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Abstract The aim of this study is to gain insight into arthritis
patients’ motives for (not) wanting to be involved in medical
decision-making (MDM) and the factors that hinder or pro-
mote patient involvement. In-depth semi-structured inter-
views were conducted with 29 patients suffering from Rheu-
matoid Arthritis (RA). Many patients perceived the questions
about involvement in MDM as difficult, mostly because they
were unaware of having a choice. Shared decision-making
(SDM) was generally preferred, but the preferred level of
involvement varied between and within individuals.
Preference regarding involvement may vary according
to the type of treatment and the severity of the com-
plaints. A considerable group of respondents would
have liked more participation than they had experienced
in the past. Perceived barriers could be divided into
doctor-related (e.g. a paternalistic attitude), patient-
related (e.g. lack of knowledge) and context-related
(e.g. too little time to decide) factors. This study dem-
onstrates the complexity of predicting patients’ prefer-
ences regarding involvement in MDM: most RA pa-
tients prefer SDM, but their preference may vary
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according to the situation they are in and the extent to
which they experience barriers in getting more involved.
Unawareness of having a choice is still a major barrier
for patient participation. The attending physician seems
to have an important role as facilitator in enhancing
patient participation by raising awareness and offering
options, but implementing SDM is a shared responsibil-
ity; all parties need to be involved and educated.

Keywords Medical decision-making - Patient involvement -
Patient participation - Rheumatoid arthritis - Shared
decision-making

Introduction

In recent years, patients have been increasingly encouraged to
take up an active role in managing their health and in medical
decision-making (MDM). Patient empowerment, participa-
tion, involvement and shared decision-making (SDM) are
frequently used concepts in this context [1-6]. Patient in-
volvement in MDM is considered to be a patient’s right [7],
but it has also been positively associated with satisfac-
tion with care, self-management, coping behaviour and
adherence [8—11].

While the benefits of participating in care and MDM have
been widely reported, some studies have shown that not all
patients want to be actively involved [3, 12-21]. Other studies
have identified barriers for involvement in MDM. Unaware-
ness of having a choice, low confidence in the capacity to
participate, a perceived lack of knowledge and uncertainty
about which questions to ask are among the barriers men-
tioned by patients [22-26].

Patients’ preferences regarding involvement in MDM have
been explored in some depth for irreversible decisions like
screening or surgery [15, 18-20, 27-29] but are less well
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known for decisions concerning chronic health prob-
lems, such as arthritis, where the doctor-patient relation-
ship is potentially a long-term one [30]. In managing
arthritis, the decision-making process has become in-
creasingly complex due to the rapid development of
new disease modifying anti-rheumatic drugs
(DMARD:s). Including patients’ preferences in these de-
cisions is important as these medications often have
serious implications for patients’ lives due to the way
of administration, the need for continued monitoring,
and/or the risk of serious side effects. Moreover, be-
cause the success of treatment largely depends on a
patient’s willingness to adhere to the medication, the
treatment needs to closely fit in with the patient’s values
and lifestyle.

To date, only a few studies have examined patients’
preferences regarding involvement in treatment decision-
making in rheumatology. These studies showed that a
large number of patients want to be involved in SDM,
yet the percentages varied from 42 to 83 % across
studies [3, 12, 14, 31]. Differences in patient popula-
tions, in the way of questioning and in the type of
medical decision to be taken, may be responsible for
the observed variation. Moreover, as most of these
studies have used quantitative designs, the focus was
predominantly on the amount of preferred influence,
rather than on the patients’ motives for the preferred
type of decision-making. More knowledge about pa-
tients’ motives for (not) wanting to participate in
MDM and the factors that hinder or promote participa-
tion can make it easier for health-care professionals to
pursue the preferred level of patient involvement. The
aim of this study was to gain insight into rheumatic
patients’ notions about involvement in MDM, by using
a qualitative study design using in-depth interviews.

Methods
Recruitment of respondents

Patients were recruited from two hospitals in The Netherlands:
Medisch Spectrum Twente (MST) and Ziekenhuisgroep
Twente (ZGT). Patients diagnosed with rheumatoid arthritis
(RA) scheduled to have an appointment with the rheumatol-
ogist were preselected by one of the researchers. Rheumatol-
ogists were instructed to invite all these preselected patients to
participate in the study if they had the ability to com-
plete an interview in Dutch without assistance. After
having been informed about the aim and procedure of
the study, patients were asked to sign an informed

@ Springer

consent form. Thirty patients initially consented to par-
ticipate in the study, and one respondent cancelled the
appointment due to being too ill.

Procedures

Semi-structured interviews were conducted by the first author
(IN). The interviews, which lasted approximately 60 min
each, were audiotaped and took place at patients’ homes
or at the university. First, respondents were asked to
describe the decision-making process of a recent medi-
cal decision related to the treatment of their RA that
was highly important to them. Next, respondents were
asked if they had participated in the decision-making
process—and if so, how—or, if this was not the case, if
and how they would have preferred to have participated
in the decision-making process. Subsequently, the Con-
trol Preferences Scale (CPS) [32] was used to grade the
level of preferred and perceived participation. The CPS
consists of five cards portraying five different roles
patients can assume in treatment decision-making, each
role being described by a statement and a cartoon.
Respondents were asked to pick one that portrayed their
preferred role and motivate their choice. If they pre-
ferred to actively participate in MDM, they were asked
whether they had been able to take on their preferred
role during the recent decision-making process—and if
this was not the case, which role they perceived to have
had. In addition, respondents were asked which factors
facilitated or hindered their participation. Patients were
also invited to elaborate on their preferences and bar-
riers and facilitators for participation in other treatment
decisions related to their RA. The last five interviews
identified no significant new themes, indicating that data
saturation had occurred.

Data analysis

Data were analysed using inductive analyses. This
means that the patterns, themes and categories of anal-
ysis arose from the data [33]. After verbatim transcrip-
tion of the audiotaped interviews, two analysts (IN and
CHD) independently read ten of the transcripts several
times to familiarise themselves with the data. They
identified emerging themes and selected relevant quota-
tions (sentences or small paragraphs). Then, the two
analysts compared and discussed their findings to de-
velop a thematic framework. Relevant quotations were
selected from the rest of the transcripts by the first
author. These quotations were then grouped by three
researchers (IN, CHD and ET) independently using the
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thematic framework. After every ten interviews, the
researchers met to discuss their findings until consensus
was reached. Themes were refined and subthemes were
determined until a final thematic framework was devel-
oped. All quotations provided in this article were
reviewed by a translator.

Findings
Respondent characteristics

A total of 19 women and 10 men all suffering from rheuma-
toid arthritis were recruited from nine different rheumatolo-
gists. The average age of the respondents was 56 years
(range=17-74 years), and most respondents had a low or
medium level of education (n=15 and 9, respectively). The
majority of respondents was not employed (n=22). The aver-
age disease duration was 8 years (range=0-38 years). The
current medication of patients was either traditional DMARDs
(n=20) or biologic DMARDs combined with methotrexate
(n=9).

A difficult concept

Overall, respondents appeared to have some difficulty in
determining their experiences with and preference re-
garding involvement in MDM. They frequently hesitated
in providing an answer or changed their answer during
the interview. Many statements were qualified by “I
think...” or “Maybe...” and several respondents men-
tioned literally: “Those are difficult questions”. Other
patients mentioned that they had never thought about
it: “I never thought about that, but after having this
conversation with you I am going to ask more ques-
tions.” [Male, 66 years] or that they felt they did not
have a choice: “My involvement? Did I have a choice?”
[Male, 44 years]. Some patients had difficulties
conceptualising patient involvement in MDM and gave
somewhat ambiguous answers. For example, one re-
spondent stated: “We do that together. He prescribes
the medicine and I take it. [...] That’s the way it is. |
don’t know how else to explain it.” [Female, 69 years].
Someone else was convinced that the doctor made the
decision: “The rheumatologist made that decision.” But
shortly after, she showed to have (obliviously) influ-
enced the decision and decision-making process: “And
he was very much aware of the fact that I did not want
prednisolone.” [Female, 41 years].

Patients’ preferences regarding involvement in MDM
Patients’ preference to let the doctor decide

Despite considering it a difficult question, most patients
were able to indicate their preference for participation
regarding involvement in MDM. A small but consider-
able group of respondents (n=8) preferred the doctor to
decide about which treatment to initiate. Trust in their
doctor and valuing the expertise of the doctor were the
main reasons for preferring not to be actively involved
in MDM, as illustrated by this quotation: “I think high-
ly of the medical profession. I trust them.” [Male,
64 years]. Patients who valued the expertise of the
doctor mentioned that being well informed, being lis-
tened to and having their problems taken seriously were
important prerequisites for satisfaction with this form of
decision-making: “She decides, but I insist that she
takes it... takes me seriously.” [Female, 61 years].

Patients’ preference to decide mostly by themselves

Only a few respondents (n=3) wanted to decide mostly by
themselves. One patient stated that she herself feels her symp-
toms best: “Well, for example, if I get side effects, then I
believe I should be the one to decide whether or not to
continue taking the medication, because I feel my body best.”
[Female, 62 years]. Another patient wanted to be involved
because she wanted to evaluate the consequences the decision
would have for his personal situation: “I have a family and I
do not want to be hospitalised for a few months. [ weigh up the
pros and cons, I decide that.” [Female, 41 years]. Finally, one
patient simply wanted to be in control: “I am in control over
my own body. If there is a decision at stake, I decide by
myself. I do not need anybody else to help me.” [Female,
74 years].

Patients’ preferences for shared decision-making

Most respondents (n=17) preferred shared decision-
making (SDM), because it reflects a good relationship
with the doctor, as illustrated by this quotation: “I want
to share in the decision-making process. That he listens
carefully to what you have to say and that you listen to
his arguments as well. And that you can say anything,
even small things, without feeling a bore. That’s when
you have a good relationship.” [Female, 60 years]. Oth-
er reasons for this preference were mostly a combina-
tion of the aforementioned reasons for preferring the
doctor to decide and the reasons to decide by them-
selves. For example, many respondents valued the
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expertise of the doctor highly but wanted to be a part of
the decision-making process because they themselves
feel their symptoms best, wanted to have some level
of control or wanted to critically evaluate the impact the
doctor’s advice would have on their personal situation
and discuss this. The following quotation illustrates this
last issue: “I want to share in the decision-making
process. As a patient, you should follow the doctor’s
advice, you should not say it is nonsense, you cannot
do that, but I do critically evaluate his advice. [...] And
if I do not agree or have questions, well, then I discuss
this with him.” [Male, 56 years].

Some patients were attracted to the notion of shared
responsibility for the treatment: “It is about you, you
are responsible for your own body, but because you do
not have the knowledge, you also depend on the doctor,
so he needs to be responsible as well. So you share the
decision-making.” [Male, 50 years]. However, others did
not agree with the shared responsibility. Although they
did prefer SDM, they wanted the doctor to be respon-
sible for the outcome of the treatment. “He is the expert
and, in the end, it’s his responsibility. He is the one
who is truly responsible, but we decide together.” [Fe-
male, 54 years].

Patients’ preferences regarding involvement vary according
to the circumstances

Some respondents noted that their preference regarding
involvement in medical decision-making depends on
the occasion. They mentioned that their preference
may depend on the type of treatment and the severity
of their complaints (Box 1). With regard to the type of
treatment, decisions that came up were about surgery,
medication (starting, stopping, changing the dosage or
way of administration), physiotherapy, psychological
support and diet. There was no clear pattern to be able
to predict how certain decisions or circumstances
would influence patients’ preferences regarding in-
volvement. For example, when comparing decisions
regarding surgery with decisions regarding medication,
some respondents preferred more involvement in decid-
ing about surgery, whereas other respondents preferred
more involvement regarding decisions about medicines.
To provide another example, some respondents stated
they preferred more involvement in deciding about
changing the dosage, as opposed to deciding what
medicines to take, whereas others preferred more in-
volvement regarding the decision what medicines to
take, as opposed to deciding about changing the dos-
age. Regarding the severity of the complaints, there
were respondents who preferred more personal involve-
ment if the severity of their complaints increased,
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whereas others preferred to leave treatment decisions
more to their doctor in such cases.

Box 1 Common rationales regarding circumstances that may change
respondents’ role preferences

Type of treatment

“With medication, you often know what will happen. Surgery is often
much more radical to me: Then you need stop your medication, you
need to be hospitalised, you just feel much worse. [...] If the time
comes that a surgery is necessary, then the doctor can make that
decision. Not me.” [Female, 41 years]

“Well, with medication, [...] you always have something to say about
it, because you do not have to take them anymore if you do not want
to. But If she tells me about a surgery, [...] I would say I would first
like to wait a little longer and think about it. But that, to me, is of a
different order than medication.” [Female, 61 years]

“Starting [medication]. Because the medication can be quite intense, it
is very important to me to think about it: Do I want this? And if you
are already using medication, and your dosage needs to be
increased, then... I cannot decide myself if the dosage needs to be
changed or not. That is a doctor’s task.” [Female, 62 years]

“The way of administration is more personal than increasing or
decreasing the dosage. Starting to inject yourself'is more personal
than starting to take tablets.” [Female, 41 years]

“When starting medication I prefer to share in the decision-making
process. Increasing the dosage is something [ want to decide myself;
as I'm the one who can best determine how severe my pain is. And the
doctor decides if the dosage needs to be decreased, because he/she
understands what my blood level results mean. If I would need
psychological support, I would make that decision myself. And with
regards to a decision about diet, I prefer to go to a naturopath,
because that is better suited to my eating habits and way of living.”
[Female, 56 years]

“I don’t have knowledge of medication, but I do have an opinion about
physiotherapy.” [Female, 60 years]

Severity of complaints

“It also depends on how you feel. Actually. If you feel fine, you think:
Say whatever you want, but I do not need it, and if you do not feel so
good, then I gratefully take the advice.” [Female, 41 years]

“When you get so many physical complaints, you start to think: action
needs to be taken. But I do believe that you need to talk with your
doctor about the right solution for you personally and what should be
done. [...] And information should also be provided about the
medication, the pros and cons.” [Female, 62 years]

“Last year I was in so much pain. My knees were killing me. I called the

doctor and like a drug addict 1 begged for an injection. Normally [ wait

until the next check-up and the blood level results, but now I took
control.” [Female, 54 years]

Perceived involvement in MDM

When asking respondents about how they perceived their
involvement in MDM so far, most respondents stated that
they had experienced either shared decision-making (n=13)
or the doctor making the decision(s) (n=15). One respondent
perceived to have decided by herself. Overall, it seemed
patients wanted more participation than they perceived.
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Barriers in getting involved in MDM

making process. An overview of all identified barriers is
provided in Table 1. The perceived barriers can be doctor- or

Some patients who preferred to have a more active role in  patient-related but can also be contextual. Examples of doctor-
MDM perceived barriers in getting involved in the decision-  related barriers perceived by patients are (a) the doctor not

Table 1 Perceived barriers in patient participation

Themes

Quotations

Doctor-related barriers
Doctor does not listen/take patient seriously

Doctor does not recognise role of patient
Offers no alternatives

Immediately rejects the patient’s questions or suggestions
Doctor does not provide adequate information
Gives too little information

Uses difficult language

Gives too much information

Patient-related barriers

Patient is not aware of alternatives or possibility
to choose

Patient lacks knowledge
Patient does not want to delay treatment
Patient lacks assertiveness

Does not dare to speak up to the doctor

Is reserved in asking questions or does not know
which questions to ask

Patient does not yet accept diagnosis

Patient holds back information

Contextual barriers

Too little time to decide

Study protocol leaves no room for alternative options

“I told him: ‘I am very tired, though.” And he said: ‘Yes, half the Dutch
population is tired.” [...] Then I briefly froze. With such an answer,
you feel like you're a bit of a complainer.” [Female, 45 years]

“If you do not agree, you say so. But if he then explains it and there
are no alternatives, well, then there is nothing to choose.” [Male,
70 years]

“I want to quit that poison, but he says: ‘you cant.’” [Male, 66 years]

“He is very good at his job, but I have to ask him everything, for example
when I don’t agree with something he says. I really need to drag it out
of him.” [Female, 74 years]

“Then they start using those difficult words at the hospital and I think:
never mind, I don’t want to hear it anymore.” [Male, 50 years]

“When I was younger they gave me medication and occasionally I heard
what it was, but I don'’t think they properly explained what the side effects
were or could be. Now they do, but now it is tough, because I sometimes
get medication which makes me think: do I dare to start using this?”
[Female, 62 years]

“But it [an alternative] has to be out there somewhere and the doctor needs
to tell me.” Did you ask for an alternative? “No, I did not. And I did not
know I could, either. If the doctor says it'’s effective, then I think: You know
best.” [Female, 69 years]

“Of course many decisions are made for you, because you yourself cannot...
1 did not know anything about this when it all started.” [Female, 17 years]

“Medication is prescribed. You want to become well again, so you cannot say:
“I do not want it.”” [Male, 50 years]

“[ feel I do what the doctor says very quickly. No nagging, just do as he/she
tells you. That is nonsense, I know that. You should keep on asking for
clarification until you are satisfied.” [Female, 45 years]

“[ believe we are partly to blame for that, too, because we do not keep on asking.
And then, at home, you have all those questions. You think about them, but
actually you should just immediately ask the doctor any questions you might
have.” [Male, 66 years]

“I want to be involved, but [...] it takes so much effort to deal with [the diagnosis],
so I really wanted to hide it all the time.” [Female, 57 years]

“Sometimes I take less, but he does not know. And I do not feel any different.”
[Male, 66 years]

“I did not tell the rheumatologist, because... they do not acknowledge alternative
medicine.” [Male, 50 years]

“It [starting to use methotrexate] is quite a radical decision. So, er, yes, that [the
time given to decide] was a bit short.” [Female, 41 years]

“You really do not have a choice in that respect. There is a [study] protocol, and
it is not like I can use other medication.” [Female, 17 years]
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appearing to take the patient’s problems seriously and the
patient not knowing how to respond and thus freezing; (b)
the patient not being able to participate in the medical
decision-making process, because of the doctor not acknowl-
edging their role in the decision-making, to be seen from the
fact that he/she does not offer alternatives or immediately
rejects the patient’s questions or suggestions; (c) patients not
being adequately informed (respondents stated to have re-
ceived either too little, too much or too complex
information).tgroup

On the patient’s side, some patients lacked awareness about
treatment alternatives or the possibility to choose. Other re-
spondents mentioned that they experienced a lack of knowl-
edge or that they did not want to delay the treatment and
therefore chose to let the doctor decide. Others stated that their
lack of assertiveness hindered their participation. A few re-
spondents mentioned that they were not yet ready to accept the
diagnosis and therefore found it hard to participate in MDM.
Finally, some patients mentioned that they purposively held
back certain information from their doctor (about visiting
another health-care professional, taking complementary or
alternative medicine or about not supporting treatment). Ac-
cording to the patients themselves, this does not necessarily
have to be a barrier for patient participation, but it may
influence the collaboration and interaction between doctor
and patient.

We also identified contextual barriers, such as “too little
time to decide” or the study protocols, which leave little room
for an informed choice. In those circumstances, respondents
often felt they had no choice.

Facilitators for participation in MDM

Respondents were asked which factors facilitated or would
have facilitated their participation in MDM. An overview of
the facilitators identified is provided in Table 2. The results
show that many facilitators for patient participation are the
opposite of the reported barriers. For example, patients feel
that they can more easily participate in the decision-making
process when they are explicitly invited to do so, when they
are taken seriously and being listened to, when the doctor is
open to answering questions and when he/she explains well
and offers alternative options. A good doctor-patient relation-
ship with mutual respect, an open style of communication and
trust, is often seen as a great facilitator for patient participa-
tion. Certain characteristics of the patients themselves can also
make it easier to participate: If the patient is assertive and not
reserved about asking questions, the patient can more easily
participate in the decision-making process. Other facilitators
are contextual, such as time to think things over, the availabil-
ity of information to read at home and the opportunity to ask
someone from the hospital or clinic questions. These contex-
tual facilitators are important, because many patients have
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questions that arise after the consultation (at home), when
they process all the information.

Discussion and conclusion

By understanding the patients’ motives for (not) wanting to
participate in MDM and the factors that hinder or promote
their participation, we can make it easier for health-care pro-
fessionals to pursue the preferred level of individual patient
involvement. Our findings are consistent with previous stud-
ies which also showed that many RA patients prefer SDM |3,
12, 14, 31] and that preference regarding involvement varies
within and between individuals [15]. Our qualitative study
revealed some interesting findings and demonstrates the com-
plexity of factors influencing (the preference regarding) pa-
tient involvement.

Many patients participating in our study had obvious diffi-
culties in determining their preference regarding involvement
in MDM, because they had never actively considered it, had
problems conceptualising patient participation or felt that they
had no choice. Unawareness of having a choice is a known
barrier for patient participation [22-25], and previous studies
have shown that patients are more motivated for SDM after
being informed about the possibilities and benefits of it [26,
34-37]. Therefore, we recommend initiatives to inform and
educate patients about SDM to be more specifically aimed at
increasing patients’ awareness of having a choice.

These difficulties expressed by respondents when indicat-
ing their preference for participation regarding involvement in
MDM are also reflected in the ambiguous answers some
respondents gave. Several studies have reported that patients
have difficulties with conceptualising their role in MDM [32,
38-42], and some report that this may have to do with differ-
ent interpretations of the CPS labels [38—40, 43]. These stud-
ies suggest that the CPS may conflate several concepts like the
complexity of preferred patient involvement, information
seeking preferences and doctor’s ability to engage in shared
decision-making.

Some patients who preferred SDM were especially
attracted to the notion of shared responsibility, whereas others
did not agree with that. Many other studies have shown that
patients want information about their medical condition and
the different treatment options without necessarily having to
make the final treatment decisions [3, 15, 44-50]. Our results
go one step further: Although some patients preferred to share
in the decision-making process or even preferred autonomous
decision-making, they wanted the doctor to be responsible for
the outcome of the treatment. This shows that patients may
feel responsible for the decision about the treatment, because
they value to be given treatment options to evaluate the impact
they may have on their life, but because they do not have the
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Table 2 Facilitators for patient

participation Themes

Quotations

Doctor-related facilitators

Doctor invites patient explicitly to
participate in MDM

Doctor takes patient seriously, listens
to him/her and is open to answering

questions

Doctor offers alternative options

Doctor explains well

Doctor-patient facilitators

Mutual respect

Patient trusts doctor

Open style of communication

Patient-related facilitators

Patient is assertive and is not reserved

about asking questions

Contextual facilitators
There is time to think things over

Hospital or clinic is available for questions

Patient gets information to read at
home (leaflet, website, etc.)

“We decide everything together. She just asks what
1 think about it. Then I say that it is extremely hard
for me to make that decision. But then she explains
[...] what is the best thing to do, what she thinks the
options are and how and why she came to these options.
And if  want time to think things over, that is possible.”
[Female, 62 years]

“The choice is also up to you. There is room to ask
questions, address doubts. That is very pleasant.
That is different to how it was before, to how it
used to be.” [Female, 39 years]

“He explains all the options and then you can decide
what is best for you. He suggests searching the internet,
talking about it at home, and then you yourself should
Just tell him what you want. But he recommends one he...
thinks is best, but you do not have to accept that.”
[Female, 41 years]

“Well, then they thoroughly explain how it [the medication]
works and what the consequences are.” [Male, 56 years]

“I always feel that there is mutual respect, understanding,
when 1 talk with him. He listens to me. I do not feel
like I am talking to a doctor. We are equals. That is
why the decision was easier to make.” [Female, 54
years]

“I trust her. That is why we can do it together. And I
have always had that feeling, to do it together, also
with the nurse.” [Female, 60 years]

“We are always very open in our communication towards
each other. And he knows what we have to offer and
we know what he has to offer. [...] It works very well.”
[Male, 70 years]

“[ think that you yourself have to take a little initiative
with these things. Do I want to know all the side effects,
ordo I know enough?” [Female, 54 years]

“But, yes, at least there was time in between. I liked
that. I did not need to make a decision right away
[anti-TNF protocol].” [Female, 56 years]

“I also talked a lot with the rheumatologist’s nurse.
1 called her as well. She was always available for
questions and things like that.” [Female, 62 years]

“I'was already being prepared. She gave me an information
leaflet to read at home. So then [...] I had time to think about
it and a few days later, during the instruction, I recognised
them [the injections] from a picture. She did not have to
explain that much and I was less afraid.” [Female, 61 years]

medical knowledge and have to rely on the expertise of the
doctor, they see the doctor as the person to be responsible for
the outcome of the treatment. When involving patients in
MDM, doctors will need to make explicit to the patients that
participating in MDM is not a derogation of responsibility.

As with other conditions, some of our respondents pre-
ferred to leave the decision-making up to their doctor. Reasons
for this preference included trusting the doctor and valuing the
doctor’s expertise. This finding is consistent with those of
Kraetschmer et al. [51] and Fraenkel et al. [24], who found
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an inverse relationship between the preference to take on an
active role in decision-making and trust. They suggest that
patients may fail to recognise the potential value of their own
input in situations where they have complete trust in their
physician. Alternatively, they suggest that patients who trust
their physician may believe him/her to understand their values
and to know what is best for them. We believe that patients’
preferences regarding involvement in MDM need to be
respected. However, if patients prefer to leave the decision-
making to their doctor, the patients’ input should still be
acknowledged, the doctor closely fitting in the chosen treat-
ment with the patients’ values and lifestyle. This patient-
centred way of communication may again increase trust and
adherence to the decisions made [52, 53].

Our study revealed that patients’ preferences regarding
involvement in MDM may change over time, depending on
the severity of the complaints and the type of decision. Previ-
ous studies have shown that preference for involvement may
decrease as the severity of the complaints increases [15, 22,
23,45, 54]. Our data, however, suggest that for some patients,
increased severity of health problems actually increases the
preference for involvement. With regard to the type of deci-
sion, prior studies have found that participants prefer more
active roles in the decision-making process where minor ill-
nesses, behavioural decisions, major surgeries or decisions
that require medical knowledge are concerned [5]. In our
study, however, we found no clear pattern of how certain
types of decision affected patients’ preferences in this respect.
This means that these factors are hard to use when predicting
patients’ preferences regarding involvement in the decision-
making process. It is necessary to further examine these
complex relationships between severity of health problems
and the type of treatment on the one hand and preference
regarding involvement on the other. We recommend health-
care professionals to assess a patient’s individual preference
with every decision at stake. Person perception training [55]
may enhance the professional’s accuracy in perceiving and
understanding a patient’s preference in particular situations.

Although it is essential to know if patients want to partic-
ipate, it is as much important to know if they can. A consid-
erable group of patients in our study would have liked more
participation than they had experienced in the past MDM. As
with studies conducted for other conditions [22-25], we iden-
tified barriers in patient involvement related to the doctor, the
patient and the circumstances. Doctor-related barriers mostly
concern communication skills and a paternalistic attitude.
Known patient-related barriers in patient involvement are a
lack of knowledge, lack of awareness of having a choice and a
lack of assertiveness. Our study also revealed a barrier on the
patient’s side that, to our knowledge, has not been reported in
previous studies about barriers in patient participation. Pa-
tients sometimes hold back information, which may, accord-
ing to the patients themselves, negatively influence the doctor-
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patient relationship and the decision-making process. Other
patients emphasised that an open style of communication and
mutual respect are important facilitators for a good doctor-
patient relationship. As a two-way information exchange is a
prerequisite for SDM—according to the definition [47, 48]—
holding back information may inhibit SDM. Another interest-
ing barrier on the patients’ side is patients not wanting to delay
the treatment and thus letting the doctor decide. Salt and
Peden [56] reported that desperation or hope for the relief of
symptoms was the foundation for deciding to take medica-
tions for RA, but it has not previously been reported as a
barrier for patient participation. In sum, many barriers are
related to communication on both the doctor’s and the pa-
tient’s side.

These communication-related barriers may be overcome
with education and support of both doctors and patients.
According to a recent report, more than 50 SDM-training
programmes for health-care professionals have been devel-
oped worldwide, varying in learning objectives, duration and
teaching materials [57]. For practical reasons, most
programmes are accessible to doctors only, and the effective-
ness of such programmes has not yet been properly assessed
[57, 58].

With regard to the education of patients, patient decision
aids (PtDAs) that offer balanced and reliable information
about all treatment options and that help patients examine
their personal values, worries, doubts and questions regarding
these treatment options may be helpful [59]. Integrating
PtDAs in the health-care system may raise awareness for
patient participation in MDM and could help educate patients
about asking the right questions and doctors about offering
more than one option and recognising the patient’s role in
MDM. However, according to a recent systematic review
providing knowledge to patients and encouraging them to
think about personal values is not enough. The authors con-
cluded that, to participate in SDM, patients need knowledge
(about treatment options available and of personal preferences
and goals) and power (i.e. the believed ability to use this
knowledge to influence decision-making in the encounter
with the doctor) [25]. Education should therefore also be
focused on changing attitudes of both doctors and patients to
overcome the power imbalance between doctors and patients
in medical decision-making.

There are some limitations to this study that need to be
considered. Firstly, the participants in this study were recruited
from two hospitals. Although these hospitals are large hospi-
tals covering both urban and rural areas, this might limit the
generalisability of the results. However, we have no reason to
believe that patients from the eastern parts of The Netherlands,
where this study was conducted, think differently about par-
ticipation in MDM than patients from other Dutch regions.
Future quantitative studies are needed to replicate and expand
our results. Secondly, although we tried to prevent selection
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bias by preselecting patients diagnosed with RA before they
consulted their rheumatologist, we cannot guarantee that it did
not occur. Thirdly, this was a retrospective study in which
patients were asked to reflect on a recent medical decision, but
sometimes that decision occurred weeks or months prior to the
interview. However, what is potentially lost by these
limitations was gained by allowing respondents to tell
their own story.

Despite these limitations, our findings provide important
practical information and recommendations for future re-
search. It seems that recent attempts from the Dutch govern-
ment to improve patient-centred care and SDM [60] (e.g. by
developing PtDA’s and quality indicators) have not yet been
successful. We believe that the physician can have an impor-
tant role as facilitator in enhancing patient participation in
MDM, but implementing SDM is a shared responsibility; all
parties need to be involved and educated. Physicians need to
be aware of the fact that preferences regarding participation
may vary both between and within individuals. They need to
mention and explain all treatment options available and invite
patients explicitly to participate in every treatment decision.
Even if there is only one possible treatment option available,
patients still have a choice—that is, to initiate or not—and
they need to be asked about their opinion, worries, doubts or
questions. With regard to the patient, more initiatives need to
be taken that are directly aimed at patients to make them aware
of the possibility to participate in MDM and of the potential
value of their input [25]. To support shared decision-making,
the development and implementation of PtDA’s using a holis-
tic approach, which encounters the needs of all stakeholders
(patients and health professionals) and the integration in the
health-care system, can be of great value. For future research,
we recommend a quantitative and longitudinal study to show
how patients’ preferences regarding participation in rheuma-
tology care may change over time—the patient during this
time establishing a long-term relationship with the health-care
professionals—and how these preferences are related to the
type of treatment and the severity of the complaints.
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