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Background: Studies have shown the positive effects of multidisciplinary rebabilitation on disability and
health-related quality of life in multiple sclerosis (MS). However, many patients do not seek such treat-
ment, even if it is available free of charge. The aim of this study was to identify facilitators and barriers
related to use of such treatment options.

Methods: Five focus group interviews with 27 MS patients were conducted. Three groups included
patients who had been admitted to a multidisciplinary MS rehabilitation institution, and two groups
included outpatients of a university hospital who had not applied for specialized rehabilitation. Interviews
were audiotaped and transcribed, and were analyzed qualitatively by means of a modified form of system-
atic text condensation.

Results: Important factors influencing the use of an MS rebabilitation service were 1) the availability
and suitability of initial information about the disease and the service, 2) assumptions and expectations
about such a service, and 3) practical barriers in the patient’s life. The prospect of having a retreat from
work and family was described as a motivational factor. Lack of reorientation after diagnosis, fears and
perceptions of being labeled as an MS patient, or having information overload and being confronted with
disabled individuals were identified as barriers.

Conclusions: Communication skills, including information-giving skills, of neurologists in relation to
newly diagnosed MS patients need improvement. Rehabilitation programs for MS patients should include
stays of different durations and purposes to fit patients’ needs. Health-care authorities should take mea-
sures to secure equal access to information about rehabilitation options across institutions and practicing

physicians. Int ] MS Care. 2015;17:122—129.
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Norwegian residents have the right to rehabilitation
if deemed medically indicated by the municipal health
authorities, who have the overall responsibility for pro-
viding general health services, care, and rehabilitation,
including physiotherapy and occupational therapy.?>* If
needed, the specialized health-care system has to provide
specialized rehabilitation services, including rehabilita-
tion stays. In practice, people with MS will be offered
either outpatient physiotherapy or a stay in a multidis-
ciplinary rehabilitation institution upon admission by a
neurologist or their general practitioner. The patient’s
resident municipality that covers costs will sometimes
require limited patient payment, but most rehabilita-
tion stays for people with MS are free of charge in Nor-
way. Nevertheless, many people with MS do not seek
such treatment, whereas others seek rehabilitation stays
repeatedly. Little is known about why this is so. The aim
of this study was to identify the motivational factors and
barriers involved in applying for a stay in a specialized
rehabilitation institution for MS.

Methods

Sites

All study participants who had applied for a reha-
bilitation stay were recruited at the MS Centre Hakadal
(MS Centre). Participants who had not applied for a stay
were recruited from the outpatient clinic at the Depart-
ment of Neurology at Akershus University Hospital
(Ahus).

The MS Centre is the only mulddisciplinary rehabili-
tation institution dedicated to MS in Norway. The reha-
bilitation staff includes a neurologist, a physiotherapist,
an occupational therapist, a social worker, a specialized
nurse, and a psychologist. The program comprises both
individual and group activities, and is individualized for
each patient. The center is also offering 2-week intro-
ductory courses for newly diagnosed patients. Several
participants had attended the center previously. A recent
study showed that patients having just completed a reha-
bilitation stay at the MS Centre were generally satisfied
and expected a major influence on physical and mental
health, mastery, social participation, and general quality
of life.?

The Department of Neurology at Ahus is situated 25
km from the MS Centre, and offers neurologic services
to a population of approximately 500,000, including
approximately 750 people with MS who are followed
regularly as outpatients. In addition to consultations
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with a neurologist, patients may contact one of four
dedicated MS nurses at the outpatient clinic. The
department also offers a 1-day information program to
all newly diagnosed patients. It does not, however, have
a rehabilitation unit for people with MS, but rather
refers to the MS Centre if a rehabilitation stay is needed.
The MS Centre hires neurologists from Ahus as liaison
neurologists.

Participants

Five focus group interviews with a total of 27 people
with MS were performed. We aimed to include a variety
of participants in terms of gender, age, and disability
(Table 1). Overt cognitive impairment or severe speech
difficulties were exclusion criteria.

At the MS Centre, all 28 patients during one reha-
bilitation stay were asked to participate by a coordinat-
ing nurse, and the 18 (64%) consenting were included
and allocated to three focus groups. At Ahus, potential
participants spanning different MS subtypes (relapsing-
remitting, secondary progressive, and primary progres-
sive) and disease duration were identified from the hos-
pital files by one of the authors (CBH). The inclusion
criterion was never to have applied for a rehabilitation
stay. Twenty-two patients were approached via a tele-
phone call made by CBH, and nine (41%) consented.

Table 1. Demographic characteristics of the
participants

Applied for Not applied for
multidisciplinary multidisciplinary
rehabilitation rehabilitation

Total 18 9
Gender
Female 12 4
Male 6 5
Age, range (mean), y 42-68 (56) 37-71 (54)
Time since diagnosis, 3-24 (11) 1-29 (13)
range (mean), y
Type of MS
Relapsing-remitting 5 3
Secondary progressive 8 4
Primary progressive 5 2
Mobility
Ambulatory with or 14 9
without help
Wheelchair 4 0
Work status
Full time 2 2
Part time 1 1
Not working 15 6

Abbreviation: MS, multiple sclerosis.
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All these patients lived in the same county in which the
MS Centre was located. For both groups, all who met at
the interviews were included in the study.

Roles of Authors

TH is a consultant neurologist at Ahus. CBH, a resi-
dent at Ahus, was serving as a liaison neurologist at the
MS Centre, and had performed a clinical interview and
examination of the participants there prior to the focus
group interviews. PG is an expert on clinical communi-
cation and a professor of health-services research, with
no relationship to the interviewees. None of the authors
were involved in the treatment of any of the participants
prior to the interviews.

The study was approved by the Regional Committee
for Research Ethics in South-Eastern Norway, and all
participants provided written informed consent.

Data Collection

The focus group interviews lasted about 90 minutes.
PG facilitated the groups, while CBH took notes. The
interviews were audiotaped and transcribed verbatim
by CBH, who added observed nonverbal communica-
tion to the transcripts. An interview guide was devel-
oped in advance, based on a literature review and the
authors’ clinical experience, including key topic areas
for open discussions within the groups. We started the
interviews by exploring how MS influenced the par-
ticipants’ family, work, and social life, as well as their
identity and limitations. Then we elicited attitudes and
perceptions regarding rehabilitation and the informa-
tion received about the rehabilitation center and the
disease. We encouraged free narratives to illuminate the
research topic, while limiting interruptions from the two
observers to a minimum.” The facilitator was careful
to use silence as a tool, which efficiently brought new
contributions from participants, in particular the shyer
ones. Questions could be formulated as open-ended
statements, like “So, this MS Centre, when you heard
about it, . . .” followed by a pause and subsequent speci-
fication if no one spoke, “. . . any immediate thoughts
or impressions?”

Data Analysis

We used a modification of systematic text conden-
sation as described by Malterud,”?® which has been
shown to be useful when analyzing transcripts and is
also used for focus group studies with patients.””*® First
all authors formed an overall impression by reading the
transcripts, finding characteristics while paying attention

to their own presuppositions and assumptions. Domi-
nating and/or common themes relating to the research
topic were identified. Meaningful units in the transcripts
were then distributed under the different theme catego-
ries, followed by iterative adjustment of theme names.
The authors reached consensus on which final themes to
emphasize in the results, with only minor disagreements
that were easily resolved. The participants’ statements
were predominantly unequivocal, and if participants
expressed ambiguity or ambivalence, they made clear
that they were aware of that. Only rarely, clarity was
achieved following intervention from the facilitator.

We then abstracted the content under each theme
and identified quotes that illustrated the findings. In this
process, we took care to check whether some partici-
pants were cited too frequently. Finally we summarized
the meanings of the findings and tested their validity by
going back to the material to ensure representativeness
and completeness. We systematically searched for mate-
rial that challenged our findings and generalizations.
Respondent validation was not done. In the final manu-
script, we used quantifying words (“some,” “several,”
“most”) systematically.

Results
Availability and Suitability of Information

The participants had received information about the
MS Centre from the neurologist, the MS nurse, local
health-care workers, the general practitioner, the Inter-
net, television, friends, family, or the patient association.
Several participants knew that the MS Centre existed
but had not obtained information about what a reha-
bilitation stay means and includes, or had not directly
received the offer.

Some participants described that they felt lost in the
health-care system, and that it was up to them to search
for further information about rehabilitation and how
to apply. Two participants, who had not applied, also
lacked knowledge about regular outpatient services by
a neurologist, the availability of MS nurses, and whom
to contact for aid and social support. Statements like
“you have to be fit to be ill” or “being a package in the
system” were made by several participants: “I am a bit
interested in this rehabilitation thing, especially with the
MS Centre. . . . Eh, what do you emphasize there? Of
course that is because I am thinking about if I should
apply, and how. If it is through a neurologist in hospital
or my GP or—where do you start this. And that’s hard
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for me, because I have almost never been to a doctor
before. And I find the system a bit hard, that I almost
don’t know what it is like to visit a doctor. Before this
started” (male, aged 62 years, not applied).

An important factor reported to influence acceptance
and reorientation was how the diagnosis was conveyed
and whether adequate follow-up was offered. The par-
ticipants underscored the importance of feeling taken
care of by the doctor and the hospital for their ability
to accept the diagnosis and to consider a rehabilitation
stay as newly diagnosed patients. Most patients treated
by a neurologic department with an organized program
for disclosure of the diagnosis involving a neurologist, a
specialized MS nurse, a social worker, an occupational
therapist, and a physiotherapist were satisfied. The hos-
pital’s recommendation to attend a course for newly
diagnosed patients was also valued. Several participants
underscored the importance of involving their partner or
another close relative in these settings.

Some participants had experienced an insensitive,
overwhelming, or even brutal disclosure of the diagnosis,
without individually adjusted explanation and follow-
up. Several participants expressed the wish for a follow-
up consultation shortly after receiving the diagnosis, and
having questions, worries, and the feeling of being left
to themselves. One participant, who had not applied
for specialized rehabilitation, became very upset when
he described how he experienced the communication
about the diagnosis and how he had not been ready for
the information about the MS Centre: “I got the mes-
sage that now, death is next. I was told there is no cure.
Everything was wrong. . . . And I got so much dead man
talk that when I was first offered to go to the MS Cen-
tre, | said damn if I will. No way. I wasn’t able to deal
with that message, I don’t believe it. Finished. . . . So I
feel that it is off target as far as I am concerned. Because
I got the impression that, ‘he hasn’t understood what he
has.” That’s it, I have understood, but then I haven’t. It
was hammered in so hard, and then I broke down [on
the verge of tears]” (male, aged 45 years, not applied).

The interviews illustrated varying experiences related
to communication with health-care workers regarding
referral to the MS Centre. Some participants reported
that they had to either argue to get an appointment
for referral or convince their doctor that they were ill
enough to be referred. Others reported that the doctor
offered referrals both at the time of diagnosis and at
follow-up visits, regardless of progression of the disease:
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“Yes, yes, he meant, no, yes, very mild, good type of
MS. And that it couldn’t be necessary. Yes, I said, but
you cannot come and tell me what I feel in my legs.
I¢'s—I feel a lot, I always get—you can note that I have
impaired sensitivity. Yes, it was pretty rough. Before
he wrote that referral. And I think that’s unnecessary”
(female, aged 62 years, applied).

Even though the participants mainly appreciated
being offered referrals to the rehabilitation center, some
of the newly diagnosed people underscored the impor-
tance of not feeling pressure from the doctor. They were
satisfied knowing about the possibility. However, others
had experienced unexpected benefits of rehabilitation
and retrospectively valued the encouragement to attend.
Two of the participants, one who had applied and one
who had not, particularly clearly described their ambiva-
lence to rehabilitation stays when they were newly diag-
nosed. They were both encouraged to postpone applying
until they had let the diagnosis sink in. Even though
they somewhat agreed initially, in hindsight they would
have appreciated more persuasive arguments and a direct
offer soon after the initial information was given. The
one who later applied realized that she initially had an
inaccurate perception of the rehabilitation: “Yes, that
they, a bit better promotion, maybe, by the neurologist
and this MS nurse, I think. That it could . . . because
that could in a way, have made it a bit less frightening.
Because it, I thought it was somewhat scary” (female,
aged 52 years, applied). “The neurologist said actually
what I was thinking myself, that it was too early for you.
Get to know yourself before you start taking any steps
in the direction others tell you about what the disease
is. But if I had got the offer, I think I would have gone
there immediately” (male, aged 37 years, not applied).
The reasons for not applying reported by participants
with long disease duration involved concrete matters
such as lack of need or the home situation, rather than
inadequate communication with health-care workers.

Assumptions and Expectations

The participants revealed a range of assumptions
and expectations about rehabilitation stays, which had
influenced their decision-making regarding application.
Some participants, both applicants and nonapplicants,
stated that the fear of being labeled as an MS patient
was a barrier to applying for rehabilitation. They related
that they did not want to feel sicker than they were and
wished to live as normally as possible, as if the disease
were never there: “I think it is very much a threshold to
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go to such a, such a place. Or, I have heard others say
about other places, if it isn’t MS, and, that you make
it happen, like ‘now you're like ill"” (female, aged 53
years, applied). Also, the assumption that rehabilitation
focuses on needs and limitations rather than mastery and
improvement was described as a barrier: “I do not want
to hear any more that if I cannot brush my teeth, I will
get help. Because that is the most common thing in the
world. I do not need to hear that one more time” (male,
aged 45 years, not applied).

The thought of listening to talks about disease was
reported by some participants as a reason for not attend-
ing specialized rehabilitation. They described fear of
being “bombarded” with MS facts and negativity for
a week or longer, and that information overload could
break them down or dominate their life: “Yes, it can
appear so frightening, to be bombarded with MS, for
many days in a week at a stretch” (male, aged 44 years,
not applied). Most participants who had attended the
rehabilitation center did not share this view. They even
thought that all newly diagnosed patients should be
offered a stay, and that it was an advantage that the
center was only for people with MS. They underscored
the value of getting important knowledge early—for
example, to realize that they would not necessar-
ily become totally dependent or die from MS—getting
advice about career choices, and so on. However, as can
be seen from the dialogue below, the possibility of with-
drawing from some of the courses if the information was
“too much” came up during the interviews, an option
some participants would have appreciated knowing in
advance: “But, I do not want to have too much to hear.
... when maybe that disease dominates your whole day
.. . that you’re going to go around thinking about it all
the time . . . you would have to filter” (male, aged 50
years, applied). “That’s completely possible” (female,
aged 56 years, applied). “Yes, yes. But when we get here
$0, so, you'd better be part of everything. Right, because
you don’t know if it is mandatory or not” (male, 50
years, applied). Some participants described fear of being
confronted with disabled people when applying for the
first time. In this context the word “wheelchair” came up
several times during the interviews: “Yes, no, certainly
when you hear about MS, the first thing is, you know,
wheelchair. You know, I didn’t know much. I didn’t
know anything about that disease before I started read-
ing” (female, aged 62 years, applied).

Following acceptance and reorientation after diagno-
sis, positive expectations about rehabilitation dominated.
Several participants with long disease duration were
attracted by having a 4-week retreat from work, home,
and family, being surrounded by a multidisciplinary MS
team. They favored being able to focus on their own
physical and psychological health, and gaining knowl-
edge about MS and how to live with the disease. The
prospect of breaking passivity and connecting to other
people with MS was also regarded as attractive. Such
expectations also motivated them to re-apply for further
stays, and several participants had attended the center
several times. For these people the quality of the phys-
iotherapy, getting help with social matters, and sharing
experiences, understanding, and acceptance with other
people with MS were emphasized: “So I had to pull
myself together and say that, if you're going to function
at all in life ahead, you’ll just have to make an effort
yourself. I thought I'd get a kick in the ass here at this
house. And that’s what I've got” (male, aged 54 years,
applied). “We are allowed to and need to take a break
from everyday chores, to come here and meet others,
plus we get very good training and continuation of pre-
vious training from last time here. Which we would not
have received in another hospital, because I don’t think
they could manage, to follow up and have the compe-

tence to provide” (female, aged 53 years, applied).

Life Situation

Whereas some people with MS welcome a rehabilita-
tion stay as a retreat from everyday life, others feel that
this is not compatible with their work or family life. Sev-
eral participants reported that caring for small children,
elderly parents, or other family members, including a
child with Down syndrome and a husband with diabe-
tes, prohibited a rehabilitation stay. They also expressed
wishes and suggested possible solutions to overcome
these obstacles: “Eh, I'd like to have a bit more . . . flex-
ible options for rehabilitation. Like what would you say,
weekend allowances and, and maybe I could have stayed
a little back home. . . . Could have delivered children in
the morning and, so that my husband could have left for
his job and he could have fetched them. Impossible for
us with small children now” (female, aged 37 years, not
applied).

Although the rehabilitation stay is free of charge for
the participants, private economy may be an obstacle,
especially for those who are self-employed: “I have to
take a week off, thatll cost me 40,000 crowns. There
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aren’t any wages, that I can receive money while I am
on a stay” (male, aged 45 years, not applied). For sev-
eral participants the same factors, especially having small
children or being self-employed at the time of diagnosis,
seemed to make reorientation complicated and made
them keep distance from the disease: “I did not want
to have anything to do with the disease the first 8 years.
My daughter was only 4 when I got the diagnosis. So
the first 8 years, each time the MS Journal arrived, it
went directly into the garbage” (female, aged 42 years,
applied).

Discussion

The aim of this study was to identify motivational
factors and barriers related to applying for a stay in a
specialized rehabilitation institution for MS, in order to
facilitate the inclusion of patients with need and a poten-
tial benefit from rehabilitation. We found important
factors influencing application to the MS Centre to be
1) the availability and suitability of initial information
about the disease and the service, 2) the participants’
assumptions and expectations about such a service, and
3) practical barriers in the patient’s life. Health-care pro-
viders may influence some of these factors.

To our knowledge, this is the first study on this topic
in MS. Clark et al.” performed a qualitative systematic
review of attendance at cardiac rehabilitation programs
after referral. Barriers to attendance, consistent with our
findings, were the lack of personal knowledge of servic-
es, beliefs about disease, patient identity, and financial,
family, and work constraints. They concluded that deci-
sions to attend were influenced more by social factors
than by health professional advice or clinical informa-
tion. In our study, direct communication between the
person with MS and health-care professionals played a
prominent role.

How the participants got the information about the
MS Centre and what the information included seemed
random. We suggest better organization of information
about such a service in order to reach more patients.
This would require neurologists, specialized MS nurses,
physiotherapists, and general practitioners to be aware
of and updated about the service and to make sure that
patients receive direct offers repeatedly, adjusting the
information to the patient’s situation and receptiveness.
This is in line with studies of participation in physi-
cal activities among people with MS and other chronic
diseases.’*** Also, the need for improvement in infor-
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mation throughout the whole patient’s disease course is

highlighted in several surveys on patient satisfaction,*

especially involving cancer patients.>>”3

Our study demonstrates that lack of individually
adjusted explanation and immediate follow-up when the
patient receives the diagnosis of MS can lead to major
fears and aversions to everything concerning the disease,
including rehabilitation. Also, communication with
health-care workers regarding referral to MS rehabilita-
tion played an important role in participants’ consid-
eration of an application. These findings illustrate the
importance of patient-centered communication, taking
into account the individuals® different needs, level of
reorientation, and feelings and perceptions, both when
receiving and when giving information.” This is con-
sistent with the qualitative study of Kayes et al.*’ on
facilitators and barriers related to engagement in physical
activity for people with MS. We suggest that an imme-
diate follow-up visit could facilitate reorientation after
diagnosis and make the patient more receptive to infor-
mation about rehabilitation. The decision to apply for a
rehabilitation stay is well suited for shared decision mak-
ing between physician and patient.! One prominent
observation in this study was that the perceived barriers
to application were reported among applicants as well
as nonapplicants, showing that individuals emphasize
motivational factors and barriers differentially. There
was no uniform characteristic of patients that could
predict how they acted, which emphasizes the impor-
tance of the health-care provider’s ability to uncover the
patients’ perspectives. Unfortunately, most specialist
physicians are still not well trained in modern principles
of communication with patients.®

For several participants a 4-week stay was not com-
patible with work and family life. There is a concern that
offering mainly 4-week inpatient stays might lead some
people with MS to more easily accept a “sick role” and
reduce normal activities on a permanent basis. Notably,
none of the participants mentioned increased ability
to work as a motivating factor, whereas several partici-
pants were attracted by the prospect of repeated 4-week
retreats from normal social life. Hence more flexible
solutions should be sought.

Because of the adjacency of the MS Centre to Ahus
and to the residency of the nonapplicants, we assume
that they were probably more likely to have received
information about the center than MS patients in other
parts of Norway. All participants received some regular
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health care, which could have implications for the repre-
sentativeness of the nonapplicants. Some bias may have
been introduced, as the MS Centre participants had
been examined by the first author at arrival; however,
she was not otherwise involved in their treatment. More-
over, the participants had no relationship to the group
moderator, who observed that the participants talked
freely and expressed critical and divergent views, dem-
onstrating trust in the first author and each other. This
indicates that there was not a severe lack of informa-
tion. The total number of participants in the study was
relatively low but included applicants and nonapplicants
with varied social, disease-related, and demographic
backgrounds. It was difficult to recruit nonapplicants
with long disease duration, possibly suggesting that this
project was of less interest to such patients.

We did not use member check (respondent valida-
tion), which could have led to correction of misinterpre-
tations. However, participants have individual perspec-
tives, while our research process aimed to identify typical
patterns across individuals. A member check could also
lead to biased conclusions.*#

The referring physicians’ perspectives were not
explored in this study. It is likely that the physicians’
perceptions of rehabilitation would, like those of the
patients, depend on their awareness and knowledge
of the rehabilitation services. In a study from general
practice, low knowledge was a barrier to referring people
with chronic obstructive pulmonary disease to pulmo-

nary rehabilitation.®

Conclusion

The findings of this study indicate the need for

improvements of the organization and provision of

® Physicians should be sure to explore the patient’s
reactions to, understanding of, and expectations
about MS and its treatment before presenting
treatment options.

e Rehabilitation of MS patients should include
stays of different duration and purposes to fit
patients’ needs.

* Health-care authorities should take measures to
secure equal access to information about rehabil-
itation options across institutions and practicing
physicians.

information about rehabilitation of people with MS.
There also seems to be potential for better physician
communication skills, particularly in the initial phase of
the disease. Moreover, there is a need for a broader rep-
ertoire of rehabilitation stays. This study could provide
a basis for a survey of motivational factors and barriers
related to rehabilitation treatment in MS patients. O
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