “There are just so many
things you can do with MS.” How to chop, cook, and
bake with one hand was a topic that recurred across sites.
Participants shared tips on how to cut an onion, peel a
grapefruit, and mix batter using one arm.

Other MSADP participants were an invaluable
resource on the subjective experience of medications,
particularly adverse effects. A participant recalled that
when she was about to begin a new medication, “I found
out what Rebif was going to do—as far as side effects—
here. The doctor doesn’t tell you anything. I shouldn’t
say that. The doctor will say anything, but until you’re
around people that lived it, then you know what’s going
to happen.” Another participant explained, “If you’re
thinking about changing medications, somebody in the
group has probably been on it.”

Improvement in Physical Functioning

At least 18 participants described improvements in
their ability to walk, write, transfer, or perform other
ADLs due to MSADP programming. All 18 were mem-
bers of one of the five MSADPs staffed by professionals
certified as exercise physiologists or physical therapists.
Among programs that do not have an exercise physi-
ologist or physical therapist on staff, site visitors did not
hear of any improvement in ADLs or mobility. The 18
participants who described improvements in physical
functioning described one of the following as an out-
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come of MSADP participation: sitting upright unsup-
ported, putting on socks, transferring more easily (as dis-
cerned by caregivers), standing up unsupported after not
standing in years, using a walker to walk after using a
wheelchair for years, progressing from using a wheelchair
to a walker to a cane or walking unaided, increasing
stamina to walk the equivalent of several blocks at one
time, writing, and cessation of hand tremors.

The greatest number of reports of improved physical
functioning occurred at the most recently established
program. This is likely because most improvements
occurred near the beginning of participants’ enrollment,
so they were freshest in the minds of participants in the
newest program. For example, a participant explained
how she began to walk from using a wheelchair and
scooter: “[Staff members] ask you what your goal is
and I said, ‘T want to walk and I’'m stubborn.” He [staff
member] laughed and said, ‘Okay, we’ll work on it.” ...
He got me on a walker after my first year and I was on
a walker for a while ... everybody [other participants]
were going, ‘Oh, you’re walking!” Everybody was really
excited.” Another participant explained how she began
to sit unsupported: “They have all these exercises here to
help you. Last year, I couldn’t sit up in my seat. I'd fall
over. They [staft] helped me build up my core strength.
I could sit up in my seat.”

Participants and staff members cautioned that these
physical improvements were not evidence of a reversal of
disease progression but rather the result of repeated prac-
tice due to the encouragement of staff and other partici-
pants. For example, a participant who now walks with
a cane after using a scooter for 10 years explained that
she may have been able to transition to a walker without
any help, but without the program she “would not have
been brave enough ... and I would have continued to do
what was easy.”

Discussion

A handful of previous studies examining the benefits
of MSADPs and similar wellness programs for people
with MS are inconclusive. Two studies examined the
effect of time-limited wellness programming on the
physical functioning and psychosocial well-being of
participants after 10 to 12 weeks and found improve-
ments in depression, anxiety, perceived stress, pain,
physical functioning, and psychosocial well-being.!"'¢ A
third study examined outcomes after 1 year for newly
enrolled MSADP participants and compared them
with outcomes for wait-listed individuals with MS. In
that study, MSADP participants reported less fatigue

and decreased symptom frequency compared with the
wait-listed individuals.'” A fourth study examined the
progress of previously enrolled MSADP participants and
found that MSADP participants reported experiencing
greater social support than a comparison group of indi-
viduals with MS not enrolled in MSADPs.'® The most
recent study, conducted in conjunction with this proj-
ect, examined outcomes for MSADP participants at ten
MSADDPs across 1 year.” In that study, MSADP partici-
pants varied in how long they had been enrolled from a
few weeks to decades. Gasper et al"® found that MSADP
participants reported increases in physical HRQOL (as
measured by the 12-Item Short Form Health Survey)
that were statistically significant, yet not clinically mean-
ingful, relative to the comparison group of individuals
with MS who were not enrolled in an MSADP. The
MSADPY participants did not differ significantly from
the comparison group on other measures of HRQOL,
including pain, fatigue, and social support.”

However, the results of the survey conducted in
conjunction with the present study demonstrate that
participants thought that the MSADP provides oppor-
tunities for social connection, contributes to a positive
mood, and helps with their physical functioning. Most
respondents (98.5%) agreed or strongly agreed with the
following statement: “The program allows me to get out
of the house or socialize with others.” Almost as many
respondents (96.5%) agreed or strongly agreed with the
following statement: “The program contributes to an
improved outlook on life for me.” Furthermore, 91.5%
agreed or strongly agreed with the following statement:
“The program helps me maintain or improve my physi-
cal abilities.”

The literature on adult day programs catering to
older adults with impairments related to aging is much
more extensive'? than is the literature about MSADPs;
however, findings on participant satisfaction and health
outcomes are similar to those for MSADPs. Scholarly
reviews suggest that participants generally are satisfied

with services!*?

and that programs increase participants’
emotional well-being,*® but quantifiable evidence of
improvement in health or ADLs is lacking.

Participants’ descriptions of the benefits they receive
from MSADDPs suggest the importance of participation
in a cohesive community to their health and well-being.
At the MSADP, participants described experiencing
social inclusion, reciprocity, solidarity, and trust—all
components of social cohesion?’—as important to their

well-being. They highlighted the climate of their pro-
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grams with words such as “positive” and “upbeat.” They
described how feeling that they “belonged” and were
“included” at the MSADDP lifted their mood. Although
it was important to receive understanding, advice, and
assistance, they also emphasized that it was crucial to
reciprocate understanding, advice, and assistance to
peers. Participants described trusting the group—experi-
encing it as a “safe” place where they can just be a “nor-
mal person.” This safety facilitated risk taking, in which
participants would “go out of their comfort zone” to
help others or to try new activities, such as walking with
a walker or trying a new way of cutting an onion.
Participants’ focus on community cohesion suggests
that standard questionnaire protocols for measuring social
support—which assesses support in dyadic relationships
only—may not highlight the most salient benefits of
MSADP participation. Corroborating the theory that
community support is a unique benefit provided by
MSADP participation, participants rarely described one-
on-one relationships at the MSADP as key to improving
participant health and quality of life. It is not that par-
ticipants did not form close and fulfilling relationships
with individual peers and staff members; indeed, they did.
Instead, we suggest that membership in a cohesive com-
munity itself may contribute to psychosocial well-being. [I

PRACTICE POINTS

e Clinicians should consider recommending MS
Adult Day Program (MSADP) participation to
their patients with MS with unmet psychosocial
needs. Although the few quasi-experimental
evaluations of MSADP outcomes are
inconclusive, this study, a qualitative evaluation,
finds that participants unequivocally report
psychosocial benefits.

® The MSADP communities are socially cohesive.
These communities provide participants with
social support and opportunities to give support
to others with MS. Participants described
how this social reciprocity was crucial to their
psychosocial well-being.

® The MSADP communities are resources for
people with MS to share knowledge of, and
learn about, managing a wide range of
difficulties caused by the disease.

e Some MSADP participants reported initial
improvements in mobility and improved motor
function after joining.

MS Adult Day Program Participation
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