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Abstract

Background: Non-adherence is a major public health problem despite treatment advances. Poor drug adherence
in patients with psychosis is associated with more frequent relapse, re-hospitalization, increased consumption of
health services and poor outcomes on a variety of measures. Adherence rate in patients with first episode psychosis
have been found to vary from 40 to 60%. However, most previous studies have addressed the consequences of

non-adherence rather than its potential causes.

The purpose of this study was, therefore, to investigate experiential factors which may affect adherence to medication
in adults with psychotic disorders, during the 24-month period after the onset of treatment.

Methods: Twenty first episode patients (7 male, 13 female) were included in our qualitative sub-study from the
ongoing TIPS2 (Early Intervention in Psychosis study). Each person participated in semi-structured interviews at
2-year follow-up. All had used antipsychotics, with some still using them. Data were analyzed within an
interpretative-phenomenological framework using an established meaning condensation procedure.

Results: The textual analysis revealed four main themes that affected adherence largely: 1) Positive experiences
of admission, 2) Sufficient timely information, 3) Shared decision-making and 4) Changed attitudes to antipsychotics
due to their beneficial effects and improved insight into illness.

Conclusion: Patients reported several factors to have a prominent impact on adherence to their antipsychotics. The
patients do not independently choose to jeopardize their medication regime. Health care staff play an important role
in maintaining good adherence by being empathetic and supportive in the admission phase, giving tailored
information according to patients’ condition and involving patients when making treatment decisions.

Background

Antipsychotic medications have proven to be efficacious
in the acute stage and short-term treatment of psychosis.
Most studies have found missing drug regimens and
poor adherence to be associated with increased risk for
relapse and re-hospitalization, along with increased con-
sumption of health services, poorer quality of life and
worse prognosis as measured by rates of remission and
long-term recovery [1-5]. Long-term use of antipsychotics
have been associated with brain volume reduction and
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supersensitivity of the dopamine D2 receptor [6]. How-
ever, no clinical trial have so far answered the question of
whether antipsychotics adversely affect the long-term
course of the illness. Most patients with schizophrenia
seem to improve on antipsychotics, but for the individual
patient the beneficial effects have to be balanced against
potential side-effects [7-9].

Rates of adherence to antipsychotics during the first-
episode psychosis (FEP) vary across studies, but overall
findings indicate that approximately 40-60% of patients
fully adhere [10-13]. Adherence is commonly considered
“good”, or patients are described as “adherent”, if they use
at least 70-80% of their prescribed medication [14, 15].
Non-adherence is still considered a significant public
health problem despite treatment advances [16, 17].
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Shared decision-making has become a stated priority
in medical treatment in an attempt to increase adher-
ence, subjective empowerment and reduced use of com-
pulsory treatment [18, 19]. In somatic healthcare, shared
decision making has already been found to be beneficial
to adherence [20]. However, few studies have investi-
gated the effects of shared decision-making in mental
healthcare settings [21]. Although clinical guidelines rec-
ommend professionals to take into account patient opin-
ions when choosing antipsychotic medication (AP) [22],
these guidelines are not well implemented [23].

For a patient to accept the idea of long-term drug
treatment involves a series of complex decisions with
many potential pitfalls [24]. Most studies investigating
aspects of non-adherence have focused on consequences
rather than its causes. However some studies have stud-
ied different reasons of non-adherence which could be
either medication-related like adverse effects and lack of
efficacy, patient’s related linked to personal choices or
disease-related factors [25, 26]. Increasing the knowledge
of patients’ subjective experiences with antipsychotics
would broaden our horizon to understand adherence
issue better.

Aim of the study

To investigate the subjective experiences and attitudes
of patients with first episode psychosis with regard to
adherence to antipsychotic medication during the first
two years following of treatment.

Methods

We used a thematic analytic approach [27, 28] within an
interpretative-phenomenological framework [29, 30]. In
this study, the interpretative element implies that data
were generated from a reflexive dialogue between partic-
ipants and researcher throughout the interview. The
phenomenological element entails that significant know-
ledge was collected from individuals with lived experi-
ence of mental health problems, and that the central
aim was to discover and interpret the meaning of such
experiences within their broader contexts [31]. This
study was approved by the Regional Ethics Committee
in Norway (2015/72/REK vest). Written informed con-
sent was obtained.

Sample and recruitment

Participants were recruited from the ongoing TIPS-2 study
(early intervention and treatment of psychosis), a naturalis-
tic follow-along FEP study based in South-Rogaland,
Norway, which began inclusion in 2002. Detailed descrip-
tions of the inclusion criteria and methods have been
published elsewhere [32, 33]. Individuals included in
the TIPS-2 study met the following criteria: living in
the catchment area (Rogaland county); age 15—65 years;
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meeting the DSM-IV criteria (as measured by The
Structured Clinical Interview (SCID) for the DSM-IV
Axis 1 Disorders) [34]; Being actively psychotic, was de-
fined; as measured by a Positive and Negative Syndrome
Scales (PANSS) score of 4 or more on at least one of posi-
tive subscale items 1 (delusions), 3 (hallucinatory behav-
iour), 5 (grandiosity), or 6 (suspiciousness/persecution) or
general subscale item 9 (unusual thought content) for at
least 7 days, being actively psychotic, as measured by a
Positive and Negative Syndrome Scales (PANSS) score of
4 or more on at least one of positive subscale items 1 (de-
lusions), 3 (hallucinatory behaviour), 5 (grandiosity), or 6
(suspiciousness/persecution) or general subscale item 9
(unusual thought content) for at least 7 days [35, 36]; not
previously receiving adequate treatment of psychosis, was
defined as “the start of structured treatment with anti-
psychotic medications (defined as antipsychotic medica-
tion of > 3,5 haloperidol equivalents for > 12 weeks or the
start of hospitalization in highly staffed psychiatric wards
organized to manage disturbing psychotic symptoms, not
having received previous adequate treatment for psychosis
or until remission of the psychotic symptoms)” [36]; no
neurological or endocrine disorders related to the
psychosis; understand and speaking a Scandinavian lan-
guage; IQ < 70; and being able and willing to give in-
formed consent to participate. The service-users agreed
to baseline assessment and follow-up after 3 months,
and 1, 2 and 5 years.

In this sub-study, participants were recruited consecu-
tively when attending their 2-year follow-up sessions
(calculated from inclusion date in the TIPS-2 study).
Based on these assessments, only participants who had
used antipsychotic medication were included. Twenty-
six eligible candidates were contacted. Out of these five
participants refused study participation and we were un-
able to obtain to consent from a sixth person. Sample
size was decided on the basis of stability of findings,
reviewed after 14 and 17 participants [37]. We stopped
recruiting after including 20 participants, as we consid-
ered the last two interviews to not contribute substan-
tially new information.

Measures

SCID was used for diagnostic purposes. Psychosis
symptoms were measured with PANSS. The Lehman
Quality of Life Interview—brief version (L-QoLI) [38]
was used to evaluate objective and subjective measures
related to quality of life [39]. In our study, patients were
assessed, by patient self-report, as to adhere to their
medication if they followed their physician’s recom-
mendations for at least 6 months prior to the 2-year
follow-up, although adherence prior to this might have
been irregular.
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Interviews

Interviews were conducted between June 2015 and
January 2016. A semi-structured interview guide [40]
was developed based on a collaboration between one
recovered service-user counselor and the researchers,
as well as literature regarding antipsychotic medication
and adherence. The interview guide provided a list of
key questions covering pre-defined themes such as;
present and previous medication use; perceived medica-
tion effects; involvement and collaboration regarding
use; information; safeguarding by professionals; adher-
ence. Each theme was introduced with an open-ended
question, for example, “Can you tell me about your ex-
periences using antipsychotic medications?” The ques-
tions were followed-up depending on how much the
participant elaborated. We tried to encourage partici-
pants to relate their experiences, asking questions such
as, “You say that antipsychotics were particularly help-
ful in the acute phase, can you add some details on this
please?” To capture topics not adequately covered by
the interview, participants were invited at the end of
each session to provide any information, which had not
yet been elicited.

Pilot interviews were conducted with three FEP pa-
tients. The first author conducted all interviews, 18 of
these at Stavanger University hospital, and the remaining
two in participants’ homes. Interviews were audiotaped
and transcribed verbatim for the purpose of analysis.
The mean time and range of each interview: Mean:
51 min (range 36—74 min).

Analysis

With a particular focus on experiences concerning
antipsychotic adherence, semantic analysis employed a
meaning condensation procedure [28] involving the
six-steps presented in Table 1 [41]. To strengthen the
credibility of the study, four researchers conducted the
six-step procedure independently. Further, during five

Table 1 Steps of Text Condensation
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collaborative meetings this group of researchers com-
pared their interpretations, agreed on themes with ac-
companying quotes, and validated the findings by
consensus decision [37]. In the collaborative meetings
we had a particular focus on steps four to six presented
in Table 1. To overcome possible disagreement in the
analytic process we agreed on the following decision
rules in the preparatory phases of the study: 1) Resolve
minor disagreement utilizing the principle of parsimo-
niousness (i.e. Occam’s razor: when two competing
theories make exactly the same predictions, the simpler
one is the more likely). 2) To resolve major disagreement
we applied i) an inductive principle using the raw data as
a compass, aiming to select the descriptions most closely
reflecting the experience of the phenomena at issue. ii)
Further we applied the principle of the best argument as
described above.

Results

Demographic and clinical characteristics of participants
at baseline and after two-year follow-up are presented in
Table 2. Fourteen (70%) of the included patients had no
earlier psychiatric treatment history prior to the present
episode.. Four patients had 1 earlier hospital stay, two
patients had 2 stays and one patients had 4 hospital stays
before first treatment for psychosis. (Mean length of
these stays was 1.78 weeks). Most common earlier diag-
nosis was mild depression.

The textual analysis resulted in four related themes,
reflecting FEP patients’ experiences over the last 2 years.
We refer to 14—19 participants as ‘most, 8—13 as ‘many,
and to 3-7 as ‘some’ participants.

Admission as a crucial stage

Most participants experienced admission in psychiatric
wards to be a difficult and protracted process. It seems
that the first meeting with the staff had a significant

1. Becoming familiar with the data through thorough reading and re-reading of the transcribed interviews. Further, interviews were analyzed paragraph
by paragraph to form a main impression of the experiences of the participants and to identify meaning units. A meaning unit is a basic text
section that encapsulates one aspect of meaning as it relates to the experience of the informant and is identified by a spontaneous shift in

the meaning of the text [41].

2. Generating initial codes. A code consists of a coherent set of ‘meaning units’. These were further divided and sub-divided into groups.

3. Searching for and developing candidate themes and sub-themes. A this stage a theme was defined as a verbalization capturing a set of important
codes of the data in relation to the research question, representing a patterned response in the data set. Remaining themes were set aside at this
phase in a separate category for the purpose of being further analyzed and incorporated when appropriate.

4. Reviewing themes to develop a coherent thematic map and considering the validity of individual themes in relation to the data set. This is a
process of checking that the suggested themes, on a semantic level, actually reflect the raw data.

5. Defining and naming themes: Further refining and defining themes, identifying the essence of themes, identifying subthemes and summarizing
the contents of the main themes into what each researcher considered to best represent participants’ experiences. When our refinements no
longer added substantially to the themes, the analytic process was closed.

6. To determine the relevance of a particular theme we both counted the frequency of the relevant meaning units combined with our interpretation of

how central the theme was perceived to the recovery process.




Yeisen et al. BMC Psychiatry (2017) 17:299

Table 2 Demographic and clinical characteristics of participants

Baseline 2 year follow up
Gender
Male (n) 7
Female (n) 13
Mean age (range) 24.6 (16-40)
Diagnosis (n)
Schizophrenia 6 6
Schizoaffective disorder 2 3
Affective psychosis with 1 2
mood-incongruent features
Delusional disorder 2 2
Psychotic disorder NOS 6 4
Drug induced psychosis 3 3?
PANSS mean (range)
Positive symptoms 18.7 (11-29) 104 (7-16)
Negative symptoms 16.6 (7-33) 9.1 (7-15)
General symptoms 36.4 (21-50) 244 (16-36)
Total symptoms 717 (46-112) 439 (30-63)
Number of Hospital b admissions 25 (1-7)
mean (range)
Total time in hospital B(mean 338 (2-104)
weeks) (range)
QLF at 2 year follow-up®
mean (range)
Evaluation of own health 36 (2-5)
Health in general 45 (2-6)
Physical condition 3.9 (2-6)
Emotional well-being 46 (3-7)
Life in general (repeated? question) 49 (3-7)

At two year follow up these patients fullfilled DSM-IV citeria for 305.90 (Abuse)
PPatients’ satisfaction with different aspects of own life (Subjective Quality of
Life) as measured by the “Delighted-terrible” scale

1 = Terrible - 7 = Delighted.

“patient from baseline to follow-up

impact in giving a sense of powerlessness in some pa-
tients rather than compulsory admission itself.

“I didn’t really have much that I could say”. “It was
more like” “Now we are going to do this” and “Now we
are going to do that’.... “So I had to do things their

»

way

Compulsory admission was perceived as a particularly
unpleasant experience, as it was seen as adding to the
mental exhaustion caused by participants’ psychotic con-
dition. Many patients retrospectively reported lack of
insight (caused by their psychotic condition) at the time
of admission, which caused a discrepancy between per-
ceived symptom levels and symptom level assessment
made by psychiatrists. This discrepancy was seen to
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cause resistance to hospitalization and reduced the will-
ingness to adhere to AP treatment.

Also, many participants described a feeling of being
left to their own devices during the initial phase of their
stay. A perception of isolation (e.g. I was sitting alone in
the room at the ward), being prohibited from exiting the
ward, delay of medical assessment and lack of time with
consultations during the first 2-3 days were all experi-
ences highlighted as particularly challenging and de-
scribed to reduce adherence to AP after discharge.

“It was a nightmare, like you were imprisoned in the
hospital, you can’t get out. It was quite a disgusting
experience... ‘No, you can’t go outside today anyhow,
there is not enough staff to do this. They could have
talked to me about it as an equal human being in a
way. Rather than saying ‘No’. They did not have a
conversation with me. They let me just sit there in my
room. How could they get to know me when they
didn’t talk to me? I felt neglected. It was very
frustrating. So I decided to discontinue my AP
immediately after discharge”

Having to remain at the hospital against their wishes
also had a negative impact on their adherence to AP.

“I was so tired of taking my AP because I'd been
staying in psychiatry [a psychiatric ward] for almost
one year and I used AP the entire time. I felt that I
had no control over anything when I was there, so I
took control over my medication when I was
discharged and stopped taking them”

On the other hand, some patients saw admission as
necessary to counteract a severe psychotic condition.
These patients were mostly satisfied with their stay and
the care provided by the staff. They felt safe and warmly
welcomed, perceiving staff members as supportive and
open-minded. This gave a perception of being safe-
guarded, which made it easier to communicate their dif-
ficulties. Such an inclusive atmosphere was perceived to
facilitate their endorsement of treatment as well as ad-
herence to antipsychotic medication recommendations.

“I'm very satisfied with the treatment I received. I
got a lot of help. I felt very safe on the ward. I
trusted NN (psychiatrist). She was fantastic ... all
the staff was actually like that.... I was difficult to
deal with, I must admit, I wasn’t a very easy
patient. I wasn’t violent, but I refused everything
and initially I didn’t want to take any medicine.
Nevertheless, they were able to convince me. I
decided to use my AP for one or perhaps two years,
then I thought I would be able to sustain myself



Yeisen et al. BMC Psychiatry (2017) 17:299

without it (AP). I will adhere to my doctor’s
recommendation”

Sufficient information at the right time

Most participants described getting insufficient informa-
tion about effects and side effects of the AP they were
initially allocated to. They saw this as particularly crucial
in the early stages of the illness. For most participants,
insufficient information evoked negative emotions such
as frustration and anger, resulting in unfavorable alli-
ances with staff which subsequently and reduced their
adherence to AP.

“The psychiatrist gave me rudimentary information
about my medication. However, I remember that I went
online and I looked for more information, I remember
very well a situation when I just had increased the dose
of my first AP. This led to suicidal thoughts and I
proceeded to cut myself. Afterwards they informed me
that this was a side effect of the medication. This hurt
me a lot when I think about it. They had given me
something wrong. I thought this is not my fault; it is the
medicine’s fault and the doctor’s fault because he had
not informed me about this side effect. I remember that
1 felt that I had received inadequate information. 1
made the choice not to use any sort of AP medication”

Contrary to this, some of the participants felt that they
got thorough information from professionals about AP
effects and the most common side effects. These pa-
tients stated that they remembered the conversation
with their psychiatrist about their AP at the acute stage.
This type of information was linked to favorable adher-
ence, reduced stress levels and helped patients cope with
medication side effects.

“I understood that they wanted me to try the
medication. However, I think it is very important, that
1 should know about the side effects prior to use. I also
had a medication counselling session where it was
presented that the side effects were not strong at all,
that these pills would have no serious consequences,
and that it was fine to use them. So I decided to use
them, and I've used them ever since”

Most patients sought information about AP on their
own, in most cases using online information sources.
This approach was perceived to reduce stress, increase
control and gave a perception of involvement and influ-
ence with regard to the process of initiating AP. In most
cases, such approach increased adherence.

“I've obtained a lot of information regarding the
medication I used from the psychiatrist. I read the
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leaflet, I read a lot. Even though I didn’t understand
all of it, I felt a sense of security from reading through
it”

Other recovered or non-recovered patients were consid-
ered by most participants as to be a particularly credible
source of information about AP. First-hand experiences of
other patients of using medication was seen as a decisive
factor for trusting their advice. Also, seeing other patients’
physical and psychological reactions to medication af-
fected participant adherence. If they perceived information
about AP from staff as unclear, they often sought advice
from peers. Other patients’ positive experiences with AP
use could increase medical adherence and vice versa.

“They gave me three options, one of which my friend
had used in the past, and therefore, I didn’t want to
use it, because I saw how it affects him... In addition, 1
heard that it caused a lot of weight gain and stuff like
that, so I refused to use it.”

“The staff gave me information about my AP; however,
I didn’t fully understand everything, so I attempted to
talk with patients at the ward. I asked questions
regarding how they reacted when they took their
medicine... if it helped them sleep and what time they
took it (e.g. before or after meal) and stuff like that.
This made it much easier for me to learn about my
medication”

Information about the expected duration of AP use
was unclear for most participants. Psychiatrists failed to
present a timeframe in the beginning of the AP course
as well as later. This was a source of concern for many,
because they felt a need to know when they were going
to be considered as recovered and able to cope without
medication.

“I tried to ask in the beginning for how long I would
have to use this AP; however I had to give up, because
I did not get any answers. They just said I should take
it. When I asked for how long they just repeated their
answer. They didn’t want to tell me, and that is
actually very peculiar... It is fine that they were not
sure, but it must be possible for them to tell me that
the majority of psychotic patients use AP for one year,
two years or half a year”

Some patients got information about expected dur-
ation. This was perceived as having a positive influence
on adherence.

“I asked the psychiatrist what he assumed would be
the duration of my using APs. Also I had a dialogue
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with my General Practitioner after discharge, and she
stipulated minimum 6 months to one year. When I
became stable she said “it’s time for discontinuing your
AP’ so I used it for less than one year. This was my
wish from the beginning I told the physician that I
would not like to use AP longer than necessary,
because I usually don’t like to take any type of
medicine”

A plea for shared in decision-making

Some patients reported being given the opportunity to
decide which AP they could use. Some patients whom
reported not being presented with a choice, retrospect-
ively perceived this to be due to reduced or poor insight
during the acute phase, recognizing this as a particular
challenge for individuals with psychotic symptoms. How-
ever, lack of involvement reduced trust in staff as well as
adherence in most cases.

“They didn’t ask me what type of medication I wanted.
I think that this was unfair of them. They said I could
try it, and if I wasn’t satisfied with it, I could switch to
another type of AP. They just prescribed it and they
expected me to use it.”

Most participants expressed a wish to be more in-
volved in the choice of AP. They believed that this type
of cooperation would increase ownership of their treat-
ment. They wished to be treated as individuals and
unique human beings, and not after a standard norm
without distinctive features.

“They didn’t offer me for example three medicines to
choose from .... What are the advantages and
disadvantages of each, and then I could have made
more deliberate choice. I've only been offered one type
and they said ‘this will help you’. Although they have
competence, this doesn’t mean that they know it will
help me. I'm not like just anyone else”

Patients also reported a lack of involvement in
decision-making when switching to a new AP. Although
patients did not participate actively in decision-making,
they were aware of the causes for switching, which were
lack of efficacy and side effects. Perceived lack of in-
volvement was tied to lack of adherence.

“I was not involved in the decision making at all. I
have always felt that they prescribed medicine to me
without asking me, and when they switched to another
one, they told me that first, we are going to decrease
the dose of this one and that we then are going to start
with a new one. I feel that I never played a part in the
decision making concerning my own medication that I
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can’t decide what medicine I want to use.... This
summer I've stopped taking any medication... and 1
think that I will not use medication any more. I don’t
want to start with a new one either. I feel that starting
up with a new medicine is a tiring experience; I notice
it in my body.”

Attitude to antipsychotics echoes beneficial effects and
illness insight

Most patients perceived AP as necessary to alleviate
psychosis symptoms and subsequently normalize their
mental health state.

Poor insight into their illness during the acute phase
was perceived as making it harder for most patients to
commit to any treatment, including AP treatment. How-
ever, as insight increased throughout the course, most
patients reported increasingly recognizing the severity of
their problems, and also that AP was a possible solution
to reduce symptoms. The development of this attitude,
resulting from increased insight, involved for many a
more positive attitude towards AP and also thereby in-
creased adherence.

“When I was admitted to the psychiatric ward I was
prescribed AP medication. I didn’t want to start using
them. It took quite a long time before I realized that I
was sick, and I noticed somehow that I didn’t have the
opportunity to be like everyone else, whom can work
and choose which school they want to go to... so I
thought, yes I want to continue to take medicines, so 1
could function in the best way I can.”

Some participants stated that they had an attitude of
cautiousness and skepticism to all types of medicines,
even before they became psychotic. For some, this made
it difficult to listen to psychiatrists’ advice and adhere to
recommendations. Nevertheless, the beneficial effects of
AP use experienced by, that some of these participants’
experienced during the course, changed their view and
made it easier to adhere.

“I was very skeptical; I've always been like that, I'm
against stuffing myself with any medication at all.
However, after he (the doctor) explained it, it was a
kind of...okay. If someone asks me, I will say that it
was good; it is worth trying AP because it helps, and
you get back on your feet faster. In my case, 1
recovered faster with the medication than without it,
the symptoms disappeared. I'm very satisfied with it. It
helped a lot with sleep; if I didn’t take them, then I
couldn’t sleep.”

For most patients, experiencing the desired effect of
AP, even when accompanied with mild side-effects, was
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associated with favorable adherence. Also, a fear of a po-
tential psychotic symptom relapse which might result
from medication reduction or discontinuation was asso-
ciated with positive attitudes to continued AP use.

“The medication works very well and 1 was actually
very satisfied with it. I have gained some weight, |
have stopped smoking and then I have to work-out a
bit more.... Now I use them every day, and I quickly
notice that when I have forgotten to take them, I don’t
feel so well... so I must take them ... There has not
been a single period where I have not used the medica-
tion... There won'’t be a period like that... I know that
if I don’t use the medication, then I will go back to
being psychotic, and that is something that I don’t
want... I would advise the others that have the same
symptoms as I have to use the same medication that I
used...don’t use another type”

On the other hand, five out of the six participants
whom experienced only problematic side effects in the
absence of any positive effects chose to intentionally dis-
continue their AP. Certain side effects were of pivotal
importance to them, e.g. weight gain and sedation.

“Now, when I don’t use my medicine anymore I can
truthfully say that I don’t notice any difference, the
only thing that I notice is that I don’t experience any
side effects. I usually struggle with eating and things
like that, and when I began to gain weight, I stopped
taking it immediately. If I will be admitted again and
they offer me to use AD, then I wouldn’t accept it. It is
my choice, I feel that the medicine doesn’t do me any
good”

Most participants reported having a period without
AP during the last 2 years. Some participants didn’t use
AP at the interview time, either because they decided to
stop themselves or stopped in collaboration with their
psychiatrist. Those who experienced deterioration after
discontinuation of AP were careful not to cease taking
their AP again. This was clearly reflected through their
advice to other patients.

“I have used AP since I became psychotic... if someone
asked me, I would advise them to take the medication
that their doctor recommends. We have to trust the
doctor, especially if you are a first time patient; you
have to take them if you need them. I advise that you
certainly shouldn’t quit if you feel that the medications
work as it is supposed to, because when you stop
taking them, you will be worse just like before, so use
them at least one year. It is easy to think that when
you feel better and the symptoms disappear, you can
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just stop using AP because you think you don’t need
them anymore. However, it is just because the
medicine is working, as when you stop taking AP, you
will be ill again. Many people make that mistake”

Most of the participants whom were not using APs at
the time of their interview, reported that they would be
willing to start again with AP if they were to relapse and
require re-hospitalized in the future.

“I could use medicines again. I will take all the help
that I can get”

Patients, who were not willing to use AP again, stated
that side effects were the main barrier. Lack of efficacy
was also mentioned.

“I will not use APs again. I'd probably try to find
another method for healing. A method that I can do at
home, that would perhaps help. This is because I have
other problems, I struggle with food and I struggle with
weight and stuff like that, so it would be a serious
burden on me if I started gaining weight because of the
AP. This would make me feel more sick and fed-up.”

Discussion

This study illuminates patients’ experiences of using AP
and the possible incentives and barriers that influence
adherence the first 2 years. The adherence issue has dif-
ferent dimensions which varies depending on both con-
textual and subjective factors. Each patient interpreted
the world outside in their unique way and thus inter-
acted with the clinicians differently. It seems that posi-
tive experiences of the hospital admission, sufficient and
timely information, involvement in decision-making, as
well as insight and the experience of beneficial effect of
APs were seen to have a considerable impact on adher-
ence to medication in our patient group.

Despite the fact that we did not have any key theme in
the interview guide addressing admission experiences,
all patients seemed to feel a need to talk about it,
whether it was pleasant or not. It seems that the first
contact with staff has a considerable impact on alliance
and trust during the treatment process to follow, which
in turn affects adherence to AP, especially after discharge.
This supports findings from another study, that the recep-
tion of patients by medical staff has crucial impact on ad-
herence, regardless of legal status of admission [42]. Also
it might explain why patients in our study who felt that
the staff violated their rights to freedom and authority to
choose, chose to discontinue their medication after dis-
charge as a way of trying to regain control over their own
life, regardless of legal status when admitted.
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Poor insight into illness alongside a perceived poor
patient-staff alliance led to inadequate communication
about medication. Patients mostly reported being not
very receptive to any type of information during the
acute stage, and this might be partly an explanation for
their experience of not receiving enough information
about their AP at this time. Moreover, the severity of ill-
ness and cognitive ability can be a determining element
for assimilation of the information that had been given.
Patients with psychiatric disorders often either forget or
misunderstand information regarding their AP [43]. On
the other hand, we can’t rule out that the staff did not
see the need for complementary information at the acute
stage of the illness when they considered that patients
had poor insight. This may also justify the lack of in-
volvement of patients in decision-making. Our data
confirms previous findings showing that the shared de-
cision-making perspective is different for psychiatrists and
patients with schizophrenia [44]. A plea for involvement
in decision-making may not merely mean the right to
choose or change their antipsychotics. However, it may be
extended to include authority, empowerment, control and
even the right to not stay at the ward.

The feeling of being insufficiently informed about the
use of AP led patients to seek information from Internet
in most of the cases. A population survey has shown
that 80% of all internet users have used the internet for
information related to mental health [45]. This reveals a
pressing need for professionals to develop a future sys-
tem to handle a modern information exchange.

Poor insight, which is generally associated with nega-
tive attitudes to medication, seemed to affect adherence
predominantly during the acute stage of illness. This is
confirmed by existing research [26, 46]. On the other
hand, when patients used AP for extended periods of
time, other factors seemed to influence adherence. Many
participants found the side effects of antipsychotics to
be problematic and intolerable. This seems to support
previous findings that not all patients can cope with
medication side effects [47]. The use of AP medications
entails a difficult trade-off between the benefit of allevi-
ating psychotic symptoms and the risk of negative side
effects [2].

Limitations

Only two participants in our study got the opportunity
to be active partners in shared decision-making, which
makes it difficult for us to estimate its impact on adher-
ence. Patients requested to be more involved in deci-
sions concerning their medications, and this portrays the
importance of this topic for them. Clinicians recognised
insight as a significant barrier to shared decision making,
assuming that patients in the acute stage are unable to
make a decision [48]. The risk of nonadherence seems
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to increase when patients feel that they are excluded
from treatment decisions. Decisions relating to medica-
tion are recognised as being some of the most important
to patients and also one of the areas where they are most
likely to disagree when they are not involved in the
treatment process [44].

Six study eligible patients did not want to participate,
and we do not know what opinions they night have of-
fered. This can be considered as another limitation.

Strength of our study is that the first author was not a
part of the treatment team for these patients. We believe
that interviews conducted by a neutral person resulted
in participants feeling able to talk more freely about
their experiences.

Finally, five authors, from different professions (pharma-
cist, psychiatrist, psychiatric nurse, psychologist), performed
analysis independently. We believe this increase the reliabil-
ity and credibility of our results.

Conclusion

Adherence to antipsychotic medication is a complicated
phenomenon commensurate with complexity of human
unique interaction and subjective interpretation of the
world. Many elements have a prominent impact on it, and
these factors may vary depending on patients’ experience
during their illness journey. The patient-therapist relation-
ship seems to be a crusial factor, and the initial contact
with the patient is the key to the creation of an empower-
ing alliance. This must be done with care and respect.
Additionally, information about medication should be re-
peated once the person is out of the acutely psychotic
stage of illness, as an interactive process throughout the
course of treatment to strengthen the shared decision-
making element of the treatment process.

Abbreviations

DSM: Diagnostic and Statistical Manual of Mental Disorders; FEP: First-episode
psychosis; L-QoLl: Lehman Quiality of Life Interview; PANSS: Positive and
Negative Syndrome Scale; SCID: Structured Clinical Interview for the DSM-IV Axis
1 Disorders; TIPS: Early intervention and treatment of psychosis

Acknowledgements

RY has been financially supported by grant from Stavanger University hospital,
Norway. The sponsor had no further role in the study design, in the collection,
analysis and interpretation of the data, in writing of the report, and in the
decision to submit the paper for publication.

SO has served as an advisor and lectured at meetings organized by Lundbeck,
Otsuka and Sunovion.

The authors like to thank Geir Jensen for his contribution in developing the
interview guide.

Availability of data and materials
Final trial data set are available in Norwegian text version only. These can
send to approved researchers by request.

Authors’ contributions

RY, 1), JOJ and SO contributed to the study design. RY contributed to data
collection. RY, JB, IJ, JOJ and SO conducted analysis and interpreted the data.
RY drafted the manuscript. All authors participated in critical revision of
manuscript drafts and approved the final version.



Yeisen et al. BMC Psychiatry (2017) 17:299

Ethics approval and consent to participate

This study was approved by the Regional Ethics Committee in Norway.
Committee’s reference number: 2015/72/REK vest at 03.03.2015.

All participant signed a written consent prior the interview.

Consent for publication
Written informed consent was sought from all participants.

Competing interests
The authors declare that they have no competing interests.

Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in
published maps and institutional affiliations.

Author details

'Centre for Clinical Psychosis Research, Division of Psychiatry, Stavanger
University Hospital, Stavanger, Norway. “Stavanger Hospital pharmacy,
Western Norway Pharmaceutical Trust, Stavanger, Norway. *Network for
medical sciences, Faculty of Social Sciences, University of Stavanger,

Stavanger, Norway. “Division of Mental Health and Addiction, Oslo University
Hospital, Oslo, Norway. *Institute of Clinical Medicine, University of Oslo, Oslo,

Norway.

Received: 31 January 2017 Accepted: 6 July 2017
Published online: 22 August 2017

References
1. Fitzgerald P, de Castella A, Arya D, Simons WR, Eggleston A, Meere S,

Kulkarni J. The cost of relapse in schizophrenia and schizoaffective disorder.

Australas Psychiatry. 2009;17(4):265-72.

2. Stroup TS, McEvoy JP, Swartz MS, Byerly MJ, Glick ID, Canive JM, McGee MF,

Simpson GM, Stevens MC, Lieberman JA. The National Institute of Mental
Health clinical antipsychotic trials of intervention effectiveness (CATIE)
project: schizophrenia trial design and protocol development. Schizophr
Bull. 2003;29(1):15-31.

3. Di Capite S, Upthegrove R, Mallikarjun P. The relapse rate and predictors of
relapse in patients with first-episode psychosis following discontinuation of

antipsychotic medication. Early Interv Psychiatry. 2016. doi: 10.1111/eip.
12385.

4. Karson C, Duffy RA, Eramo A, Nylander AG, Offord SJ. Long-term outcomes

of antipsychotic treatment in patients with first-episode schizophrenia: a
systematic review. Neuropsychiatr Dis Treat. 2016;12:57-67.
5. Leucht S, Cipriani A, Spineli L, Mavridis D, Orey D, Richter F, Samara M,

Barbui C, Engel RR, Geddes JR, et al. Comparative efficacy and tolerability of
15 antipsychotic drugs in schizophrenia: a multiple-treatments meta-analysis.

Lancet. 2013;382(9896):951-62.

6. Ho BC Andreasen NC, Ziebell S, Pierson R, Magnotta V. Long-term antipsychotic
treatment and brain volumes: a longitudinal study of first-episode schizophrenia.

Arch Gen Psychiatry. 2011,68(2):128-37.

7. Murray RM, Quattrone D, Natesan S, van Os J, Nordentoft M, Howes O,

Di Forti M, Taylor D. Should psychiatrists be more cautious about the

long-term prophylactic use of antipsychotics? Br J Psychiatry. 2016;,209(5):361-5.
8. Vermeulen J, van Rooijen G, Doedens P, Numminen E, van Tricht M, de Haan L.

Antipsychotic medication and long-term mortality risk in patients with

schizophrenia; a systematic review and meta-analysis. Psychol Med. 2017:1-12.

PMID: 28397632. doi: 10.1017/50033291717000873.

9. Goff DC, Falkai P, Fleischhacker WW, Girgis RR, Kahn RM, Uchida H, Zhao J,
Lieberman JA: The Long-Term Effects of Antipsychotic Medication on Clinical

Course in Schizophrenia. Am J Psychiatry 2017:appiajp201716091016.
10. von Bormann S, Robson D, Gray R. Adherence therapy following acute

exacerbation of schizophrenia: a randomised controlled trial in Thailand. Int

J Soc Psychiatry. 2015;61(1):3-9.
11. Miller BJ. A review of second-generation antipsychotic discontinuation in
first-episode psychosis. J Psychiatr Pract. 2008;14(5):289-300.

12.  Sabaté E. Adherence to long-term therapies: evidence for action. Geneva: WHO;

2003.
13. Yeisen RA, Joa |, Johannessen JO, Opjordsmoen S. Use of medication

algorithms in first episode psychosis: a naturalistic observational study.

Early Interv Psychiatry. 2016;10(6):503-10. doi:10.1111/eip.12203. Epub
2015 Jan 15.

22.

23.

24.

25.

26.

27.

28.

29.
30.

32.

33.

34.

35.

36.

37.

38.

39.

Page 9 of 10

Cramer JA, Roy A, Burrell A, Fairchild CJ, Fuldeore MJ, Ollendorf DA, Wong PK.
Value Health. 2008;11(1):44-7. PMID: 18237359. doi:10.1111/}.1524-4733.2007.
00213x.

Jonsdottir H, Opjordsmoen S, Birkenaes AB, Simonsen C, Engh JA, Ringen PA,
Vaskinn A, Friis S, Sundet K, Andreassen OA. Predictors of medication
adherence in patients with schizophrenia and bipolar disorder. Acta Psychiatr
Scand. 2013;127(1):23-33.

Kane JM, Kishimoto T, Correll CU. Non-adherence to medication in patients
with psychotic disorders: epidemiology, contributing factors and
management strategies. World psychiatry. 2013;12(3):216-26.

McEvoy JP, Lieberman JA, Perkins DO, Hamer RM, Gu H, Lazarus A, Sweitzer D,
Olexy C, Weiden P, Strakowski SD. Efficacy and tolerability of olanzapine,
quetiapine, and risperidone in the treatment of early psychosis: a randomized,
double-blind 52-week comparison. Am J Psychiatry. 2007;164(7):1050-60.
Stovell D, Morrison AP, Panayiotou M, Hutton P. Shared treatment decision-
making and empowerment-related outcomes in psychosis: systematic
review and meta-analysis. Br J Psychiatry. 2016;209(1):23-8.

Slade M. Implementing shared decision making in routine mental health
care. World psychiatry. 2017;16(2):146-53.

Adams JR, Drake RE. Shared decision-making and evidence-based practice.
Community Ment Health J. 2006;42(1):87-105.

Schauer C, Everett A, del Vecchio P, Anderson L. Promoting the value and
practice of shared decision-making in mental health care. Psychiatr Rehabil
J.2007;31(1):54-61.

NICE. Psychosis and schizophrenia in adults: prevention and management.
National Clinical Practice Guidelines Number CG178. London: National
Institute for Clinical Excellence; 2014.

Janssen B, Ludwig S, Eustermann H, Menke R, Haerter M, Berger M, Adam G,
Seemann U, Kissling W, Gaebel W. Improving outpatient treatment in
schizophrenia: effects of computerized guideline implementation-results of
a multicenter-study within the German research network on schizophrenia.
Eur Arch Psychiatry Clin Neurosci. 2010;260(1):51-7.

Thomas P. Relapse: causes and consequences. L'Encephale.
2013:39(Supp! 2):579-82.

Swarbrick M, Roe D. Experiences and motives relative to psychiatric
medication choice. Psychiatr Rehabil J. 2011;35(1):45-50.

Higashi K, Medic G, Littlewood KJ, Diez T, Granstrom O, De Hert M.
Medication adherence in schizophrenia: factors influencing adherence and
consequences of nonadherence, a systematic literature review. Ther Adv
Psychopharmacol. 2013;3(4):200-18.

Boyatzis RE. Transforming qualitative information: thematic analysis and
code development. Thousand Oaks: Sage; 1998.

Braun V, Clarke V. Using tematic analysis in psychology. Qual Res Psychol.
2006;3:77-101.

Gadamer H. Truth and method. London: Sheed & Ward; 1989.

Heidegger M. Being and time: a translation of Sein und Zeit. Albany: SUNY
Press; 1996.

Fossey E, Harvey C, McDermott F, Davidson L. Understanding and
evaluating qualitative research. Aust N Z J Psychiatry. 2002;36(6):717-32.
Joa |, Johannessen JO, Auestad B, Friis S, McGlashan T, Melle |,
Opjordsmoen S, Simonsen E, Vaglum P, Larsen TK. The key to reducing
duration of untreated first psychosis: information campaigns. Schizophr
Bull. 2008,34(3):466-72.

Stain HJ, Brennick K, Hegelstad WT, Joa |, Johannessen JO, Langeveld J,
Mawn L, Larsen TK: Impact of interpersonal trauma on the social functioning of
adults with first-episode psychosis. Schizophr Bull 2013:sbt166.

First M, Spitzer R, Gibbon M, Williams JB. Structured clinical interview for
DSM-IV Axis | disorders (SCID). New York: New York State Psychiatric
Institute. Biometrics Research; 1995.

Kay SR, Fiszbein A, Opler LA. The positive and negative syndrome scale
(PANSS) for schizophrenia. Schizophr Bull. 1987;13(2):261-76.

Melle I, Larsen TK, Haahr U, Friis S, Johannessen JO, Opjordsmoen S,
Simonsen E, Rund BR, Vaglum P, McGlashan T. Reducing the duration of
untreated first-episode psychosis: effects on clinical presentation. Arch Gen
Psychiatry. 2004;61(2):143-50.

Hill CE, Thompson BJ, Williams EN. A guide to conducting consensual
qualitative research. Couns Psychol. 1997;25(4):517-72.

Lehman AF. A quality of life interview for the chronically mentally ill. Eval
Program Plann. 1988;11(1):51-62.

Horne R, Weinman J, Barber N, Elliott R, Morgan M, Cribb A, Kellar 1.
Concordance, adherence and compliance in medicine taking: report for the


http://dx.doi.org/10.1111/eip.12385
http://dx.doi.org/10.1111/eip.12385
http://dx.doi.org/10.1017/S0033291717000873
http://dx.doi.org/10.1111/eip.12203
http://dx.doi.org/10.1111/j.1524-4733.2007.00213.x
http://dx.doi.org/10.1111/j.1524-4733.2007.00213.x

Yeisen et al. BMC Psychiatry (2017) 17:299

40.

41.

42.

43.

44,

45.

46.

47.

48.

National Co-ordinating Centre for NHS Service Delivery and Organisation R
& D (NCCSDO). In. London; 2005: 310.

Miles MB, Huberman AM, Saldafa J. Qualitative data analysis: A methods
sourcebook: SAGE Publications, Incorporated; 2013.

Giorgi A. The descriptive phenomenological method in psychology: a
modified Husserlian approach. Pittsburgh: Duquesne University Press; 2009.
Opjordsmoen S, Friis S, Melle |, Haahr U, Johannessen JO, Larsen TK,
Rossberg JI, Rund BR, Simonsen E, Vaglum P, et al. A 2-year follow-up of
involuntary admission’s influence upon adherence and outcome in first-
episode psychosis. Acta Psychiatr Scand. 2010;121(5):371-6.

Velligan DI, Lam F, Ereshefsky L, Miller AL. Psychopharmacology:
perspectives on medication adherence and atypical antipsychotic
medications. Psychiatr Serv. 2003;54(5):665-7.

Hamann J, Mendel RT, Fink B, Pfeiffer H, Cohen R, Kissling W. Patients” and
psychiatrists’ perceptions of clinical decisions during schizophrenia
treatment. J Nerv Ment Dis. 2008;196(4):329-32.

Powell J, Clarke A. Internet information-seeking inmental health. Population
survey. Br J Psychiatry. 2006;189(3):237-77.

Lacro JP, Dunn LB, Dolder CR, Leckband SG, Jeste DV. Prevalence of and risk
factors for medication nonadherence in patients with schizophrenia: a
comprehensive review of recent literature. J Clin Psychiatry. 2002,63(10):892-909.
Jung E, Wiesjahn M, Wendt H, Bock T, Rief W, Lincoln TM. Symptoms,
functioning and coping strategies in individuals with schizophrenia
spectrum disorders who do not take antipsychotic medication: a
comparative interview study. Psychol Med. 2016;46(10):2179-88.

Shepherd A, Shorthouse O, Gask L. Consultant psychiatrists” experiences of
and attitudes towards shared decision making in antipsychotic prescribing,
a qualitative study. BMC Psychiatry. 2014;14:127.

Page 10 of 10

Submit your next manuscript to BioMed Central
and we will help you at every step:

* We accept pre-submission inquiries

e Our selector tool helps you to find the most relevant journal

* We provide round the clock customer support

e Convenient online submission

e Thorough peer review

e Inclusion in PubMed and all major indexing services

e Maximum visibility for your research

Submit your manuscript at

www.biomedcentral.com/submit () BiolMed Central




	Abstract
	Background
	Methods
	Results
	Conclusion

	Background
	Aim of the study
	Methods
	Sample and recruitment
	Measures
	Interviews
	Analysis

	Results
	Admission as a crucial stage
	Sufficient information at the right time
	A plea for shared in decision-making
	Attitude to antipsychotics echoes beneficial effects and illness insight

	Discussion
	Limitations
	Conclusion
	Abbreviations
	Availability of data and materials
	Authors’ contributions
	Ethics approval and consent to participate
	Consent for publication
	Competing interests
	Publisher’s Note
	Author details
	References

