Brief Report

Do Patients With Schizophrenia Wish to Be Involved in Decisions
About Their Medical Treatment?

Johannes Hamann, M.D.
Rudolf Cohen, Ph.D.

Stefan Leucht, M.D.
Raymonde Busch, Dipl.-Math.
Werner Kissling, M.D.

Objective: Little is known about the desire of patients with
schizophrenia to be involved in medical decisions affecting
their treatment.

Method: The authors administered the Autonomy Preference
Index to 122 inpatients with schizophrenia. In addition, the pa-

tients filled out the Drug Attitude Inventory. Sociodemographic
data and Positive and Negative Syndrome Scale ratings were
available for all patients.

Results: The patients expressed a desire for shared decision
making that was slightly greater than that of primary care pa-
tients. Negative attitudes toward medical treatment and younger
age were associated with a higher desire for participation.

Conclusions: It is important to meet the participation needs
of patients who are dissatisfied with their psychiatric treat-
ment.

(Am J Psychiatry 2005; 162:2382-2384)

The participation of patients in medical decisions
affecting their treatment is increasingly being advocated
in the field of mental health. Treatment guidelines for
schizophrenia recommend basing decisions concerning
patients’ medication on their preferences and on informed
consent; e.g., the National Institute for Clinical Excellence
(1) states, “The choice of antipsychotic drug should be
made jointly by the individual and the clinician responsi-
ble for treatment based on an informed discussion of the
relative benefits of the drugs and their side-effect profiles.”
However, little is known as to whether and to what extent
patients with schizophrenia want to be involved in making
medical decisions and which variables influence this de-
sire. In the present study, the patients’ desire to be in-
volved in medical decisions about their treatment and po-
tential determinants that help to identify patients with a
high desire for participation were studied.

Method

This survey reports on baseline data from a current intervention
study on shared decision making for inpatients with schizophre-
nia. This study examines the influence of a decision-aid program
for choosing antipsychotic drugs based on patients’ satisfaction,
compliance, and rates of relapse. Recruitment was done in 2003-
2004 in two German state hospitals and one university hospital.
Broad inclusion criteria were used. All patients between 18 and 65
years of age with a diagnosis of schizophrenia (ICD-10, F20/F23)
who spoke German fluently and who had no diagnosis of mental
retardation were eligible for participation in the study. The pa-
tients were recruited for the study as soon as their physicians rated
them on the conceptual disorganization item of the Positive and
Negative Syndrome Scale for schizophrenia (2) as <5.

To measure the patients’ desire to participate, we used the deci-
sion-making preference subscale of the Autonomy Preference In-
dex (3), a six-item self-report instrument devised to measure the
patients’ general wish to participate in making medical decisions
(e.g., “The important medical decisions should be made by your
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doctor, not by you”). Autonomy Preference Index scores range
from 0 to 100, with the lowest score (0) corresponding to a desire
that the doctor take complete control over medical decisions (pa-
ternalistic role of the doctor), whereas a score of 100 means that
the patient wants to make all decisions on his or her own (informed
choice). Intermediate scores reflect a desire for decision making
that is shared equally between doctor and patient (3). The Auton-
omy Preference Index was validated and has been used in U.S. pri-
mary care patient populations (3, 4). Internal consistency was re-
ported as alpha=0.82 and test-retest reliability as r=0.84 (3).

We analyzed the following variables of interest that might de-
termine patients’ interest in participating in decision making re-
garding their treatment:

1. Factors that are known from the literature to influence pa-
tients’ desire to participate (age, gender, education) (3, 4)

2. Indicators for the chronicity of illness (duration of the ill-
ness, number of hospitalizations)

3. The patients’ experiences (knowledge about the disease, ac-
cording to a seven-item questionnaire, experiences with
present or previous involuntary treatment)

4. The patients’ attitudes toward treatment (Drug Attitude In-
ventory, short version [5]). This scale includes 10 questions
on the subjective response to neuroleptic medication, in-
cluding both positive drug effects (e.g., prevention of re-
lapses) and negative ones (e.g., dysphoric reactions). Higher
scores (in a range of 0 to 10) reflect more positive attitudes.

5. Psychopathology (the Positive and Negative Syndrome
Scale for schizophrenia [2] total score)

The Autonomy Preference Index score was taken as the depen-
dent variable. First, explorative univariate analyses were carried
out for Autonomy Preference Index scores and variables of inter-
est (t tests and Pearson’s correlations [r]). All variables were then
entered into a linear regression. A two-sided p<0.05 was consid-
ered significant.

Results

Data from 122 patients were included in the analysis.
There were 60 women and 62 men (age: mean=37.6 years,
SD=12.1; duration of illness: mean=9.4 years, SD=9.0).
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Thirty-one patients (26%) were admitted for the first time
to a psychiatric hospital; 34 patients (28%) were hospital-
ized involuntarily. The patients were recruited for the
study about 2 weeks after admission to the hospital
(mean=16.3 days, SD=20.2, median=9.0). The patients’ de-
sire for participation (Autonomy Preference Index scores)
varied between 0 and 91 points (mean=46.6, SD=18.3).

Exploratory tests found no significant correlations be-
tween Autonomy Preference Index scores and the vari-
ables studied (-0.13<r<0.15), with the exception of the
patients’ attitudes toward treatment (Drug Attitude In-
ventory) (r=—0.32, p=0.002). Since intercorrelations be-
tween the variables had to be assumed, a linear regression
analysis was performed, showing that Drug Attitude In-
ventory scores and the patients’ ages significantly (R?=
0.42) predicted Autonomy Preference Index scores (Table
1) when all other variables were accounted for. There
tended to be more interest in participation for patients
with the experience of involuntary treatment.

Discussion

The patients with the experience of involuntary treat-
ment, those who reported negative attitudes toward med-
ication (according to the Drug Attitude Inventory), and
younger patients expressed a higher desire to participate
in decision making about their care.

The patients treated involuntarily may be those who
deny their illness and want to make autonomous decisions
about whether psychiatric treatment as a whole should
take place or not. Meeting these patients’ desire to partici-
pate is difficult because of legal constraints. However, in-
cluding these patients in treatment decisions as much as
possible may be especially worthwhile because such in-
volvement may improve their attitude toward treatment
and thus enhance compliance.

Patients who express their dissatisfaction with their
drug treatment, according to Drug Attitude Inventory,
might often have legitimate complaints (e.g., dysphoric
reactions, side effects) that had up until then been ignored
by their physicians for one reason or another. The desire of
these patients to participate in treatment decisions should
be respected because patients who are not satisfied with
treatment are likely to discontinue it. Incorporation of
these patients’ views and experiences (e.g., side effects) to
a greater extent presumably improves treatment adher-
ence by emphasizing tolerability and consideration of
other treatment options (e.g., a drug with a different side
effect profile).

One way of including patients in their treatment deci-
sions might be the model of shared decision making (6),
which aims to decrease the informational and power
asymmetry between doctors and patients by increasing
the patients’ information and control over treatment de-
cisions that affect their well-being (7).
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TABLE 1. Possible Predictor Variables for the Desire of Pa-
tients With Schizophrenia to Participate in Medical Decisions
Regarding Their Treatment

Linear Regression

Analysis

Variable T p

Age -2.19 0.04
Gender 1.00 0.32
Education 1.47 0.15
Duration of illness —-0.01 0.99
Number of previous hospitalizations 0.75 0.46
Knowledge about schizophrenia -1.73 0.09
Involuntary admission to present hospitalization —0.85 0.40

Previous involuntary treatment 1.96 0.06
Severity of illness (Positive and Negative

Syndrome Scale) -1.13 0.27
Attitudes toward medication
(Drug Attitude Inventory) -2.50 0.02

Overall, the Autonomy Preference Index scores of inpa-
tients with schizophrenia (mean=46, SD=18) were slightly
higher than those reported for primary care patients
(mean=33-42) (3, 4). One reason might be the relative youth
of the patients in our group because younger age was asso-
ciated with a higher interest in participation. The fact that
schizophrenia is a severe chronic disease and has great in-
fluence on the patients’ life is another possible reason why
patients are particularly keen on participation.

The mean Autonomy Preference Index score of 46 for in-
patients reflects that there is no interest on the patients’
part to take over decisional control completely but rather
that patients strongly wish to participate in medical deci-
sions on an equal footing with their doctors.

One limitation of our study was the low internal consis-
tency of the Autonomy Preference Index compared to the
validation study (alpha=0.57 versus 0.82, respectively). The
reason for this low reliability might be that the Autonomy
Preference Index score was determined in nonpsychiatric
settings. When we removed the two items that were re-
versely coded, internal consistency for the remaining four-
item scale was satisfactory (alpha=0.71), and results for lin-
ear regression analysis were similar (Drug Attitude Inven-
tory scores and patients’ age significantly predicted Auton-
omy Preference Index scores).

Finally, it is important to note that in the preceding
studies (3, 4), the patients’ desire for information was
markedly higher than their desire for participation. Al-
though this was not measured in our study, it might be
true of patients with schizophrenia as well and imply that
we should adequately inform all patients of their treat-
ment and the various treatment options even when they
show no interest in influencing the decisions.

This first approach to studying the desire for participa-
tion of inpatients with schizophrenia shows that a wish for
active involvement exists and is partly explained by nega-
tive attitudes toward neuroleptic medication. Further re-
search on patient information and participation needs, as
well as on strategies to meet these needs, is urgently re-
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quired to improve long-term adherence and thereby treat-
ment results for patients with schizophrenia.
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