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Background: Decisions on medical treatment setting are perceived as important but often
difficult to make for patients with mental disorders. Shared decision-making as a strategy to
decrease decisional conflict has been recommended, but is not yet widely implemented. This
study aimed to investigate the information needs and the decision-making preferences of patients
with mental disorders prior to the decision for a certain treatment setting. The results will serve
as a prerequisite for the development of a high-quality patient decision aid (PtDA) regarding
the treatment setting decision.

Methods: We conducted retrospective individual semi-structured interviews with n=24 patients
with mental disorders in three psychotherapeutic inpatient care units. The interviews were
audiotaped, transcribed, coded, and content-analyzed.

Results: The majority of the patients wanted to be involved in the decision-making process.
They reported high information needs regarding treatment options in order to feel empowered
to participate adequately in the decision for a certain treatment setting. However, some patients
did not want to participate or receive information, for example, because of their high burden
of mental disorder. Whereas the majority were satisfied with the extent they were involved in
the decision, few participants felt sufficiently informed about treatment options. Most patients
reported that a decision aid regarding an appropriate treatment setting would have been helpful
for them. Important information that should be included in a PtDA was general information
about mental illness, effective treatment options, specific information about the different treat-
ment settings, and access to treatment.

Discussion: The identified information and decision-making needs provide a valuable basis
for the development of a PtDA aiming to support patients and caregivers regarding the decision
for an adequate treatment setting. As preferences for participation vary among patients and also
depend on the current mental state, a flexible approach is needed to meet patients’ individual
wishes and needs.

Keywords: mental disorders, needs assessment, psychotherapy, treatment decision, treatment

setting, shared decision-making, qualitative interviews

Introduction

Despite the high global prevalence of mental disorders only a small percentage of these
patients receive adequate treatment.' Treatment barriers often result from a lack of
integration of the different steps involved in care, for example, due to communication
and coordination problems between different services and providers.*” The problem
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of treatment access can emerge both at the systemic level
(eg, long waiting lists for outpatient psychotherapy) and
at the individual level (eg, insufficient patient awareness
of symptoms and available treatment options because of a
lack of information),*® which indicates a need to address
treatment barriers. Patient information and involvement
are relevant components of patient-centered mental health
care, a concept that has gained in importance in recent
years.”!? It also incorporates shared decision-making (SDM),
advocated as an important approach in the mental health
policy of many countries internationally.'! It is defined as:
“a process in which clinicians and patients work together
to select tests, treatments, management or support pack-
ages, based on clinical evidence and the patient’s informed
preferences”.!? Furthermore, SDM comprises the provision
of evidence-based information about options, outcomes and
uncertainties, along with decision support counseling and a
system for recording and implementing patients’ informed
preferences.'"!?

Evidence suggests that SDM leads to improved out-
comes in mental health care, including help-seeking
behavior," enhanced patient satisfaction and compliance
with decisions,'*!7 as well as reduced stigma and increased
involvement.'® Furthermore, the majority of patients with
mental disorders prefer to be involved in treatment decision-
making.’25 Although there is international consensus
about the importance of SDM,'! it is not yet widely
implemented.'!6-2

As implementation is the current challenge facing SDM
practice across all settings and countries,? research in routine
mental health care and development of interventions to
support SDM is needed.!!*

Besides the training of health care providers and coach-
ing of patients, methods to support SDM include the use of
high-quality patient decision aids (PtDAs). According to the
International Patient Decision Aids Standards Collaboration
(http://ipdas.ohri.ca), which has provided criteria to judge the

quality of PtDAs,** these tools are designed to help people
participate in decision-making about health care options.
They provide information on the options and help patients
clarify the personal value they associate with different option
features, which also leads to reduced decisional conflict and
a higher proportion of patients with realistic expectations
regarding benefits and harms.*! However, the implementation
of PtDAs into routine mental health care remains limited.?**
In the systematic development of high-quality decision aids,
assessment of information and decision-making needs is
seen as one key element.’*** Previous research on general

information and decision-making needs among people with
mental disorders indicates that treatment-related decisions,
especially concerning the treatment setting, are perceived
particularly important and difficult to make and highlights
patients’ requirement to be informed and involved in the
decision-making process.?**3* In general, there are various
effective psychotherapeutic and/or psychopharmacologic
treatment options for patients with mental disorders in the
health care system. These treatment options can be imple-
mented both in inpatient and outpatient treatment settings.

Objectives

The aim of our study was to identify specific information
and decision-making needs of patients with mental disorders
prior to the decision for a certain treatment setting (inpa-
tient or outpatient). The following topics were addressed:
1) Decision-making process (involved parties, patients’
preferred and perceived role), 2) Information process (patient
satisfaction with received information), 3) Decision aid
(information needs, identification of helpful information that
should be included). The results will serve as a prerequisite
for the development of a PtDA regarding the treatment set-
ting decision.

Ethical approval

The study has been approved by the responsible local Ethics
Committee of the Chamber of Physicians in Hamburg (Ref
Nr PV5232) and has been conducted according to the prin-
ciples of the Declaration of Helsinki (2013 version).

Methods

Study design and participant recruitment
In this qualitative multicenter cross-sectional survey, we
conducted 24 individual semi-structured interviews in three
psychotherapeutic inpatient routine care units in Germany
in December 2016. Patients were recruited consecutively by
their psychotherapists during their inpatient treatment, which
consisted of at least one session of individual psychotherapy
and two sessions of group psychotherapy per week. Addition-
ally, patients received psychoeducation, exercise, relaxation
training, and psychopharmacotherapy if required. The dura-
tion of inpatient treatment ranged from 3 to 6 weeks. Patients
were informed and invited to participate during individual
and group psychotherapy sessions.

The inclusion criteria were a diagnosed mental disorder
according to 10th revision of the International Statistical
Classification of Diseases and Related Health Problems and
being 18 years of age or older. Primary diagnosis criteria
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were assessed by treatment providers at admission. Exclu-
sion criteria were an acute risk of suicide, acute psychosis
or psychotic symptoms, and insufficient German language
skills. Written informed consent was received from all
eligible patients, and all agreed to be audiotaped for transcrip-
tion. The sample size was determined based on the principle
of theoretical saturation, according to which the sample is
complete when no additional new information is obtained
by further interviews.*

Data collection
We collected data through individual semi-structured inter-
views, as this approach allows a large gain in individual
information through an in-depth understanding of a person’s
opinion and experiences.*® We developed a semi-structured
interview guide based on our research questions and previ-
ous research findings.?*?*3* The one-on-one interviews were
conducted by LK or JM within the inpatient units. LK and
JM had experience in conducting qualitative interviews. LK
is a clinical psychologist employed as a research associate
and has carried out several qualitative studies. JM is a psy-
chologist at an advanced stage in Master’s degree employed
as a research assistant. We started every interview with
standardized questions regarding the patients’ demographic
and clinical background. Then we asked the patients about
their experiences during the decision-making process prior
to the current inpatient treatment, focusing on patients’
information and participation needs prior to the decision for
a certain treatment setting. Table 1 illustrates the interview
guide questions based on the overarching research topics.
The participants were encouraged to describe their
experiences regarding the questions in the interview guide.

Table | Interview guide questions based on the overarching topics

As semi-structured interviews allow flexibility, the respon-
dents’ answers also led to a change in the order of the ques-
tions or to follow-up questions from the interviewer. The
mean duration of the interviews was 31.1 minutes (SD=7.1).
Patients were compensated €30.00 for their time. The
24 interviews were taped and transcribed verbatim.

Data analysis

The text data were analyzed by two researchers (LK and JM)
according to the qualitative content analysis approach.’
We combined the theory-based method of “structuring”
(deductive category assignment) with the inductive category
development approach. The first step in the analysis was the
creation of an index category system based on theoretical
assumptions from previous studies***** and on the interview
guide (deductive approach). The initial category system
comprised the following four main categories (with related
questions, which should be answered through the interview
data): 1) Decision-making process (Who recommended
inpatient treatment? Who was involved in the decision?);
2) Participation needs (Preferred role: passive, shared, or
autonomous role? Perceived role? Satisfied yes/no); 3) Infor-
mation needs: (Received information regarding treatment
options yes/no? Satisfied yes/no?); 4) Decision aid (Helpful
yes/no? Information that should be included?). In the second
step, interview transcripts were carefully read and discussed
to obtain an overall sense of the data.

In the third step, the transcripts were initially coded
separately by both researchers. During the coding process, in
which the interview sequences were assigned to categories,
the index category system was complemented and modified
based on the data (inductive approach). The final category

Topic Interview guide questions (examples)

|. Decision-making
process

Did someone recommend the inpatient treatment?

How did you come to the decision for the current inpatient treatment?
Who was involved in the decision-making process prior to the current treatment?

In general, who should decide regarding medical decisions? Do you prefer a passive, collaborative, or autonomous role in

the contact with your caregiver?

Who made the decision for the current (inpatient) treatment setting?

Did you participate in the decision-making process regarding the current treatment setting to the desired extent?

Is the decision for the current inpatient treatment comprehensible to you? Can you comprehend why an inpatient treatment

was recommended to you and not an outpatient psychotherapy, for example? What are the reasons from your perspective!

2. Information
process

Did you receive information regarding different treatment settings prior to the current inpatient treatment?
If yes: which treatment options were offered by whom?

If no: would you have wished to receive more information? If yes, which information? Did you inform yourself through other

sources (eg, internet, other caregivers, friends)?

How satisfied are you with the information you received?

3. Decision aid

Could a decision aid be helpful prior to the decision for a certain treatment setting in your opinion?

If yes: Which information should be included in the decision aid?
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system consisted of the initial main categories, supplemented
by subcategories, for example, 1. Decision-making process,
1.1 involved persons/parties, 1.1.1 psychotherapist, 1.1.2
general practitioner, 1.1.3 medical specialist, 1.1.4 social
insurance carrier, and 1.1.5 family members. To develop a
consensual category system, the identified categories and
subcategories were discussed several times in the research
group (LK, JM, JD) as the data were coded three times.
Mismatching categorizations were discussed until consensus
was reached. The qualitative analysis was performed with
MAXQDA 10.3® The focus was on the qualitative analyses;
quantitative details reported in the results section have a
supplementary descriptive purpose.

Results
Demographic and clinical characteristics
Participant characteristics are shown in Table 2.

Of the 24 participants, 11 (45.8%) were women. The
mean age was 48 years (SD 12.0). The majority of the
participants was employed full- or part-time (70.8%). Six-
teen participants (66.7%) were diagnosed with an affective
disorder. The mean duration of illness was 8 years (SD 8.9)

Table 2 Demographic and clinical characteristics

Characteristics Total sample

(n=24)
Age in years, M (SD), range 48.0 (12.0), 2662
Female, n (%) Il (45.8)
Married/partnership, n (%) 14 (58.3)
Full- or part-time employment, n (%) 17 (70.8)
Ongoing process of pension application, n (%) 4 (16.7)
Duration of illness in years, M (SD), range 8.0 (8.9), 0.8-31
Previous inpatient treatment because of 10 (41.7)
current complaints (psychotherapeutic/
psychopharmacologic treatment), n (%)
Previous outpatient psychotherapeutic/ 16 (66.7)
psychopharmacologic treatment, n (%)
No previous psychotherapeutic/ 4 (16.7)
psychopharmacologic outpatient or inpatient
treatment, n (%)
Use of psychotropic drugs, n (%) Il (45.8)
First diagnosis, n (%)
Affective disorders (F31.x, F32.x, F33.x, F34.1) 16 (66.7)
Adjustment disorders (F43.2x) 3 (12.5)
Anxiety disorders (F40.x, F41.x) 3 (12.5)
Anorexia nervosa (F50.1) 2 (8.3)
Psychiatric comorbidities (more than one 13 (54.2)
psychiatric diagnosis), n (%)
Trial site
Inpatient unit |, n (%) 10 (41.7)
Inpatient unit 2, n (%) 8(33.3)
Inpatient unit 3, n (%) 6 (25)

and 54.2% of the participants had one or more comorbid
mental disorder diagnoses in addition to the first diagnosis.
Four participants (16.7%) stated that the current treatment
is their first psychotherapeutic treatment. Twenty (83.3%)
reported that they already received psychotherapeutic/
psychopharmacologic treatment in the past. Of these partici-
pants, 66.7% (n=16) said that they have had an outpatient
psychotherapeutic treatment before, 41.7% (n=10) stated
that they have been in an inpatient treatment, and 25% (n=6)
reported that they already received both, outpatient and
inpatient treatment, before.

Decision-making process

Making the decision for inpatient treatment setting —
involved persons and parties

With regard to the question who was involved in the decision-
making process, some participants (n=9) reported that the
general practitioner recommended or had the idea of the
inpatient treatment.

I hadn’t thought about an inpatient treatment. Not at all, it

was my general practitioner’s idea. [P15]

According to some participants (n=11) the advice
for an inpatient treatment came from an outpatient
psychotherapist.

My private life was a mess. I told my therapist that I don’t
feel any change or improvement. Then she came up with
the idea of an inpatient treatment, saying it might be helpful
to get some distance to the daily routine and struggles and
proposed I applied for one. So that’s what I did. [P24]

Some patients (n=6) named a medical specialist (eg,
neurologist or psychiatrist) as another party recommending
an inpatient treatment.

My neurologist told me to go on sick leave due to this severe
depression that has developed over time. That’s when the
neurologist said that I should think about doing an inpatient
treatment. [P8]

Seven participants stated that their social insurance carrier
(n=4 statutory health insurance; n=3 pension fund) recom-
mended an inpatient treatment.

I was receiving sickness benefit. Not for long yet-maybe
six weeks, not more than eight. At that point, my health
insurance called and instructed me to apply for an inpatient
treatment. [...] They just wanted to get me out of their
costs. [P17]
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According to one participant, family members also
affected the decision-making process prior to the inpatient
treatment.

And then my husband said, “Enough is enough!” I was
completely exhausted and he said “It can’t go on like
that.” My sister was also putting pressure on me to go
inpatient. [P1]

Even the children said “Mommy, you’re starving your-
self to death.” They also realized that I wasn’t able to do

the household anymore.

The participants differed regarding the number of named
parties involved in the decision-making process prior to the
current treatment. Most participants (n=16) named only one
party who was involved, while some (n=6) named two parties
and a few (n=2) stated that there were three parties involved.
The different involved parties named by the participants are
shown in Figure 1.

Patients’ preferred role in the decision-making process
Most participants (n=18) expressed that they generally want
to take part in medical decisions and prefer SDM between
clinician and patient (collaborative role), which was also
expressed regarding the decision for the current inpatient
treatment.

I mean, regarding the real medical decisions, I cannot make

a decision on my own. But I always think it’s good to be

informed as much as possible about the existing options
and get involved into the decision-making process. I think
fifty-fifty is pretty good. [P17]

Some (n=5) stated that they generally do not want to
participate in medical decisions and also did not want to be
involved in the present treatment decision, preferring the
clinician making decisions alone (passive role).

Definitely the doctor should decide by himself, because
one’s own ability to think and to decide is extremely
limited by attitudes and personality. Of course every case
is individual and it depends on one’s disease. Take me, for
instance — due to my anxiety disorder, | was scared a lot.
In that case I think it helps when the doctor says “Do this,
do that.” [P12]

One participant stated that the patient should generally
make medical decisions on his own (autonomous role) but
still needs information from the clinician, which he also meant
regarding the decision for the current inpatient treatment.

My attitude is that first, [ have to see for myself. Of course,
if you realize that you are not alright, you have to talk to a
doctor about it and you need information. But the decision

remains mine to make. [P§]

Patients’ perceived role and satisfaction with involvement
Regarding the participation in the decision-making process
prior to the current inpatient treatment, the majority of the

Involved persons/parties
named by participants

One Two Three
(n=16) (n= (n=2)
A A 4
Psychotherapist Psychotherapist+general General practitioner+
(n=5) practitioner (n=3) psychotherapist+

social insurance

Medical specialists
(n=4)

Psychotherapist+medical
specialist (n=1)

carrier (n=2)

General practitioner
(n=3)

Social insurance carrier+
medical specialist (n=1)

Social insurance
carrier (n=4)

Family members+
general practitioner (n=1)

Figure | Persons/parties involved in the decision-making process regarding the treatment setting named by the participants.
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participants (n=18) reported that they were involved in the
decision. Most of them (n=14) said that they were satisfied
with their collaborative role and the extent they were involved
(Figure 2).

The decision for doing an inpatient treatment has been dis-
cussed together with me, just like the application process.
I also discussed this with my family, my wife and then
I started the process. I was totally fine with that. [P16]

Some of these participating patients (n=4) stated that they
were not satisfied, because they would have needed more
information to be able to participate adequately and would
have wanted the clinician to be more active and supportive
in the decision-making process.

I would have preferred the doctor to be more active instead
of just pointing out a single option of inpatient treatment
and then leaving me alone with the decision whether to do
it or not. [P16]

On the other hand, some participants (n=6) reported that
they did not participate in the decision-making process. Some
of these participants (n=3) stated that they were satisfied
with their passive role of not being involved in the decision
because of their high burden of mental disorder.

If your disease is mental, you don’t really care. You just want
somebody to help you. I think, I would’ve done everything
the doctor had told me. Like, run around the Christmas tree
with the drum-I would have done it. [P13]

Due to my helplessness I didn’t know, whether what he
said was reasonable or not or whether that’s what I needed.
I couldn’t decide on that. [P10]

But I guess the situation is quite irregular if your psyche
is so frail, you’ve completely lost your inner sense of com-

petence. I don’t think I could have handled somebody just

telling me the options and letting me decide—I might just
have been unable to decide. [P10]

Some of these participants (n=3) not involved in the deci-
sion reported that they were not satisfied, as they would have
wanted to participate more in the decision-making process.
These patients said that they felt like they did not have a
choice regarding the treatment decision as a noncommitment
to the inpatient treatment would have had negative conse-
quences for them, for example, losing insurance coverage.

The decision was already made, since the health insurance
refused to cover the costs for sick leave. That was not a
shared decision. I don’t endorse them being like “Either you
do it or you lose your payment.” Entire existences depend
on this decision. [P4]

Matching between preferred and perceived role in
decision-making process

Overall, it can be stated that in the majority of cases (n=19),
the patients’ preferred role was congruent with the perceived
role. Some patients (n=>5) reported a mismatch. Some of these
patients (n=3) preferred more participation in the decision-
making process than perceived, of which one patient was not
satisfied and two patients were nevertheless satisfied with
the extent they were involved. Others (n=2) preferred less
involvement than perceived, but despite the mismatch both
patients were satisfied with the extent they were involved.

Information process

Patients’ satisfaction with information regarding

treatment options

Some participants (n=8) reported that they were informed
about the treatment options and the respective pros and cons
of the different treatment settings by a clinician, some (n=3)

Satisfied (n=14)

Participation
(n=18)

Participation in the
decision-making
process (SDM)

Not satisfied
(n=4)

Satisfied (n=3)

\ No participation

(n=6)

ANRVAN

Not satisfied
(n=3)

Figure 2 Participation of patients and satisfaction with the perceived role in the decision-making process.

Abbreviation: SDM, shared decision-making.
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stated that they were informed by their general practitioner,
others (n=3) by a medical specialist, and some (n=2) were
informed together by their general practitioner and psycholo-
gist. Of these informed patients, some (n=6) stated that they
were satisfied with the information they received, whereas
others (n=2) did not feel sufficiently informed or, in retro-
spect, seemed to be ambivalent (Figure 3).

I was satisfied with the information received from my doc-
tor. On the one hand he explained why the inpatient treat-
ment would be the best option in his opinion, but he also
pointed out that I could alternatively choose a day hospital,
possibly even close to my home [...]. Taking into account
outpatient therapy didn’t work out and that my previous
experiences with inpatient treatment were positive, my
decision was clear. [P2]

Well, I talked to my therapist about the options I have,
but I felt as though she wasn’t too informed or didn’t even
know all the options there are, from what I heard about
it. [P1]

The majority of the participants (n=16) reported that
they received no or very little information regarding treat-
ment options. Many of these participants (n=10) stated
that they were not satisfied as they did not feel sufficiently
informed.

I felt a strong lack of information. I had to look everything
up by myself. I think you need information. Or maybe
there are some that don’t want the options, that are glad
being told what to do and where to go, but not me. I want
to know all about it. I was wishing for more support and

detail regarding that matter. [P17]

Some of them (n=6), on the other hand, stated that they
nevertheless were satisfied and did not require more infor-
mation, either because they already had information and

experiences from previous treatments (n=5) or because of
lacking ability to process information because of the high
burden of mental disorder at that time (n=1).

I: Would you, retrospectively, wish to have received more
information?

No, I was at a point where I was simply happy to have
a treatment at all and was able to calm down, finally. From

my point of view, that was okay. [P21]

Decision aid

Patients’ perceived usefulness of a decision aid

In response to the question if they might have benefited
from having more information about different treatment
options, for example, in the form of a decision aid, most
of the patients (n=19) stated that a decision aid might have
been helpful for them prior to the decision for the present
inpatient treatment.

A decision aid would definitely have been helpful. I'm
imagining a brochure or something, where the different
treatment options are shown and explained. I think that
would have contributed to not feeling as overwhelmed and
helpless. Having a list of options is always good when it

comes to making decisions. [P10]

Some participants (n=5) reported that a decision aid
would not have been helpful for them. Two participants
explained that they had no need for information, because
of previous treatment experience, but stated that it might be
helpful for others with no experience.

Not for myself, no, but I reckon there are patients it would
be helpful for. Just to explain how it’d look like, what the
daily routine would be like or what the differences between
outpatient psychotherapy, day clinics or inpatient treatment
are. [ would like that. [P2]

Satisfied (n=6)

Information
received (n=8)

Information
regarding
treatment options

Not satisfied
(n=2)

Satisfied (n=6)

No information
received (n=16)

Figure 3 Satisfaction with information regarding treatment options.

Not satisfied
(n=10)

TANRVAN
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One participant said that information in the form of a deci-
sion aid would have been an additional burden for him.

Maybe if you touch the general aspects, but in my opinion
too much information can be a burden. Since we’re here
because of mental reasons, your head is filled with all of
that and getting even more on top. I mean it’s not your leg
that’s broken, dealing with your head is burden enough and

it just makes everything harder. [P14]

Another participant explained that he did not need any
information, as he generally trusts his clinician completely
and had no interest in participating in the decision-making
process. One participant described that a decision aid pro-
viding “theoretical” information would have been “useless”
for him and that only “something practical,” for example, a
“taster week,” would have been helpful regarding the treat-
ment decision.

Information that should be included in the decision aid

Of'those participants indicating that a decision aid might have
been helpful, many (n=14) stated that a general description
of the different outpatient and inpatient treatment options,
which are known to be effective (psychotherapy and phar-
macotherapy), should be included in the decision aid. Many
participants (n=14) said that specific information regarding
the different treatment settings, like duration and intensity
(n=7) or type of therapy, content, and aim (n=9), would be
important for them. Some participants (n=10) described a
need for information that helps to decide individually, which
treatment setting is adequate for a certain disorder with a

certain degree of severity. Some patients (n=8) said that it
would be helpful for the individual decision to have a list
of advantages and disadvantages regarding the treatment
setting related to specific patient characteristics (eg, type of
disorder, severity, living conditions). Some participants (n=3)
suggested to include experience reports of former patients
in the decision aid as they might have benefited from that.
In Table 3, we summarized the participants’ information
needs in the form of questions that should be answered in a
decision aid that intends to help patients to decide between
different treatment settings.

To be able to distinguish between all these different forms
of outpatient psychotherapy would be great. I mean there is
behavior therapy, conversational therapy, psychodynamic
psychotherapy, gestalt therapy. There are so many different
ways to do it. What is it exactly, is it depth psychotherapy,
where they are going to poke around in your childhood,
or is it behavior therapy, where you get suggestions and
measures, so what happens there? [P7]

It’d be important to know what the different methods
are aiming at and what situation the patient needs to be
coming from. To be able to say “so I’'m about this sick as
stated here so that’d mean this kind of therapy would be
the best” [...] For them to point out the best therapy for a
certain set of symptoms. [P10]

1 was hoping to receive more information about the
differences between inpatient and outpatient treatment. The
same goes for day clinic. I found it difficult to figure out the

differences in goals and organization. [P19]

Table 3 Information that should be included in a decision aid from patients’ perspective

General information about mental illness and e Do | have a mental disorder?
access to treatment e Who can | turn to for help?
General description of effective treatment e Which are the effective treatment options?
options (psychotherapy and pharmacotherapy) e Who offers the treatment?
o In which setting is it implemented?
Specific information regarding the different e Which are the aims of the different treatment settings?
treatment settings (outpatient and inpatient) e How long does the treatment in the different settings take?

e What does the treatment contain depending on the type of therapy?

e Who pays for the treatment?

e What do | have to do before | can start a treatment in a certain setting?
e How long do | have to wait until the treatment starts?

e What happens at the end of the treatment?

e How do | find a treatment located nearby?

Information regarding the individual decision e Which treatment setting is adequate for whom (eg, depending on the type of disorder
and degree of severity)?
e Which are the advantages and disadvantages regarding the different treatment settings
related to specific patient characteristics (eg, type of disorder, severity, living conditions)

e Where can | find experience reports of former patients?

Is it possible to include burdened relatives in the treatment process?
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Discussion

This study aimed to identify specific information and
decision-making needs of patients with mental disorders prior
to the decision for a certain treatment setting as a prerequisite
for the development of a high-quality PtDA.

We conducted individual semi-structured interviews with
n=24 patients with mental disorders in three psychothera-
peutic inpatient routine care units. Our qualitative approach
resulted in a detailed insight of the patients’ preferred and
perceived role in the decision-making process prior to their
current treatment, the satisfaction with the received infor-
mation, and their information needs, especially with regard
to information that should be included in a PtDA. Whereas
previous research on patients’ information needs and
decision-making preferences referred more to treatment
options in general, the present study focused on the decision
for a certain treatment setting, providing new insights into
the current state of decision-making in the care of mentally
ill patients.

In line with existing research,'”? the majority of the
participants interviewed in our study generally prefer a col-
laborative role regarding medical decisions. Patients wanted
to be involved in the decision-making process prior to their
current inpatient treatment and reported high information
needs regarding treatment options in order to feel empow-
ered to participate adequately in the decision for a certain
treatment setting.

However, it is worth noting that some patients did not
want to be actively involved in the decision, which is also
known from previous studies indicating that patients’ pref-
erences for participation vary and patients’ preferred and
the perceived role in medical decision-making often do
not match.'>* In our study, some patients stated that they
preferred a passive role in the decision-making process
prior to the current inpatient treatment and did not want to
receive information, because of lacking the ability to process
information because of their high burden of mental disorder
at this time point. Similar results were found in a qualitative
focus group study, in which the participants reported that
in crisis situations and phases of high disease severity they
preferred leaving decisions to their caregiver as they had dif-
ficulties to understand the information they received, which
made them feel ashamed and behave passive.* Patients
preferring a passive role might be affected by a more severe
mental illness and, therefore, probably need even more
support regarding the treatment decision. Previous research
showed that SDM also leads to improved outcomes in severe
mentally ill patients indicating that high symptom severity

is not a barrier to SDM.'®?! As SDM does not aim at forc-
ing patients to be active decision-makers but rather offers
them a choice, this might lead to increased involvement and
reduced stigma.'®

Although the decision for the current inpatient treatment
seemed to be comprehensible for all participants and the
majority reported to be satisfied with the extent they were
involved, only a few participants in our study felt informed
about treatment options. One explanation for this surpris-
ing finding could be social desirability. Here, it might be
less accepted to admit that one has not participated to the
desired degree, for example, because of staying passive and
just doing what the clinician said without knowing why, as
this might feel more like one’s “own fault,” than to state
that the caregiver just failed to give enough information.
The extent of satisfaction probably also depends on patients’
expectations and the congruence between the preferred and
the perceived role in decision-making process. The fact that
in our study only a few patients (n=5) reported a mismatch
between preferred and perceived role might also be a reason
for the high satisfaction. It can also be assumed that patients
were satisfied with the decision-making process even though
they were not sufficiently informed, because they just did
not know that there might have been other treatment options
besides inpatient treatment. Another explanation might be
that 83% of the patients in our sample already received psy-
chotherapeutic treatment in the past and, therefore, might
have already been informed regarding different options from
previous treatment experiences.

The fact that the participants were interviewed retrospec-
tively when they already started inpatient treatment could
also be a reason for this contradiction as it might have led
to distortions. We know from previous research® that the
outcomes of studies, measuring decision-making preferences
prospectively or retrospectively, differ. It is possible that
patients who are satisfied with their current treatment also
perceive the preceding decision-making process as satisfying
retrospectively, while they might have been less satisfied if
we would have asked them right after the decision and before
the current treatment started.

Limitations

Even though the qualitative approach enabled us to gather
valuable in-depth information, the reduced generalizability
needs to be mentioned as a limitation. To increase the external
validity and support valid transferability to real-life health
care, patients were recruited consecutively from three differ-
ent care units after being screened for the inclusion criteria.

Patient Preference and Adherence 2018:12
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However, we did not comprehensively include patients with
diagnoses from the whole spectrum of mental disorders, for
example, delusional disorders or schizophrenia. Further-
more, the implementation and analysis of semi-structured
qualitative interviews involves multiple subjective decisions.
Objectivity might be limited, although the interviews were
conducted and coded by two different raters and the category
system was discussed several times in the research group
in order to minimize subjectivity. Due to the retrospective
design of this survey a memory bias also cannot be ruled
out. Our sample might also be prone to selection bias as we
cannot provide data regarding nonresponders.

Implications

In this study, we interviewed patients currently in inpatient
treatment regarding the preceding information and decision-
making process. Further research is needed to provide data
also for other outpatient or partly inpatient day care treatment
settings (eg, also differentiating between acute and rehabilita-
tion treatment). As the German health care system differs from
the systems of other countries, especially regarding treatment
settings, transferability of our results to other countries and
institutions also needs to be verified in further international
studies. Future research should also consult relatives of patients
as relatives are often involved in the decision-making process
as well. Furthermore, interview guides of future studies may
also consider system-related, social and cultural influences as
these might affect patients’ preferences as well.

As preferences for participation vary among patients
and also depend on the current intrapersonal mental state,
a flexible approach is needed to meet patients’ individual
wishes and needs in the course of their illness. Health
care professionals should be sensitive because especially
patients with high symptom severity often remain passive,
but probably need even more support, for example, by being
involved and receiving information in a patient and easy-to-
understand manner.

The identified patients’ information and decisional priori-
ties in our study also serve as a prerequisite for a PtDA we
are currently developing. The PtDA aims to help patients and
caregivers regarding the decision for an adequate treatment
setting. Besides concrete contents that should be included,
a possible structure and way to present the desired infor-
mation could also be derived from the data. The patients
wished to receive answers to specific questions regarding
the different settings, but also wanted to be informed about
mental illnesses in general. Here, one possibility could be
to present general information in a continuous text and the

desired specific information in the form of “frequently asked
questions (FAQs)”, for example, in a tabular comparison of
the different settings. After developing the PtDA, a survey
with experts from the field of treatment and research will be
conducted for further evaluation. Subsequently the PtDA
will be discussed and evaluated in patient focus groups
regarding comprehensibility and clarity, acceptance, and
practical utility.
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