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BACKGROUND: Patients with multiple sclerosis (MS) may experience decisional conflict during treatment
choice. Shared decision making (SDM), whereby patients and health professionals, primarily nurses,
collaborate in making decisions, reduces this decisional conflict. It requires understanding large amounts of
information and may be complex, especially when decisions affect patients' autonomy and quality and
prolongation of life. Patient decision aids are tools in facilitating SDM. This study aimed to identify the key
elements from the perspective of patients with relapsing-remitting MS to create a patient decision aid in the
Spanish sociocultural context. METHODS: This is a qualitative study using focus groups led by a clinical nurse
specialist. Semistructured interviews included healthcare needs and demands, the SDM process, and general
characteristics of a peer support program. After the transcription of interview recordings, data were analyzed
by thematic analysis and a constructivist naturalistic approach. RESULTS: Patients with MS (27) from Spain
participated in 4 focus groups of 90 to 120 minutes each. Three overarching themes were identified:
information access to sufficient high-quality data; knowledge of available treatment options, including
efficacy, adverse effects, frequency, administration route, and the impact on daily life; decision-making role,
engaged versus nonengaged patients. The former require support in facilitating their active involvement in
decisions, whereas the latter prefer more passive health models. CONCLUSION: The needs identified by
patients with relapsing-remitting MS regarding treatment choice in the Spanish setting align with those
reported by other studies. The identified themes provide valuable information to design and develop a virtual
patient decision aid jointly by clinical MS nurses and patients according to the International Patient Decision
Aid Standards Collaboration criteria. This aid will help improve understanding between nurses and patients

during SDM and facilitate the process.
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ultiple sclerosis (MS) is a chronic autoimmune-
based degenerative disorder of the central
nervous system with a variable clinical course

characterized by progressive disability.' Early treatment
initiation decreases inflammatory activity and the risk
of disease progression.” Several disease-modifying
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treatments are available for relapsing-remitting MS
(RRMS) at different doses and with varying features.’
Therefore, patients with RRMS may experience deci-
sional conflict at the time of treatment choice.*
Shared decision making (SDM), a decision-making
Jprocess shared by patients and their healthcare pro-
=viders, aims to help patients and clinicians reach a
Streatment decision considering patients’ values.**
Nurse professionals lead the SDM process by provid-
ing patients with support and information during face-
Zto-face clinical encounters. In the Spanish setting,
neurologists are legally responsible for prescriptions
#and therefore participate in the SDM process, making
“the final treatment decision and prescription.” Fur-
thermore, nurses are essential within MS multidisci-
plinary teams and play a fundamental role in facilitat-
ing the SDM process.®
Implementation of SDM models requires understand-
ing large amounts of information and may be complex,
especially when decisions have implications for patients’
autonomy and quality and prolongation of life.”* For this
eason, SDM uses patient decision aids (PtDAs) to fa-
cilitate informed, value-based decisions regarding
“health.”'! Decision aids have proven knowledge im-
provement, consistency between treatment choice and
patient values, and decisional conflict reduction. Fur-
hermore, PtDAs have improved patients’ access to
health information and their ability to use it effectively
;by providing a friendly language with simple numbers,
=clear visualization of data, and narrative examples. 12,13
A nurse-led educational program has been devel-
oped in Catalonia to empower patients with MS in dis-
ease self-management.'* However, a PtDA facilitating
SDM between RRMS patients and nurses was still
missing. The Catalan Regional Government proposed
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the development of a PtDA using the international
methodology for PtDAs to serve this unmet need,
but information regarding the needs and demands of
RRMS patients in the Spanish setting was missing.'”
This qualitative study aimed to identify key elements
in treatment choice from the perspective of patients
with RRMS in the Spanish sociocultural context to
create a PtDA to support patients with RRMS and
nurses during SDM.

Methods

This was a qualitative study'® with a constructivist
naturalistic approach, which was conducted through
focus group interviews to identify the needs and de-
mands of patients with RRMS. Specifically, they were
asked about their healthcare needs and demands, the
SDM process, and general characteristics of a peer
support program. Results were subdivided by themes.'*
The study was approved by the hospital Clinical Re-
search Ethics Committee. Participants were informed
that they could withdraw from the study without giving
any reasons, and anonymity and confidentiality were
ensured. All participants provided informed consents
for participation in the study.

Purposive sampling was used to recruit patients with
RRMS receiving treatment in the Neuroimmunology
and MS Unit."” We conducted an informative session
and requested voluntary participation from assistants.
Study participants were selected among those who
expressed their willingness to attend a focus group, con-
sidering the representation of participants with different
characteristics, of both sexes, and different ages. Poten-
tial participants with severe cognitive impairment or
alterations in communication that hindered their par-
ticipation were excluded.
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TABLE 1.
Group 1 Group 2
n=38 n=7
Sex, n (%)
Male 3(37.5) 1(14.3)
Female 5 (62.5) 6 (85.7)
Age, median (IQR), y 50.21 (35-64) 46.96 (32-49)
( (

MS duration,
median (IQR), y

10.65 (2.28-15.15) 4.70 (1.51-15.50)

Demographic and Clinical Characteristics of Focus Group Participants

Group 3 Group 4 Total
n=7 n=>5 N =27
2 (28.6) 1(20.0) 7 (25.9)
5(71.4) 4 (80.0) 20 (74.1)
50.94 (31-59) 52.62 (32-69) 48.61 (31-69)
( ( (

16.15 (7.15-19.15) 12.65 (9.40-38.70) 10.15 (1.51-38.70)

Abbreviations: IQR, interquartile range; MS, multiple sclerosis.

We planned 4 focus groups of 5 to 8 participants,
as recommended.!” However, the final number of
groups (ie, sample size) was determined by informa-
tion power'® (ie, accrual of enough repetitive and sub-
stantial information to obtain conclusions). Sessions
were conducted from January to February 2016 by
an MS clinical nurse specialist as the principal inves-
tigator, following a semistructured script (Supple-
mental Digital Content 1, http://links.lww.com/
JNN/A476) to answer the exploratory points obtained
from a literature review.'® Another MS clinical nurse
specialist was present as an observer and collected the
complementary information.

Focus group sessions were held in a reserved room,
ensuring an interruption-free space. At the beginning
of the session, the moderator thanked participants
for attending, informed them of the session’s purpose,
and reminded them that the analysis and dissemina-
tion of research results would remain confidential. Fo-
cus groups lasted 1.5 to 2 hours, during which the
moderator intentionally sought participants’ points of
view and experiences regarding research concepts.
The recordings of the informants’ contributions were
transcribed verbatim for analysis.

Qualitative data were analyzed by thematic analysis
and a constructivist naturalistic approach®® using NVivo
11 software. The analysis included familiarization with
data, generation of initial codes, theme searching, revision,
definition, naming, and report writing.*® Independent peer

TABLE 2.

analysis was conducted by the principal investigator
and the study coordinator. This study was reported in
accordance with the guidelines provided by the Stan-
dards for Reporting Qualitative Research.”'

Results

Of 37 patients with MS approached for consent, 27
agreed to participate. Four focus group interviews
were performed. Participants were mostly female
(74.1%), middle-aged (48.6 years), and with a long MS
evolution (10.2 years). Table 1 summarizes the character-
istics of study participants in each focus group. Three
overarching themes were identified: “information ac-
cess,” “knowledge of treatment options,” and “decision-
making role.” Table 2 shows a comprehensive list of
categories and codes that emerged from participants’
narratives after analyzing all open-ended questions.

Information Access

Participants identified access to sufficient and high-quality
information as a key element in the SDM process.
Participants searched for information online, and de-
spite the abundancy of data available on the Internet,
they experienced difficulties in finding appropriate, un-
derstandable information for nonprofessional readers
because most sources used technical terms. We identi-
fied the need for reliable, accessible, updated, suffi-
cient, and proportionate information adapted to the
lay audience.

Comprehensive List of Themes and Categories Identified After Thematic Analysis

Category 1

Key Elements in SDM Information Access

Codes
Need to have reliable, accessible,
up-to-date, high-quality, and
sufficient information

Online information-searching difficulties

Category 2 Category 3
Therapy Options Decision-Making Role
Efficacy Engaged vs nonengaged patients
Adverse effects
Frequency

Administration route
Impact on daily life

Abbreviation: SDM, shared decision making.
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“I did a search online and clearly found loads of
information. Honestly, at that moment, I couldn’t
decide which content was true and matched my
illness and my situation. Back then, if T had
known where to look for these data, I wouldn’t
have searched everywhere; instead, I would have
narrowed my search and made it more accurate
for me” (P25.FG4 _woman_32y).

Regarding disease and treatment, information was es-
sential to personal autonomy and should be accessible
outside the clinical setting: “We’re always being sent lots
sof leaflets, and we sit down...” (P2.FG1_woman_39y).

Participants appreciated information being avail-
able to share outside the clinical setting in a relaxed
environment, without time restrictions. Collaboration
with family reduced anxiety: “It’s great that we can all
sit around the table at home and have a look at them.
We all look through them together and discuss
hem.... This one does this and that; I don’t know what
o do. Another says: We can rule this one out” (P2.
FG1 _woman_39y).
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Treatment Options

Participants considered it essential to have treatment
options for optimal treatment choice awareness re-
garding efficacy, adverse effects, administration fre-
uency and route, and impact on daily life. Informa-
ion about treatments according to their type of MS
and clinical situation was also appreciated:
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“We aren’t doctors, and we aren’t allowed to understand
which treatment is the best for us considering our
number of lesions and our situation. We are not
equipped with all the essential information to make
such important decisions” (P14.FG2_woman_49y).

All focus groups linked the concept of efficacy to
treatment success in decreasing disease impact. They
believed the main treatment goal should be to reduce
relapses and control MS evolution: “They give you
a certain percentage of protection against relapses;
this [medication] one gives you 35% protection
against potential relapses, and of course, there is less
evolution” (P14.FG2_woman_49y).

Participants found it essential to be aware of treat-
ment adverse effects to make an informed treatment
selection and to enable their identification when they
occurred. Participants were worried about treatment
adverse effects, even those sufficiently informed,
and these feelings persisted until treatment initiation:
“What worries me are the side-effects.... As long as
it [the medication] works, I don’t care if [ must inject
myself ten times a day or more. However, side effects
do worry me” (P21.FG3 woman_59y).

Participants accepted monitoring and follow-up
controls as necessary for detecting adverse effects
and potential drug-associated complications. Their
early detection helped decrease participant vulnerabil-
ity, increasing their sense of control. Likewise, in
most cases, follow-ups improved participants’ sense
of security: “You must maintain a strict follow-up,
which means undergoing blood tests periodically.
So, it’s possible to assess the state of different organs
involved in the treatment, which may affect, for in-
stance, the liver” (P13.FG2_woman_49y).

Administration frequency was an important criterion
associated with potential adverse effects. Participants
shared their experiences with previous treatments and
correlated adherence with associated adverse effects.
Treatments administered with a higher frequency and
significant adverse effects increased their feelings of
being ill. Consequently, participants prioritized drugs
with a lower administration frequency: “Just thinking
I’'ve got to take a pill every day is knowing I’'ve got
sclerosis every day. If I don’t [intravenous therapy], I
don’t remember for 28 days” (P3.FG1_woman_53y).

Moreover, information regarding administration
route and frequency was identified as critical for treat-
ment selection. This information included treatments
requiring self-administered injections that may cause
pain or rapid-onset local adverse effects, injection fre-
quency, and new treatment options not requiring in-
jections: “In any case, self-injecting is a nuisance;
the more often you must do it, the greater discomfort,
isn’t it? When you do it, that’s when you remember
you’re illI” (P2.FG1_woman_39y).

Finally, participants identified the knowledge of
treatment impact on daily life and activities as essen-
tial for a successful choice. Participants prioritized
treatments that were less likely to impact their lives
because they considered that these should help mini-
mize the inconveniences caused by their disease:
“Easy to manage. Ultimately, we look for a treatment
with the expectation that it won’t affect our daily and
ordinary lives” (P5.FG1_man_64y).

During the focus group sessions, we observed 2 atti-
tudes among participants: 1 group preferred an engaged
decision-making role and considered that health pro-
fessionals’ support was necessary for doubt resolution
throughout the process: “If you have a wide range of op-
tions, you have to be able to decide which treatment you
want and which one adapts better to your lifestyle—
having the right to choose what’s best for you and follow-
ing your own criteria. That’s all” (P1.FG1_woman_41y).

On the other hand, nonengaged participants pre-
ferred to delegate the responsibility to the healthcare
team. This opinion was less common and was related
with their trust in the clinician. Nevertheless, these
participants were also aware of the importance of
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improving their knowledge to understand their situa-
tions and empower themselves: “In the end, I trusted
the doctor’s opinion and chose the treatment that he
told me to be the best one” (P10.FG2_woman_49y).

Discussion

We found that patients with RRMS have difficulty find-
ing sufficient, up-to-date, good-quality, reliable infor-
mation regarding the MS treatments available. Patients
with RRMS are mainly interested in obtaining knowl-
edge about the efficacy, adverse effects, administration
route and frequency, and impact on daily life of treat-
ment options. Despite the 2 identified approaches re-
garding decision-making roles (engaged vs nonengaged),
there is consensus among participants that they should
be more active in treatment decisions.

Access to Sufficient and

High-Quality Information

Given the complexity of MS and the variety of treat-
ments, providing reliable and accurate sources of in-
formation is essential for patient involvement in deci-
sion making.?* Patients with MS generally search for
treatment information online and exchange informa-
tion using electronic health technologies.** Moreover,
as shown in this study, it is essential for patients with
RRMS to have access to reliable, accessible, updated,
comprehensible, and sufficient information.**

Some web-based applications have been devel-
oped to help MS patients choose their treatment.?
These aids provide information, help patients decide
their preference, and improve knowledge, expecta-
tions, and participation. Moreover, they reduce deci-
sional conflict, inequalities in patient access, and de-
layed decisions, and they encourage adherence.'>2
However, aids’ design, led by nurses, should consider
patients with RRMS and healthcare professionals and
include the relevant contents identified during the
nurse-led focus groups. Moreover, by using a virtual
environment with patient-friendly language, they
may facilitate communication between nurses and pa-
tients during clinical encounters, improving compre-
hension and satisfaction with the SDM process.>?

Treatment Options

Providing evidence-based, balanced information on
treatment benefits and adverse effects helps increase
disease-related knowledge.>” Most patient education in-
terventions include drug therapy, relapse management,
health promotion, and MS impact on a person’s life.>*
In line with the literature, participants in this study
identified these aspects as key elements in MS treat-
ment, highlighting the need for disease information,*®
including the benefits and risks associated with
first-line treatments.?” In addition, new treatment options

for MS are associated with greater complications and
adverse effects. In this regard, the SDM process in
MS is strongly influenced by patients’ risk percep-
tion.*® The aspects identified in this study are consis-
tent with the contents of the main web-based aids
available for MS treatment understanding. Most of
these aids explain why SDM is necessary, provide
general information about the disease, and explain
the usefulness of treatments for RRMS.?

Decision-Making Role

Despite studies showing that most patients with MS
prefer SDM,*' some would still rather have their physi-
cian decide for them.*? In this regard, previous studies
have also identified these 2 attitudes regarding deci-
sions: engaged patients have the knowledge, motiva-
tion, skills, and confidence to make an effective, shared
decision, whereas nonengaged patients delegate the de-
cision making entirely to health professionals with no
participation.>* Shared decision making can be devel-
oped and strengthened, even among those who initially
are less confident and motivated or have low levels of
health literacy.>* All these elements are consistent with
the results from the focus groups.

Nurse-led SDM and PtDAs aim to help patients
make a treatment choice by encouraging their participa-
tion.>> However, most websites and PtDAs are devel-
oped by the pharmaceutical industry focusing on pa-
tient treatment adherence and have not been specifically
designed to address the needs and demands of patients
with MS.?* Identifying key elements in SDM from the
perspective of RRMS patients to integrate them in
PtDAs may help solve these issues and strengthen the
role and participation in their treatment selection pro-
cess. Furthermore, they may facilitate the nurses’ essen-
tial role in supporting treatment decisions.

Limitations

This study’s population might not be representative out-
side this sociocultural environment, because participants’
needs and demands are closely linked to services, re-
sources, and healthcare models implemented in their re-
gion. Further studies are necessary to assess the effective-
ness of the virtual environment on treatment selection
and its impact on health literacy and patient-reported
outcomes and experience of potential users.

Conclusions

Key self-perceived elements in SDM in patients with MS
include access to sufficient high-quality data, knowledge
on treatment options with available information on
relevant features of each treatment, impact on daily life,
and the patients’ role in treatment decision. Integrating
these elements in SDM should facilitate promoting
the nurse-led SDM process, reduce the lack of
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understanding during encounters between nurses and

RRMS patients, and provide a comprehensive approach

to meet the needs and demands of patients with MS.

The findings from this study provided valuable infor-

mation to develop virtual environment contents to facil-
Jitate the nurses’ role of conveying information to pa-
“tients and enhancing communication.
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