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Ravensburg, Germany, 2 Department of Cardiovascular Surgery, Robert Bosch Hospital, Stuttgart, Germany

Objective: Between June 2012 and February 2013, two decisions by the German Federal
Constitutional Court restricted the so-far common practice to use involuntary medication
in inpatients who were involuntarily hospitalized. Up to then, involuntary medication was
justified by a judge’s decision on involuntary hospitalization. It could be applied according
to clinical judgment even against the declared will of a patient. Since then, all domestic
laws related to involuntary treatment had to be revised. For several months, involuntary
medication was allowed only in an emergency. We were interested in the impact of the
changed legal framework on the experiences of inpatients, their relatives, and clinical
professionals during that time.

Methods: Thirty-two interviews were analyzed qualitatively using a grounded theory
methodology framework.

Results: As a consequence of the restrictions to involuntary medication, special efforts
by nursing and medical staff were required concerning de-escalation, ward management,
and the promotion of treatment commitment in inpatients who refused medication. Family
caregivers were also under strong pressure. They wanted to help and to protect their
relatives, but some also welcomed the use of coercion if the patient refused treatment.
Most of the interviewed patients had not even noticed that their rights to refuse medication
had been strengthened. They complained primarily about the involuntary hospital stay
and the associated limitations of their everyday lives. While patients and family members
evaluated the refusal of medication from a biographical perspective, the mental health care
professionals’ focus was on the patients’ symptoms, and they understood the situation
from a professional perspective. It was obvious that, in any of the four perspectives, the
problem of feeling restricted was crucial and that all groups strived to gain back their
scope of action.

Conclusion: The temporary ban on involuntary medication questioned the hitherto
common routines in inpatient treatment, in particular when patients refused to take
medication. Each of the different groups did not feel good about the situation, for different
reasons, however. As a consequence, it might be indispensable to increase awareness
of the different perspectives and to focus the efforts on the establishment of nonviolent
treatment structures and practices.
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INTRODUCTION

In 2011, the German Federal Constitutional Court imposed
sharp restrictions on the use of compulsory treatment in
mental health hospitals by two decisions (1, 2). In a subsequent
decision from June 2012, the federal supreme court stated that
compulsory treatment was not sufficiently legitimized by any of
the existing 16 federal state laws, or by the federal guardianship
law that allows hospitalization for a variety of social and health
reasons (3). This decision created a legal vacuum, which
only allowed enforced medication in terms of emergency
treatment, legitimized by a state of immediate emergency (§ 34
StGB). However, emergency treatment is restricted to a single
treatment in an acute life-threatening crisis. After a reform of
the guardianship law in February 2013 and of the Mental Health
Laws (PsychKHGs) of the 16 federal states between 2015 and
2018, compulsory treatment in patients with lack of insight into
their illness is permitted again but only after judicial approval
with strict procedural requirements (e.g., after a distinct court
decision, which is based on the expertise of an independent
psychiatrist; if there is a danger to the patient’s or others’ health
or life, after considerable efforts to persuade the patient to have
treatment have failed) (4).

This temporary legal gap provided us with a quasi-experimental
situation in which to study how all different actors involved were
able to cope with drug refusal in the ward when the option of
coercive medication treatment was no longer available. Quantitative
analyses of routine data showed that during that period, the number
of aggressive incidents as well as the use of seclusion and restraint
increased. After the new legislation had come into force, the levels
dropped to the level before the ban of involuntary medication (5).
Chart analyses of patients who were treated in the period before
and during the ban showed that during the ban, there were more
restrictions of freedom, while dosages of antipsychotic medication
at discharge and the small percentage of those who did not take any
medication at discharge remained stable (6).

These results indicate that the actors involved had to deal with
significant changes and challenges at that time. Patients may have
enjoyed the freedom to simply refuse the offered medication
without the risk of involuntary medication. Doctors and nurses
may have had to give up the usual routines and find other ways to
get patients to take the prescribed medications. Caregivers may
have found it confusing to see their family member being kept in
the ward without receiving any medication.

Thus, the aim of this study was to explore how representatives
of each of these four groups experienced the refusal of
medication when the option of involuntary medication was not
available anymore. How did they conceptualize their situation?
What were the main challenges reported, and what opportunities
were seen? How did the actors react? How did they interact with
others? Which conflicts arose? Which solutions were found? We
chose a qualitative approach in order to explore and to collate
the varying perspectives of our respondents, and we deliberately
allowed a broad focus in the narratives. In particular, we aimed
at finding starting points for reconciling the positions in the
antagonism between the patients’ right to self-determination and
the professional commitment to avert damage from the patients.

MATERIALS AND METHODS

Participants

Four groups of participants were chosen for the interviews:
patients who currently or previously refused antipsychotic
medication during inpatient treatment, family members of
patients who actually or previously had refused medication in
inpatient treatment, and finally, physicians and nursing staff
who had experiences with patients who refused medication.
The selection of interviewees was guided by the assumption
that these groups were affected the most by the changed legal
framework.

With one exception, all patients included in the study were
currently in inpatient treatment. They had to be diagnosed
with schizophrenia or schizoaffective disorder (ICD-10: F20.x
or F25.x) or bipolar disorder (ICD-10: F31.x) (7). Besides
organic mental disorders, these are the diagnostic groups
most often involved in compulsory medication treatment
(8). The participants had to have sufficient cognitive abilities
and German language skills to be able to participate in the
interviews. Participating hospital staff had to be experienced
in patients who had been subjected to involuntary treatment,
i.e., nearly all of these interviewees were working at psychiatric
acute units. The interviewed family members did not have to
be related to participating patients, although some actually
were. In an extensive preliminary conversation, we verified
that all participants understood the procedures and aims of
the study.

The search for eligible participants took place according to
the snowball principle. Patients were first contacted by the ward
staff, who looked for eligible patients meeting the inclusion
criteria. They were asked for permission to be contacted by the
interviewer. Only then did the interviewer contact them, explain
the study, and ask them to give informed consent to participate in
the study. The participating hospital staff was addressed directly
by the interviewer, or a contact was arranged by colleagues.
Family members were approached only after their ill relatives in
the ward agreed, or they were addressed directly at meetings of
self-help groups.

We intended to use a strategy of purposeful sampling. This
approach is widely used in qualitative research in order to
get the broadest possible views on an issue while the number
of interviews is limited (9, 10). This means we were looking
for participants who were experienced in the phenomenon
to be investigated (medication refusal) but at the same time
represented a variety of experiences within the interviewees’
groups. So, after a few interviews had been conducted,
transcribed, screened, and annotated with comments, we
reflected on the inherent perspectives of the interviewees.
We made up our minds if there were any important aspects
missing that had not been covered by the participants. Then
we continued the search for eligible participants and added
new interviews to the sample. For example, after several
interviews with the hospital staff who were critical about
the legal changes, we chose to find also some mental health
professionals who welcomed the change. After several
interviews with patients very critical about their medication,
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we searched for patients who eventually accepted taking
antipsychotics. For this aim, we also interviewed some experts
outside the hospital.

Data Gathering
We conducted guideline-based problem-centered interviews
in an open, casual manner (11). The interviews started with a
statement explaining the aim of the study: “This study wants
to explore your experience with (your relative/patients)
refusing to take the medication on ward. I am interested in
the circumstances, how it came about, and how you and your
environment dealt with the situation. I am also interested in
how you evaluate and judge the situation now.” The interviews
covered primarily the issues the interviewee wanted to talk
about, but the guidelines served as a checklist for relevant
topics that had not yet been covered during the course of the
interview. The guidelines comprised the following topics:
consequences of the juridical situation for the individual;
visible implications on structures and processes in the hospital;
effects on the relationships between therapists, nurses, patients,
and relatives, motives of treatment refusal; handling of the
consequences; and suggestions for resolution or improvement
of unsatisfactory situations.

All interviews were audio recorded and verbally transcribed.
Interviewees were given pseudonyms. The mean length of one
interview was 21 min.

Data Analysis

We analyzed the interviews in a qualitative manner by using
a reference frame of grounded theory methodology (GTM)
(12-15). Due to practical reasons, we deviated from strict
GTM at some points and modified the method. This relates
to the sampling of the participants (for technical reasons, the
time of recruitment was limited) and to the restriction of the
analysis to a central topic shared by all participating groups.
The analytical process was supported and documented by
using the software atlas.ti (16). After the open coding, the
different groups’ perspectives were conflated in a model based
on a paradigm of Strauss and Corbin (13). This paradigm

included a central phenomenon, the causes and context of the
phenomenon, the direct consequences of the phenomenon,
the actions being taken, intervening factors influencing the
actions, and the consequences of actions (cf. Figure 1). As a
result of the heterogeneous interviews, we chose to define the
refusal of medication as the central phenomenon. To ensure
intersubjectivity, the coding and the analysis were conducted
in close cooperation between the involved researchers.
Doubtful cases were discussed until a common solution
was reached. The process of analysis and the reflections
upon it were documented by collection of emails and by
research diaries.

Ethical Aspects

The study started only after the aim of the study and its procedures
had been described in detail to the participant and after he
or she had given written informed consent. Confidentiality
and anonymity was ensured by pseudonymization already
during transcription. The study’s design and procedures were
approved by the medical ethics committee of Ulm University
(appl. no. 44/13).

RESULTS

Participants

Eleven patients participated in the study. Their mean age
was 43 years (25 to 60 years), six were male, 82% had a
schizophrenia spectrum disorder, and 18% had an affective
disorder. They had an average of 10 hospitalizations (1 to 30).
The eight participating family members had a mean age of
44 years (19 to 72 years), three were male, and five were female.
Their roles were father (two), mother (one), sister (one), spouse
(two), and daughter (two). The seven nurses had a mean age of
40 (26 to 49 years), five were male, and two were female. Their
professional experience in psychiatry ranged from 3 to 36 years
(average, 20 years). The five physicians and one psychologist
in a doctor’s role were all male. Their mean age was 46 (30
to 55 years). Their professional experience ranged from 2 to
29 years.

Context

\4

=D
Direct l’
consequences

FIGURE 1 | Research paradigm according to Strauss and Corbin (13, p. 78).
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Content
For the evaluation of the overall results, the verbal content of the
individual elements of the research paradigm (e.g., “causes”) is
compared group by group.

An overview of all findings is provided in Table 1.

Central Phenomenon, Reasons, and Motives

All interviewees of the four groups were asked about the refusal of
medication. Accordingly, we determined this issue as the central
(common) phenomenon of the analysis and as the starting
point of an action model according to the work of Strauss and
Corbin (13). The use of an action model was helpful to disclose
motives, reasons, consequences, actions, intervening conditions
that shaped the actions, and finally, the consequences of actions.
The narratives developed around this central element, some in
a similar story line, some in rather divergent narratives. In all
groups, the phenomenon “refusal of medication” was described
and constructed in a similar way. It could include a mere “no”
to medication but also an irregular use of the medication (e.g.,
taking less than prescribed or not taking it every day), cheating
when taking the medication, or taking it involuntarily only in
reaction to strong external pressure.

Figure 2 shows two typical, complementary examples of the
analyses, one of a patient who refuses to take a higher dosage of
his medication and one of a doctor dealing with such a situation.
In this example, a vicious circle arises when the patient’s actions
(e.g., discussions with doctors) to defend his interests (e.g.,
avoid being prescribed a higher dosage, enjoy new partnership
without feeling restricted by medication) are regarded as a
direct consequence of the phenomenon by the professionals
(e.g., increased symptoms such as agitation) and as evidence for
the need to increase the efforts to make the patient take more
medication in order to relax. These efforts are taken as evidence
by the patient that professionals rarely listen to his needs and just
want to tranquillize him.

“I just want to live again without this handbrake”
(Franz, patient)

The main motives for refusal according to patients and
family members were different conceptualizations of what was
the problem to be treated. Some patients did not think they had
a problem at all. Some thought they had other problems and
medication treatment was not the adequate therapy. They did
not feel understood by professional helpers. These narratives
were substantiated by memories of being subjected to coercion
and negative experiences with former inpatient treatment, drug
treatment, and encounters with therapists. Family members
reported similar observations. Patients and family members
also talked about impairments of functioning, which they
attributed to the medication. Some interviewees not only
blamed antipsychotics but also were negative about the use of

1An extended version of the results and codes can be found in Hiither et al. (17).
The appendix including the codes with verbal examples (in German) can be freely
accessed at the URL http://www.psychiatrie-verlag.de/buecher/detail/book-detail/
behandlungsverweigerung-patientenautonomie-und-zwangsmedikation-1.html.

chemical substances in general. Drug attitudes included the fear
of stigmatization by being considered mentally ill because they
were taking medication. They also included a general distrust of
the benefits of medication, and sometimes, there was a desire not
to interfere with the pleasant effects of the condition by taking
antipsychotics. On the patients’ side, there was a strong desire to
make decisions about one’s own health independently and not
allow others to dictate them.

“Many claim that they were primarily made ill by
psychiatry” (Heiner, doctor)

The views of the interviewed nursing staff and the doctors
were consistent with these explanations of medication refusal.
However, in their understanding, the patients’ different
definition of the problem or their doubts as to whether they
needed to be treated at all was part of the concept “lack of
insight into the illness”. In the eyes of the professionals, this was
associated with an impairment of insight into the long-term
consequences of an untreated psychotic disorder. According
to the interviewees, another reason for noncompliance was
patients’ distrust, often in response to previous negative
experiences with the health care system. Some interviewees
said that sometimes they (or the hospital or the medication)
were held responsible for an interrupted or completely
destroyed biography. Medication would have made them sick.
Accordingly, patients would not want to take it. All professionals
also mentioned the changed legal situation. Some said it would
encourage the patients’ ambitions to defend their autonomy by
refusing drug treatment.

Consequences of Medication Refusal

“So my mother kept pointing this out to me, take the
meds, take the meds, I have not taken them often,

there was also quarrel in the family about it...” (Jean-
Jacques, patient)

Interviewees in all four groups similarly reported negative
consequences of medication refusal or discontinuation. Positive
consequences were rarely reported. A few patients claimed to
feel more energetic and alive without medication. But even these
patients told of negative consequences. They were more often
involved in conflicts with others, and others were afraid or did
not understand them. In addition, interviewed patients felt at
constant risk of being involuntarily hospitalized and subjected to
other coercive measures that some had previously experienced.
Many patients reported extensively on previous experiences with
compulsive medication. They found it humiliating and were
worried that this might happen again.

“...they simply do not function properly out there,
they do not get along with their family, their social
structures break, they lose their flat, lose their job...”
(Andy, doctor)

Apart from the deterioration of the patient’s condition,
professionals and family members mentioned the risk
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New partnership, future plans
Regular jobs in the past
Doctors want to increase
antipsychotic dosage

Lack of feelingill
Feels less weak
without meds /
less side effects
Desire to work
and havea
normal life
Does not identify
with diagnosis
{“misunderstan-
ding for years”)

X refuses to take
more medication

Feels good

and family

Others say he’s too noisy
Environment is scared
Conflicts with doctors

Family member is legal guardian, many conflicts
Long history of hospitalization and experiences of
coercive measures (“dehumiliating”)
GOAL: be discharged, escape the control of others
Enjoys beingin a manic state
Doctors have different aims in therapy

Wiait for end of involuntary commitment
Abstain from trouble, maintain a low profile
Discussions with doctors, appeals,
complaints, pleas

Discussions inefficient — Doctors take them as
evidence for severity of problem
Feels disbelieved, misunderstood, frustrated
Anger and suspiciousness regarding psychiatry

Legal framework
Involuntary hospitalization
according to guardianship laws

Lack of feelingill
Lack of insight
into iillness and

need of treatment

X refuses to take
more medication

agitated

Patient is restless and

Environment is scared
Conflicts in the family
Involves staff repeatedly
in discussions about
medication and discharge

Legal framework does not allow forced medication
Professional experience that patient’s current state
would improve with adequate medication
Patient is known in the hospital for many years
GOAL: make him take a higher dosage of the drug
to avoid harm to him and others

Continuous attempts to engage patient in treatment
Balance benefits and risks of not intervening
Observe and react in case of emergency
In case of danger use of seclusion or restraint
Avoid escalation, manage conflicts on the ward
Discharge at the end of involuntary commitment if
there is no risk of harm

Occasionallly, negotiation is successful and
patients can accept treatment
Increased stress due to discussions and
atmosphere on the ward
Frustration of being limited in the scope of
action

FIGURE 2 | Two typical complementary examples: patient (above) and doctor (below).

of harmful long-term consequences or social decline.
Persisting symptoms due to refusal of treatment also had
an impact on the social environment of patients, especially
with regard to family and friends (loss of confidence,
conflicts, worries, resignation, hopelessness, and fears of the
future). This was also noticed by doctors and staff in the ward.
They reported that the refusal of medication led to longer
hospital stays of patients with untreated symptoms. This
not only complicated the work of health care professionals
but also affected the interactions in the ward, the teams, and
fellow patients.

Focus, Strategies, and Consequences

“But, whats outside, when I'm back at my family
doctor’s, that’s different” (Gertrude, patient)

As actors of the four perspectives had different focuses and
different interests, they were also using different strategies and
actions to cope with the situation. The patients referred to the
involuntary hospitalization, the compulsion to take medications,
and the threat of being treated against their will as their main
problems. Accordingly, one of their priorities was the question of
how to withstand the pressure and escape the foreign-controlled

Frontiers in Psychiatry | www.frontiersin.org

May 2019 | Volume 10 | Article 295


https://www.frontiersin.org/journals/psychiatry#articles
https://www.frontiersin.org/journals/psychiatry
www.frontiersin.org

Jaeger et al.

Refusing Medication Therapy

situation. Many actions related to how patients managed to
continue to refuse medication and how the staff tried to make
them give in. Patients talked about their struggles, arguments,
and discussions with doctors, nurses, and relatives to convince
them that they needed other treatment, if any (e.g., more talk).
Some reported that they had finally given up and taken the
medicine, although they were not convinced of the medical
benefit. They did it only to avoid the risk of being involuntarily
drugged, to increase the possibility of early discharge from the
hospital, and to escape the control of others.

All of the interviewed patients were involved in an individual
process of weighing costs (e.g., medication side effects or general
discomfort with drugs) and benefits (e.g., regaining autonomy
after discharge). Some even said that now they were certain that
they needed antipsychotic drug therapy to prevent relapse. Finding
a way to deal with the disease without making it the center of one’s
own life has been considered by some as an important step in
achieving an inner arrangement. Another line of conflict related
to dealing with family members. The patients often followed
various strategies to keep their distance so as not to be controlled.
This, in turn, was noted by relatives and increased their sense of
losing control of the situation, the sadness of losing touch with the
patient, mistrust, anger, and worry about the future.

“I just wish that everything goes well, and hope and
trust that someday his insight will come” (Peter, father)

Most of the relatives described feelings of helplessness and
talked about their burden of disease, which they often had faced
for years without the prospect of change for the better. On the
one hand, they reported on how they had tried to support their
ill family member for a long time in coping with everyday life
and with the disease, through close control or by supporting
the patient’s desire for independence. On the other hand, the
experience of powerlessness was omnipresent.

Families talked about their efforts to engage the patient in
treatment, through pressure or empathy and gentle persuasion.
They sought help in the professional system. Some initiated
involuntary hospitalization and then felt insecure and bad about
this step. Following the admission of their family member to the
hospital, they tried to stay in touch with doctors or to participate in
treatment decisions, with mixed results. Some felt rejected by the
professionals, and they missed more detailed information about
the treatment process, mainly due to a lack of time. Others took
on a mediating role between their family member who refused to
speak and the professionals by translating the perspectives of each
side to the other, in order to strengthen cooperation between the
two. Some families advocated coercive measures and compulsory
medication to get the patient into treatment. At the same time, it
hurt them, and they felt uncomfortable. An important issue for
almost all family members was their own coping with the disease
and the current tense situation, and how they tried to take care
of themselves (e.g., trying to remember the “real” person with a
biography behind the alienated son or daughter, trying to find a
healthy distance, seeking support for oneself, struggling for an
inner acceptance of the situation, trying to get information and
make sense of the disease).

“This depends entirely on the patient, but the fact
that you can treat later will ultimately delay the entire
treatment. It takes longer in the end”” (Patricia, nurse)

From the doctors’ and nurses” perspective, the problem had
a different focus: There was a patient in the ward who refused
the type of treatment that, according to professional experience,
would likely help him or her recover. Due to the changed legal
situation, involuntary medication could only be used in an
emergency. This led to a conflict between the self-conception
of the professional role and the legal restrictions to do what is
necessary for medical and ethical reasons. Moreover, not only the
involuntary patient with severe symptoms was affected. The staff
reported that the situation had an impact on the other patients
and on the ward atmosphere in general. On the one hand, the
nursing staff tried to increase the patient’s motivation to take the
medications offered, which included building trust and reducing
fears and concerns, and on the other hand, they tried to manage
the ward in such a way that the other patients were not too
affected and could recover.

The interviewees described their ongoing efforts to individually
address the patient, establish good relationships, build trust,
and seek a shared solution. Most of the time, such an individual
approach proved successful. Furthermore, the staff members
explained their strategies to resolve tense situations at the ward, calm
down agitated patients, and de-escalate conflicts. They reported
on trainings in these practices. They also talked about situations
where de-escalation did not work anymore. They attempted to
avert immediate harm from the other patients or the agitated
patient by using coercive measures such as mechanical restraint
or seclusion. These procedures follow a strict routine familiar to
every staff member. It was reported that coercive measures were
stressful for all participants involved, such as staff members and
patients, and there was a general commitment to avoid them.
However, some interviewees stated that the experience of coercion
was sometimes the starting point for the person concerned to
finally allow medication treatment. Good cooperation within
the team was mentioned by the members to ensure good and
responsible ward management and treatment. Transparent and
clear communication within the team was a crucial prerequisite
to remain able to act and to avoid team conflicts under difficult
working conditions. Although this has always been important,
the new challenges of the changed legal situation, in which the
use of involuntary medication was very limited, made it even
more significant.

“..and after a few weeks or maybe even after a few
months of tough negotiation and staying with it, in
almost all cases a consensual treatment planning has
emerged” (Ferdinand, doctor)

As mentioned above, physicians faced the same dilemma as
nurses—patients who (according to professional knowledge
and experience) would benefit from the medication decidedly
refused it, and the legal restrictions made it almost impossible to
use the necessary drugs against the patient’s will. The interviewed
physicians reported their efforts to convince patients of drug
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treatment through various means, ranging from verbal pressure
to negotiation, patient-centered communication, and shared
decision-making. Preconditions were efforts to build trust
and establish a sustainable working relationship. As the nurses
had already reported, increased efforts to address individuals
individually were considered helpful and promising. However,
interviewees pointed out that these procedures were resource-
intensive and time-consuming, time that would have to be taken
from other patients. Thus, the interviewed physicians described
how they weighed the benefits and risks of leaving a patient
unmedicated for at least some time, and confined themselves
to monitoring the patient more closely in order to intervene
immediately in case of deterioration. Some doctors and nurses
said it gave them a hard time to wait for an emergency that would
finally legitimize the application of the appropriate medication.
They all had in mind that it was only one year earlier that there
was no doubt about doing what the situation would have required.
When there were no more reasons to keep an untreated
patient in the ward involuntarily, doctors sometimes decided
to discharge him or her. This, in turn, was a major challenge for
relatives who had hoped to get help for their family member and
hand over responsibility to the hospital for some time. It was an
unsatisfactory and frustrating solution for the doctors, as they
expected no improvement in the patients symptoms without
treatment. They pointed to the risk of chronification and increasing
functional impairments. The use of involuntary medication was
limited to emergencies. In some cases, the doctors said they had
tried to obtain juridical permission to use it. They saw the risk of
traumatization as a result of coercive measures restricting freedom,
such as seclusion or restraint, which could negatively impact the
future therapeutic relationship, the willingness to consider medical
advice, and future help-seeking behavior. However, there was
also the experience that in some patients, the use of involuntary
medication was the beginning of a successful drug treatment.

Influencing Factors

“It has been the purest horror for me, always been, the
idea I would have to go back in there, and so I have
clearly said to my sister, do not bring me to psychiatry”
(Elvis, patient)

The most important influencing factors for the patients were
past and present experiences with the mental health care system,
experiences with the voluntariness of the admission and the stay,
encounters with the actors involved in the admission, encounters
in the ward, previous experiences with therapy procedures, and
the current therapy offers. Moreover, the acceptance of inpatient
treatment and attitudes towards medication (antipsychotics, but
also drugs in general) had an impact on how patients responded
to attempts to engage them in medication treatment. Other
important influential factors were confidence in the competence
of the doctor, the impression of being understood, and sympathy.
Some patients also attributed their behavior to their individual
character. While the interviewees of the other groups described
it as “lack of insight,” patients who refused to take the medication
seemed to be absolutely sure of their decision, even more so since

they believed that their problem was rooted in their biography
and was different from what the doctors claimed. However, there
were also some patients who in retrospect said that now they
knew they needed medication to get better.

“No, but she is no longer herself in that point. I quite
understand the whole thing as an illness. I know what
she was like before” (Rose, sister)

According to hospital staff and family members, the ability
to empathize, understanding, and the quality of the relationship
were key factors in interacting with each patient. A major
influence on most family members was the experience of a
long history of repeated illness episodes with varying degrees of
hope and frustration. The actions of family members were often
determined by their emotions such as compassion, concern, or
anger. But also cognitive factors such as mental health literacy,
illness concepts and concepts of recovery, knowledge about the
drug treatment, and their own attitude to the use of medication
had an impact. Trust in the expertise of the mental health
professionals, as well as experiences with inpatient treatment
and the impression of the ward atmosphere, also influenced how
relatives made efforts or supported others’ efforts to convince the
patient of the need to take medication. In some cases, economic
issues such as financial options also played a role. Some parents
reported that their children’s economic dependency was an
efficient leverage to make them engage in treatment.

“But this fundamental paternalistic attitude, that
is, the idea of my right to treatment is above the
personality right of the patient, of course you can't do
that” (Angie, doctor)

The interviewed professionals added to the abovementioned
factors the actual condition of the patient and the assessment of
current and future risk of harm. Nearly all respondents talked
about their understanding of their professional roles, role
expectations of society, professional ethics, and their professional
experience, which guided their behavior and their ideas of what
to do. Each clinical practice guideline recommends that patients
with a psychotic disorder should be provided with adequate
antipsychotic medication. Withholding this therapy would
therefore be against good practice.

However, they considered the changes in the legal framework
as limiting their options to treat patients appropriately (if
necessary, even against the patients’ will). At the same time, the
change was seen by some interviewees as a catalyst to reflect
on the use of coercion in inpatient treatment and to question
paternalism-driven long-standing clinical practices and attitudes
in treatment. According to the respondents, it has encouraged
efforts to improve communication, interaction, and negotiation
with patients, aiming for a viable solution and a common
decision on the right treatment. Strategies and actions were thus
influenced not only by individual and professional attitudes but
also by political and societal developments. In addition, some
interviewees identified workplace conditions (sufficient staff,
ward composition and occupancy, space, ward spirit, etc).
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Perception of Others

“I often get the impression that psychiatrists think
drugs regulate everything...” (Jean-Jacques, patient)

The interviewed patients presented many examples of how
they felt disrespected during inpatient treatment. Disrespect was
perceived when doctors or nurses demonstrated authoritarian
behavior, verbal pressure, etc. Part of the problem, according to
the patients, was that mental health professionals seemed to be
so strongly committed to using medication to treat mental health
problems that they would not listen to the patients. However,
many patients also recalled other interactions with dedicated
physicians who took their time to explain and negotiate therapy
options. This made the patients feel respected and accept
recommendations more easily. According to the interviewees, it
depends on the attitude of the doctor, the understanding of the
professional role, and the individual interest to comprehend the
needs of a patient holistically. With respect to their relatives, some
interviewees reported how they felt supported, and others how
they felt controlled and under pressure. Some believed that they
were seeing some kind of coalition or conspiracy between their
parents and the doctors, leading to mistrust and secrecy. Some
patients assumed that their relatives’ behavior was motivated by
their intention to help. Others suspected ambitions to dominate
the patient, or lack of understanding in their family.

“Nah, my God, just a little bit of explanation. How to
help, or what to do.” (Antonio, spouse)

The interviewed family members talked in detail about
cooperative or less cooperative actions of their ill relative, which
they often attributed to his or her character, personality, and
biography. Often the stories went back to the childhood of the
patients. Nearly all interviewees related current behavior to the
patient’s history and previous negative experiences with physicians,
with inpatient treatment, and with coercive measures. There was a
strong desire to examine and understand what had gone wrong
in the past and to understand the meaning of the disorder. Some
interviewees reflected on their family relationships. They suspected
that this also played a role in the behavior of their ill family member.
They talked about continued rejection and mistrust of the patient,
and how much they were affected. Moreover, they felt ashamed
and disappointed with regard to some of the patient’s behavior, and
they were mostly worried about the future.

With regard to the professionals’ actions and strategies to get
the patient engaged in treatment, the family members had made
varying observations—staff members who were very committed
and interacted empathetically with the patient and staff members
who were overworked and not responsive. As a consequence of
the changed legal situation, some patients had been discharged
prematurely when they were no longer at risk of harming themselves
or others. The families found this an additional burden, especially
as they had hoped to hand over responsibility and get help. A father
concluded that obviously, the doctors were powerless, too. Inaddition,
many family members complained that they were not involved
in therapy decisions. Some missed getting a basic understanding

about the disorder, the treatment, and the proceedings in the ward.
They reported their experience that doctors or staff did not have
enough time to talk to them and respond to their questions and
concerns. The use of coercive measures was perceived as a double-
edged sword. On the one hand, family members noted a short-term
improvement. On the other hand, they reported that the effect was
unsustainable and had not changed the insight, and because of this
experience, patients were even more negative regarding compliance
with treatment recommendations.

“Then it’s hard for the relatives, because they actually
bring them to get them cured so they can live outside”
(Johanna, nurse)

Health care professionals talked mainly about the changed
legal situation and its consequences for inpatient care, ward
management, and ward atmosphere. Agitated, involuntarily
hospitalized patients who resisted treatment were perceived
as a major challenge for ward management. The recovery of
other inpatients was affected by an excited and restless ward
atmosphere. Many discussions and the need for permanent
observation and spontaneous intervention to avert harm had
resulted in exhaustion of personal and professional capacities. In
both groups, doctors and nursing staff, some interviewees also
talked of the burden on family caregivers. Some reported that
they were accused of not doing enough, e.g., discharging the
patient prematurely. For the interviewees, this was a frustrating
situation. One nurse put it this way: “They just do not understand
that our hands are tied”

Perception of the Legal Situation

“And the flip side of the matter is, so to speak, that
nobody cares anymore” (Amanda, doctor)

Few of the interviewed patients had even noticed that the legal
situation had changed. Most said they had not heard of it, or they
said they did not care. However, some of the family members said
they had been informed by the nurses or doctors. The prospect
that their relatives could not be treated according to the state of
the art or might even be discharged prematurely without adequate
treatment made them feel desperate, helpless, and alone.

Most nurses reported how much the legal situation had changed
their daily work, i.e., more violent incidents, an increase of seclusion
and restraint, the loss of an important lever to increase motivation
to take medication, conflicts in the teams, and an overall increase of
workload. Ward management and efforts to ensure safe conditions
for everyone took up a lot of resources. In their opinion, the loss
of the option of involuntary medication ultimately harmed the
patients and their families. Nevertheless, some nurses were positive
about the situation. They saw this as an opportunity for overdue
critical reflection on coercive practices, routines, and attitudes in
contemporary psychiatry—everyone was literally called upon to
strive for more focus on the individual patient and had to be creative
in getting patients to cooperate in treatment. In some cases, however,
legal certainty and new laws would be required to allow coercive
medication under certain conditions to increase the scope of action.
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The doctors reported the same problems with ward management
as the nurses. The ward atmosphere and the working conditions
were impaired. There was much frustration about being hindered
from treating patients who obviously needed medication to get
better. They emphasized the negative consequences of the temporary
ban on involuntary medication for their patients, their families, and
society. But in this group, too, we gathered voices that welcomed the
situation as a decisive push to overcome paternalistic structures and
routines in psychiatry.

DISCUSSION

The study was conducted under very unique conditions, namely,
the unusual legislative framework for involuntary treatment.
Patients could refuse treatment despite being involuntarily
hospitalized. Our aim was to explore by the means of a qualitative
analysis how representatives of each of the four involved groups
experienced the refusal of medication under these conditions,
what kind of problems they were facing, and which solutions
emerged. In this special situation, we had also implicitly hoped
to learn about alternative reactions to the well-known problem of
medication refusal.

We can summarize three main findings: 1) The change in the
legislative framework was perceived completely differently and
had a different significance in the four groups. 2) The patients’
and family members’ views on medication refusal during
involuntary hospitalization were characterized by a biographical,
individual perspective. In turn, doctors and nurses shared a
professional, medical, and situational perspective. The divergence
of perspectives had an impact on problem definition, goals, and
solutions. It was a serious obstacle to mutual understanding.
3) According to the interviewees reports, continued efforts to
address the patient individually, to improve the relationship, and to
have respectful communication on equal terms might contribute
to make the patient engage in treatment and to avoid escalation
in the ward—at least in some cases. On an organizational level,
professionals were positive about questioning and rethinking
coercive practices in psychiatry, but they also hoped for a timely
revision of the legal framework, allowing a wider scope of
action again.

We were surprised to learn that only a few of the interviewed
patients had even realized that they could refuse medication
treatment without having to worry about forced medication. This
was in contrast to concerns of the mental health professionals that
some patientsactuallyabused their newliberties. Thereal concerns
of the patients were related to the involuntary hospitalization,
the associated restrictions, and how to regain control of their
own lives. It is known that the perception of coercion is higher
in involuntarily than in most voluntarily hospitalized patients
(18), and that it is of particular importance in involuntarily
hospitalized inpatients to stay in control and maintain a sense
of autonomy (19, 20). As expressed by our respondents, too,
perceived loss of autonomy went hand in hand with a more
negative relationship between the patients and the clinicians
(21). Often enough, along with the situation of involuntariness,
unpleasant memories of previous hospitalizations and coercion

experiences emerged (22, 23). During the involuntary hospital
stay, coercion was a permanent latent menace. The ban on
involuntary medication was probably not perceived as a real
change, since the other measures like seclusion or restraint
could still be used. Family members confirmed the patients’
experiences and concerns, but they also reported how much they
had hoped to find help in the hospital. Some advocated for the
use of coercion, if necessary. The legal changes only played a role
when families were disappointed to hear that professionals felt
hog-tied and they feared a deterioration of the patient.

In contrast, nurses’ and doctors’ interviews focused mainly
on the consequences of the changed legal framework and the
manifold related problems. These included concerns that patients
might not recover without medication, problems with ward
management due to increased aggression, reflections on societal
consequences, and inner conflicts of not being able to practice in
accordance with professional values.

In fact, during the ban on involuntary medication, there
had been a considerable increase in aggressive behavior and
in the use of seclusion and restraint, seclusion in particular. As
our respondents already reported, suspension of involuntary
medication was compensated for by other coercive measures.
After the new legislation was set into practice, their numbers
decreased again. The laws allowed for involuntary medication
again, however, with strict requirements (5). It is hard to
determine the exact decline in involuntary medication, because
there are no systematic assessments of the prevalence in
Germany before the legal framework had changed. According to
estimations in the early 2000s, 2% to 8% of all admissions were
affected (24). A study in 32 hospitals in Southern Germany in
2016, i.e., after the change, found that involuntary medication
affected 0% to 2.5% of all admissions (median, 0.4%) (25). It
is difficult to compare the data across hospitals and countries
because the frequency of the use of different coercive measures
varies considerably across countries due to different laws and
cultural sensitivities (26, 27).

While the doctors’ and nurses’ perspective was focused on
exacerbating symptoms and the management of unmedicated
patients, the patients and their families experienced the situation
within a biographical frame characterized by reports of
individual illness history, family background, and previous
experiences. There was no evidence that refusing medication was
intentionally continued during hospitalization as a consequence
of the changed legal situation. There are a multitude of reasons for
nonadherence in schizophrenia patients that have been studied
so far (28). According to their interview study in patients with
schizophrenia, Gibson et al. (29) interpret nonadherence as a
kind of patients’ treatment choice in order to live well in response
to day-to-day challenges of ordinary living. This provides a
good description of how our interviewed patients dealt with the
medication. Within the biographical context, it appeared more
like the result or style of individual coping with the disorder and
of the patients’ definition of the “real” problems that had to be
fixed (e.g., trauma, conflicts, depression, no job). Mental health
professionals might think of the potential long-term harm of
untreated psychosis, particularly in first-episode patients (e.g.,
30). However, our interviewees perceived the professionals as
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being virtually obsessed with medication treatment. Some asked
if the doctors had nothing else to offer. Although not elaborated,
their expectations of an adequate treatment to their problems
were somehow different, and patients felt put oftf with (in their
view) a simplistic solution: pills.

Doctors and nurses, in turn, were striving to act according
to professional competences and experiences as well as to
professional ethics. To deny a patient a medication that might
help and prevent harm is perceived as contradictory to the
ethical values of beneficence and non-maleficence (31). In
this regard, the concept of “poor insight into illness” is often
used as a rationale to override the patient’s will (“if he had
some insight, he would see the need for treatment”), and to
use involuntary medication to restore insight. It might be
favorable for the doctor-patient communication to query the
conception of poor insight as an all-or-nothing characteristic
or just a symptom. For example, in their comprehensive review,
Lysaker et al. conceptualize it “not just as the consequence of
a failure to notice a problem, grasp a fact or accept a label, but
as a failure to make consensually valid sense of complex and
potentially traumatic experiences” (32) (p. 18). This approach
suggests that it is not enough to rely on education when dealing
with poor insight or hope for natural improvement of insight
by medication interventions. What is needed is assistance in a
fundamental integration process. Effective treatments might
target the metacognitive processes involved in poor insight, i.e.,
guide people with serious mental illness to reflect and make
personal meaning of experiences of mental illness (32).

Finally, the relatives seemed to be caught in the middle. They
had a biographical perspective, but they were also caregivers
who had acquired some health literacy. They struggled for
empathy with the patient but also to keep a healthy distance
and learn about the disease. Schizophrenia in a family member
is a massive burden on family caregivers (33, 34). Many of our
respondents were at the end of their strength, and involuntary
hospitalization offered some kind of relief and hope. However,
their expectations were only partly met by the professionals,
whose limited scope of action led to disappointment and
irritation. Similar to other studies, caregivers rated involuntary
hospitalization as less invasive than patients (35, 36), although
there were also concerns about the right treatment of their
family member. As has been described in other studies, a delay
in receiving help resulted in conflicting emotions and frustration
(37). The proceedings in the ward were often perceived as
intransparent, especially when professionals apparently did not
take the time for communication. The changed legal conditions
challenged the families’ confidence in institutional help even
more, in particular when patients were discharged without
medication. In those cases, even when they expressed their
understanding of the doctors, the family members felt powerless
and pushed around without a say.

The interview study in this specific setting highlighted
the increased pressure on staff members and families when
the usual routines had become inoperative. With regard
to discovering new practices and solutions in this changed
situation to avoid coercion, our success was as limited. The
respondents referred to practices to promote de-escalation

that are already described in literature, such as efforts to
calm down the patient by communication, increase trust,
and establish a working relationship (38-40). Patients
indicated they were more likely to cooperate in treatment
when they had the impression they were taken seriously and
when others refrained from authoritarian behavior. In the
first place, it might be helpful to acknowledge the patients’
different perspectives and their conceptualization of the
situation at each point in the coercive process (41). According
to other studies, successful communication with inpatients is
supported by a focus on the patient’s concerns, positive regard
and personal respect, appropriate involvement of patients in
decision-making, genuineness with a personal touch, and the
use of a psychological treatment model (42). These ingredients
for improvement of cooperation were also reported in our
interviews with nurses and doctors. Even though the loss of
the lever of involuntary treatment was regretted by some of
our respondents, it is also perceived as a chance to work on
doing the job differently and to engage in the transformation
of a psychiatry that can refrain from coercion.

The ban on involuntary medication had caused many
discussions on the wards. It might have increased self-reflection,
and it definitely challenged the routines, procedures, and
attitudes in the mental health care system. As a consequence
of the changed legislation in the federal state of Baden-
Wauerttemberg, it has been mandatory since 2015 to collect data
on coercive measures in psychiatric hospitals and to supply these
data to a central register (25). Although coercive measures are
still in use in psychiatry, this register allows monitoring possible
changes and evaluating interventions. Moreover, there is more
transparency for the public. Since former coercive experiences
rest in the patients’ memory for a long time, it is indispensable
to provide the nursing and medical staff with the necessary
guidelines for dealing with coercion and aggression in the least
harmful way. One of the newest guidelines includes a systematic
collection of possible single or complex interventions that all
have proven to be successful in reducing aspects of coercion
(38). These are only some steps to improve the situation, and
of course, there also has to be a general change in treatment
culture. The vast amount of literature and current research on
coercion underlines the universal need for a change.

LIMITATIONS

The study has several limitations dealing with methodological
issues: We had chosen an approach of theoretical sampling
in order to assess as many different aspects of the problem
to be investigated as possible. However, due to technical
reasons, the sample was mainly recruited in one hospital,
and only a few additional voices from the outside were
intentionally selected to enrich the sample of views (13). The
study would have profited from taking a broader perspective in
recruitment, i.e., other hospitals with different working styles
or common experiences.

Regarding the patient sample, it has to be noted that our
interviewees were seemingly able to give informed consent

Frontiers in Psychiatry | www.frontiersin.org

13

May 2019 | Volume 10 | Article 295


https://www.frontiersin.org/journals/psychiatry#articles
https://www.frontiersin.org/journals/psychiatry
www.frontiersin.org

Jaeger et al.

Refusing Medication Therapy

and understand the aim of the study. In line with Carpenter
et al. (43), we saw no reason to exclude people who were
impaired by their disorder in some of their capabilities but
were perfectly able to understand the study. A few interview
partners showed formal thought disorders like perseverations
or tangential answers, which impeded the analysis in some
texts. However, one crucial shortcoming of the study was the
fact that we were not able to talk to patients who were currently
deeply absorbed by delusions and distorted perceptions of
reality. Of course, these would have been exactly the patients
who were the main target of professionals’ intentions of using
involuntary medication in order to restore their ability to
make responsible decisions.

There are other sampling issues: The majority of the
interviewed nurses and all of the interviewed doctors were male.
Thus, a specific female professional perspective is definitely
missing. Moreover, the very heterogeneous reports in the group
of the family members indicated that we did not reach theoretical
saturation in this group (13). Besides, for technical reasons, the
period for searching for interview partners was limited; thus,
we did not include additional interview partners after a primary
analysis. This would have been necessary to verify our results by
new text content.

Another problem was changes in the legislation during
the period of the interviews. From February 2013 on, it was
again allowed to use involuntary medication according to
the law of guardianship, after juridical approval with high
requirements concerning the procedures. Part of the interviews
was conducted after this reform. The concerned interviewees
reported retrospectively about the situation, and this limits the
comparability with the interviews before the change.

We decided to use a research paradigm (13) as a heuristic
tool for finding and structuring the multitude of aspects in
the texts. As a so-called central phenomenon, we defined the
issue that appeared in all interviews: refusal of medication. By
this approach, we limited our analysis deliberately to aspects
of medication treatment. However, refusing medication had
a different significance among the different actors and in the
reported chains of action, which is reflected in the results. A
different approach for obtaining equally meaningful results
might have been the identification of core concepts in the
different perspectives (e.g., constructions of recovery).
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