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Abstract

 

Informed consent has become a central part of medical decision-making. It is based on disclosure
of medical information to support patients’ rights for autonomous decision-making from a legal
point of view. However, information disclosure may also benefit patients. Research indicates that
information disclosure reduces stress among patients and that the more patients desire relevant
information, the more stress-reductive information disclosure may be. In psychiatry, too, studies
have shown that educating psychiatric patients may not necessarily reduce compliance or increase
relapse rate. These findings are in line with patients’ desires and their legal right to know their own
medical matters. It has long been believed that patients, be they psychiatric or non-psychiatric,
should be protected and not given information that would potentially cause distress or harm to
them. However, patient’s competency may be a function of the physicians’ efforts to make patients
understand necessary information. Therefore, a patient’s right to give informed consent leads to a
physician’s duty to disclose individually tailored information understandable to patients.
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INFORMED CONSENT AS A LEGAL RIGHT

 

Informed consent has become a central to medical
decision-making. No physician of any discipline can
commence a treatment or diagnostic procedure for an
adult individual without it. It is widely believed that
informed consent consists of three basic elements: dis-
closure of medical information, the patient’s compe-
tency to give a consent, and the voluntary nature of a
consent (i.e. lack of coercion).

 

1

 

 Thus, informed consent
cannot be validated without disclosure of sufficient
information for patients to reach a decision that aligns
with their value system, personality, religion, and other
ways of life. In the early stage of court cases claiming
the right to give informed consent in the US, the focus
of the argument was on whether the content of treat-

ment had been disclosed beforehand.
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 Patients’ rights
to know medical information related to their condition
and proposed medical treatment is based on their right
to autonomy. Thus, rights to informed consent and to
medical knowledge are of legal nature.

However, in addition to the legal aspects of informa-
tion disclosure to patients, many clinicians have long
been aware that disclosure of relevant information
benefits patients. It is often argued that information
disclosure may endanger patients’ psychological health
and lead to self-destructive behavior,
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 however, this
reflects but a small portion of the whole concept of
informed consent. Information disclosure can promote
compliance to treatment, a better physician–patient
relationship, and a better outcome. I will review and
comment on the therapeutic aspects of information
disclosure in general medicine and then those related
to psychiatry.

 

PATIENTS’ READINESS TO 
FACE REALITY

 

Many people are not ready to accept the fact that
they have a disease.

 

8

 

 This is particularly the case if
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the disease is of serious nature.
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 They have a psycho-
logical ‘schema’ in which they believe that they will
be free from serious illnesses forever. The psychol-
ogical distance from their ideal (‘I am free from a
serious disease.’) and their reality (‘I suffer from can-
cer.’) may be determined by many factors, but it may
be longer as the illness is more serious. Thus, it may
require more time and energy for patients to adapt to
new situation (to change their psychological
‘schema’) than for their family members, friends, and
medical professionals.

Due to anxiety, even competent patients may be
unable to think rationally at the time.
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 Many
patients feel anxious before and during noxious
medical procedures. Alternatively, they may feel
depressed and temporarily lose their desire to get
better or live longer. When a person is depressed,
his/her values, beliefs, desires, and dispositions are,
in some cases, dramatically different from when he/
she is healthy because depressed individuals may
lose self-interest and even minimal concern for
their own welfare.
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 Although the situation is legally
more complex if coupled with physical diseases,

 

12,13

 

depression can be lifted and treated. In such cases,
it may be premature to conclude that the patient
is incompetent (thus commencing the treatment
immediately). Psychological support may be needed
for patients to restore their reasoning abilities.

 

9

 

 Pro-
posed medical procedures should be postponed
until patients regain such faculties and are able to
make decisions unless, of course, the nature of the
condition (emergency) prohibits them from doing
so. This is what McCullough 

 

et al.

 

 called assisted
autonomy.
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Many physicians believe that patients’ readiness
to accept their fate is not sufficient if the condition
is serious or irreversible. Australian oncologists in
their consultation with patients with incurable can-
cer generally inform about the aim of treatment
(85%) and the incurable nature of the condition
(75%) but are very reluctant to check whether
patients understand the information (10%) and to
inform about the effects of cancer treatment on
patients’ quality of life (36%).

 

15,16

 

 From the patients’
perspective, little information about the possible
adverse effects of cancer treatment may make them
feel more anxious rather than to trust their physi-
cians. It has recently been reported that psychologi-
cal support (mindfulness meditation-based group
programme) can reduce stress symptoms of cancer
patients.
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 Thus, health professionals should be
more aware of the ‘blend’ of information disclosure
and psychological support for patients with an
incurable condition.
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STRESS REDUCTION BY INFORMATION 
DISCLOSURE

 

Egbert 

 

et al.

 

 studied patients undergoing elective intra-
abdominal operation (e.g. cholecystectomy).
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 As part
of their routine care, all patients were visited the night
before the operation by the attending anesthetist, who
told them about the operational procedure and the
anesthesia. Then the patients were divided into two
groups. One group (the control group) consisted of 51
patients who were not told about postoperative pain,
while the other group (the experimental group) con-
sisted of 46 patients who were given ‘special care’,
being informed of postoperative pain and its causes
and nature as well as related techniques to reduce it.
The ‘special care’ patients were also informed of pos-
sible effects of medication (morphine) on pain reduc-
tion. After the operation, the ‘special care’ patients
requested fewer narcotics than the control patients.
The attending surgeon who had not been informed of
the patients’ group membership rated pain objectively
and found that the ‘special care’ group patients were in
less pain. This finding suggests that disclosure of med-
ical information can reduce postoperative pain and the
need for narcotics.

Subsequent studies have also shown that detailed
information disclose reduces the psychological distress
of patients. They include surgical operation,

 

21

 

 nasogas-
tric intubation,
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 and cardiac catheterization.

 

25

 

 Fam-
ily members of patients in an intensive care unit
reported more post-traumatic stress reaction if they
felt that insufficient time was allowed for information,
information was not easy to understand, or informa-
tion was incomplete.

 

26

 

 These studies suggest that offer-
ing medical information prior to noxious medical
procedures can reduce a patient’s anxiety and increase
adjustment during and after procedures. Patients may
become more accepting of the medical procedures.
Thus, disclosure of information can benefit a patient’s
well-being; this supports the notion that informed con-
sent can lead to improved conditions in the patients.

 

INDIVIDUAL DIFFERENCES IN THE 
STRESS REDUCING EFFECTS OF 
INFORMATION DISCLOSURE

 

In the 1980s researchers became interested in individ-
ual differences in the effects of information disclosure
on the reduction of anxiety and distress during noxious
medical procedures. Miller and Mangan studied 40
gynecologic patients undergoing colposcopy for diag-
nostic purposes.

 

27

 

 These patients were divided into
‘monitors’ and ‘blunters’. The ‘monitors’ were those
who sought information relevant to dangers and
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threats, while the ‘blunters’ were those who preferred
to distract themselves from danger/threat-relevant
information. Each group was further divided into those
women who would be given voluminous preparatory
information (20-min communication about the proce-
dure, sensations, results of their smear, etc.) and those
women who would be given the usual low level of
information. Of these four groups, reduced heart
rates, both after the provision of information and after
the colposcopy, were observed among the ‘monitor’
women given high information and the ‘blunter’
women given low information. A change in heart rate
was not observed in the other two groups. Baker also
reported ‘monitor’ patients with multiple sclerosis, as
compared with ‘blunter’ patients with the same disease,
are more interested in disease-related information.

 

28,29

 

Auerbach 

 

et al.

 

 studied patients undergoing dental
extraction surgery.

 

30

 

 Prior to the surgery, participants
were given two different types of information. One
group was given general (i.e. vague) information about
the hospital and the surgery while another group was
given specific (i.e. precise and detailed) information
about the dental extraction procedure. They also mea-
sured patients’ willingness to take an active role in
medical care, their desire to ask questions, and their
readiness to be involved in decision-making. This atti-
tude was termed ‘preference for information’. They
found an interaction between the type of information
given prior to the surgery (‘general’ vs ‘specific’) and
the patients’ attitude (high vs low in ‘preference for
information’). It was the patients high in ‘preference
for information’ who showed greater adjustment dur-
ing the procedure when given ‘specific’ information.
Thus, there is an interactional effect of the patients’
attitude and the quality of medical information on their
adjustment.

These empiric studies suggest that patients who
desire relevant medical information in order to exer-
cise their autonomous decision-making and coping
behaviors, when given that information, can adjust bet-
ter. Patients who are less interested in such informa-
tion cannot adjust better but it is not detrimental to
these patients to offer the information. Therefore, the
first principle of informed consent (i.e. giving necessary
and sufficient information to a patient in a way he/she
can fully understand) will be beneficial.

 

EDUCATION AND PATIENTS’ DECISIONS

 

What remains to be studied is why some patients are
interested in the relevant medical information and in
their own decision-making while other patients are not.
Much should be studied about their personality, atti-
tudes towards the medical profession, religious back-

ground, cultural background, etc. The difference
between ‘monitors’ and ‘blunters’ is one of concrete
examples. However, education may have a very impor-
tant role in forming patients’ attitudes towards medical
information. This includes not only education in school
and at work but also direct and indirect medical edu-
cation, which should begin with the commencement of
therapeutic relationships. This may include the attend-
ing physician’s encouragement for the patient’s partic-
ipation in decision-making, self-help groups, hospital
and non-hospital education such as pamphlets, video
programmes, lectures, etc. Patients may seek informa-
tion voluntarily. These activities make patients more
aware of the relevance of medical information as well
as help the patients to participate in planning their own
therapy.

 

31

 

TREATMENT EDUCATION IN 
PSYCHIATRY

 

In psychiatry too, clinicians have become increasingly
aware of the importance of the disclosure of a treat-
ment plan. Although emphasis was on the psychoedu-
cation work with the relatives of the patient,

 

32,33

 

  there
has been a recent trend towards education for patients.
For example, Macpherson 

 

et al.

 

 designed an informa-
tion booklet about antipsychotic medication and dis-
tributed it to patients with schizophrenia.

 

34

 

 Compared
with a control group of patients, the experimental
group showed significantly greater knowledge about
the illness and treatment. They also showed an
increased knowledge after the distribution of the book-
let compared with before distribution.

Wirshing 

 

et al.

 

 performed a drug trial for psychotic
patients.

 

35

 

 As a part of informed consent, they disclosed
the purpose of the trial, diagnosis, and treatment to the
patients. Then, they assessed the patients’ comprehen-
sion by administering a quiz. They repeated the same
information disclosure for patients who failed to
answer correctly in any of the quiz items. They found
that most of the patients showed perfect comprehen-
sion after several occasions of disclosure.

Kleinman 

 

et al.

 

 educated schizophrenic patients who
were clinically stable about benefits and side-effects
of neuroleptic treatment.

 

36

 

 The side-effects included
tardive dyskinesia. The patients’ comprehension was
examined by questionnaire at the 2-year follow up and
was found to be better than that before education.

One may think that disclosure of ‘bad news’ such as
tardive dyskinesia makes patients refuse medication
or relapse frequently. However, Munetz and Roth
showed that schizophrenic outpatients who were dis-
closed the risk of tardive dyskinesia due to neurolep-
tics were no less compliant to treatment than those
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patients who were not disclosed such information.

 

37

 

Also Chaplin and Kent compared two groups of
psychotic patients on neuroleptics.

 

38

 

 They taught one
group extensively about tardive dyskinesia, while they
did not do so for the other group. In a 6-month follow-
up, they did not find statistically significant differences
in relapse of psychoses or refusal of drug treatment.

Having shown that psychiatric patients are capable
of understanding what is disclosed, it still remains to be
studied whether information disclosure has therapeu-
tic benefits.

Buchkremer 

 

et al.

 

 compared psychoeducational
medication management training, cognitive psycho-
therapy, key-person counselling, and a control (no
special) treatment in patients with schizophrenia.

 

39

 

Although not reaching statistical significance, the
group of patients with all the three treatment regimens
showed a 26% reduction in rehospitalization in the 2-
year follow up.

Merinder 

 

et al.

 

 reported that, as compared to a con-
trol group, patients with schizophrenia showed a trend
of a longer duration of remission after psychoeduca-
tion.

 

40

 

 They also reported that patients given education
of treatment showed more satisfaction (rated by the
Verona Service Satisfaction Scale score) at the 1-year
follow up.

 

40

 

 Patients given psychoeducation showed
better drug compliance

 

41

 

 and became more assertive in
the medication plan.

 

42

 

Compulsory admission is one of the medical proce-
dures that both patients and psychiatrists wish to avoid.
A group of British mental health professionals started
a programme, ‘Joint Crisis Plan’, in which patients with
past episodes of psychotic and bipolar disorders and
therapists agree upon in advance of future psychotic
episodes. This includes current care, treatment plan,
care in crisis, practical help in a crisis, and advance
directives such as consent or refusal of specified treat-
ment. What is agreed upon is written in a crisis card. As
compared with the control group, the patients with a
‘Joint Crisis Plan’ showed reduced compulsory admis-
sion for 15 months.

 

43

 

These studies suggest that teaching psychiatric
patients mainly with schizophrenia about the benefits
and risks of their treatment does not cause identifiable
detrimental effects upon their mental state but may
lead to better treatment compliance, outcome, and
possibly self-esteem.

 

DIAGNOSTIC EDUCATION IN 
PSYCHIATRY

 

The idea of informed consent demands the disclosure
of all information that patients think is necessary in
order to make a medical decision autonomously. This

includes not only the pros, cons, and alternatives of the
proposed treatment but also diagnosis on which the
proposal of treatment is based. Nevertheless, psychiat-
ric diagnosis is unlikely to be a topic of a conversation
between the physician and the patient. This is particu-
larly the case for whose suffering from psychotic
disorders.

 

44,45

 

Some commentators note that the disclosure of dia-
gnosis should be withheld if the nature of the disorder
is irreversible or incurable.

 

7

 

 Another claim against
emphasis on information disclosure is based on the
assumption that over-emphasis on it results in a defen-
sive consultation style.

 

5

 

 Although how it should be dis-
closed is no less important than what should be
disclosed,

 

46

 

 patients cannot appreciate the benefits of
treatment or reach a rational decision without knowing
what they suffer from. The disclosure of diagnosis is
much more important when it is of a serious nature.

It is generally believed that patients with psychotic
disorders are unable to appreciate their illness due to
lack of insight. However, recent trials of cognitive
behavioral therapy for psychoses aim to reduce posi-
tive symptoms.

 

47,48

 

 Ascher-Svanum and Whitesel
reported that patients with schizophrenia showed sig-
nificant increase in their knowledge about the illness
after either didactic format or group discussion of psy-
choeducation on the characteristics of treatment.

 

49

 

Davidoff 

 

et al.

 

 recorded interviews with psychotic
patients on admission by a video camera.

 

50

 

 When the
patients were discharged, they showed them the video
recording of the interview and asked their opinion. By
this unique method they showed that psychotic
patients’  insight  improved.  These  findings  suggest
that psychotic symptoms may be alleviated through
patients’ appreciation of their condition.

As with the pros and cons of treatment, patients with
major psychiatric disorders may gain appreciation of
their conditions and develop insight by careful and
repeated educational efforts.

 

DISCUSSION

 

Past investigations are not without flaws. There is evi-
dence to support a notion that information disclosure
is beneficial at least for a subset of patients. There are
other patients who are without beneficence or even
with possible worsening of the condition. Investiga-
tions about the effects of information disclosure
related to surgical operations and physical examina-
tions suggest that information disclosure can reduce
stress reactions. However, information disclosure
related to other aspects of medical treatment such as
diagnosis per se, prognosis, and fatal risks of medical
procedures has been barely studied. Conclusion as to
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the beneficial effects of information disclose in psychi-
atry should be cautioned because of a lack of empiric
data to support it. Many of the reports cited in this
review are at best only suggestive. Second, studies on
the psychological, sociological, or biological factors
that differentiated people with and without benefit
from information disclosure are scarce.

Despite a lack of convincing empiric data to support
the beneficial effects of information disclosure in med-
icine, the present literature review shows that an ave-
nue to a better future means to disclose information to
individual patients. I would like to emphasize that this
is in line with the patients’ desire to know medical
information related to themselves.

 

51

 

 The present liter-
ature review would encourage clinicians to disclose
information to patients not only from the legal aspects
(patients have right to know) but also from clinical per-
spective (they may benefit from it).

Lukewarm attitudes of some mental health profes-
sionals towards information disclosure to psychiatric
patients are partly derived from the patients’ lack of
competency to give informed consent. It is argued that
incompetent patients should be protected and be
treated for their interest even if it is against their
expressed refusal. In such situations, clinicians become
less interested in educating patients. Nevertheless, a
recent empiric study has reported that voluntarily
admitted psychiatric patients are no less competent
than medical inpatients.

 

52

 

 Moreover, competency is not
a stable trait of individuals. It varies from time to time
(e.g. it may be influenced by varying symptoms like
delirium, depression, anxiety, and psychotic symp-
toms) and from task to task (e.g. competency to under-
stand neuroleptic treatment is different from that to
understand hospitalization). Clinicians and researchers
have been all too enthusiastic to develop a reliable
instrument to measure patients’ competency to give
informed consent (for review, Grisso;
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 Kitamura

 

et al

 

.

 

52

 

). This is based on the assumption that compe-
tency is an attribute of a patient which is enduring at
least for a while. However, as seen from the above
review, competency may be gained through extensive
education.

 

14

 

The patient’s understanding is a function of medical
education, which is, in turn, determined by the clini-
cians’ endeavour to convey as much information as
possible at every opportunity. Therefore, a patient’s
competency is a function of the physicians’ efforts to
make patients understand necessary medical informa-
tion. A patient’s competency to appreciation of the dis-
closed information is determined by many factors.
These include the patient’s intelligence, linguistic abil-
ity, consciousness, memory, attention, etc.

 

54

 

 For exam-
ple, patients with medical or nursing backgrounds can

easily appreciate what has been disclosed, while lay
patients or those for whom the language spoken by the
physician is not their primary language need it to be
explained using non-professional words and expres-
sions. Patients with fluctuating consciousness should be
disclosed information when their consciousness is at its
best. If patients feel it is difficult to ‘digest’ all the infor-
mation at one time, it is necessary for physicians to
paraphrase the explanation and perhaps deliver it sev-
eral times until the patients can fully understand it.
Furthermore, such efforts should be tailored individu-
ally. If informed consent is a patients’ right, then it is a
physicians’ duty to disclose information that is under-
standable to the patients. This may, in turn, lead to
greater capacity of patients to process information in
such a way that their decision will benefit their well
being. This is a real means to safeguard patients’ legal
rights.
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