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Abstract

The number of households with only older people and older couples who have no
relatives is increasing, and how to decide the treatment for patients with dementia is an
issue. Psychiatrists face these challenges as an attending physician in admission wards
for dementia, a consultation liaison psychiatrist and a clinical ethics committee member.
As it becomes difficult to understand and judge treatment due to the influence of
dementia, decision-making support is required to decide the treatment according to the
intentions of the person. When performing medical treatment based on consent, it is
necessary to evaluate the medical consent capacity, and if there is a decline in this
capacity, the multidisciplinary team and family members should estimate the intention of
the patient and support decision making. If there is an advance directive or advanced
care planning, it should be reflected in the decision. Moreover, attention should be paid
to nonverbal reactions. A four-element model of "understanding", "appreciation",
"reasoning”, and "expressing a choice" is generally used for medical consent
assessment, and a semi-structured interview, such as MacArthur Competence
Assessment Tool-Treatment (MacCAT-T), is used for detailed assessment. Consent
capacity is affected by behavioral and psychological symptoms of dementia, such as
depression and delirium, and patterns of cognitive decline. The capacity required also
depends on the risks, complexity, and needs of the treatment. In decision-making
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support, communication skills and support for family members are also required, in which

specialty as a psychiatrist is needed. The active involvement of psychiatrists in the

treatment decision process is required to ensure that people with dementia retain their

right to receive satisfactory medical care.
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Introduction

As dementia progresses, it becomes
more and more difficult for patients to
express their wishes. When a patient
with severe dementia develops a
physical illness such as cancer or
pneumonia that requires treatment, the
question arises as to how to determine a
treatment plan that reflects the
patient's wishes. Psychiatrists face this
issue as attending physicians in

dementia  treatment wards and
commissioned physicians in nursing
homes, and recently, psychiatrists also
have the opportunity to be involved as
members of hospital clinical ethics
Medical

invasive to a patient's body, so it is

committees. treatment 1s

legally stipulated that it must be
performed based on the patient's
consent. For this reason, it 1is
recommended that even if the patient
has difficulty in verbally expressing
their intention, advance directives and
should be

referred if available, and even in the

advance care planning

absence of such directives, the

presumed intention should be reflected
by listening to the opinions of those who
know the patient well and paying
attention to non-verbal responses.

This paper describes points to keep in
mind in order to achieve the best
interests of the patient while respecting
their will, regarding the assessment of
medical consent capacity necessary for

verbal
and the

obtaining consent when
communication is possible,
decision-making support process when
decision-making capacity has

deteriorated due to serious illness.

I. Assessment of medical consent
capacity
When

physicians tend to assume that patients

obtaining informed consent,
with a diagnosis of dementia do not
have the capacity to consent, and
explain the diagnosis and treatment
option only to family members. In Japan,
there is a culture that says "Be guided
by your children when you are old", and
their have

patients and families

accepted this practice without any
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particular sense of unease. However, as
the number of older people living alone
households

increase, the number of older patients

or in older people-only

who do not have family members to give
consent on their behalf is increasing in
acute care hospitals, and it has become
necessary to obtain consent from the
Thus, the

assessment of the ability of patients

patients  themselves.
with dementia to consent to medical
care has been attracting much attention
1n recent years. Although this change is
driven by necessity, it is certainly a
desirable direction from the viewpoint
of respect for self-determination, and we
believe that this is a good opportunity
for physicians in other medical
departments to learn about the concept
of decision-making support.

The first step in obtaining consent
from the patient is to assess the
patient's capacity to give consent. The
physician tends to proceed with the
treatment without concern for the
patient's capacity to consent as far as
the patient agrees to the medical
treatment proposed by the physician,
whereas if the patient refuses, the
physician tends to consider that the
patient lack the capacity to consent
examination. In

without sufficient

addition, objective evaluation is

necessary because the physician's
evaluation 1is influenced by the

diagnosis, appearance, and manner of

speaking. We have experience with a
case in which a patient with idiopathic
normal pressure hydrocephalus who
was admitted to a psychiatric hospital
for mental retardation and psychiatric
symptoms was evaluated for the
capacity to consent using the semi-
structured interview method described
below, and was judged to have the
capacity to consent by devising an
that matched his

intellectual ability 4). It is important to

explanation

note that the subjective evaluation may
be influenced by the patient's diagnosis
and impression. The following table
summarizing such common mistakes in
clinical practice was published in the
Journal of the American Academy of
Family Physicians (Table 11). As shown
in the table, many physicians believe
that only a specialist can evaluate
medical consent capacity, but most
medical procedures do not require such
high

necessity of medical care, so it 1is

strict evaluation due to the

sufficient for the treating physician to
be a little aware of it and check it in
their practice. On the other hand, if the
medical treatment is invasive or has a
significant impact on the patient's life,
it 1s necessary to evaluate whether the
patient's consent is valid if the medical
treatment is performed only with the
patient's consent.

A four-factor model of the ability to
treatment 1is

consent to medical
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generally wused, which consists of
understanding, appreciation, reasoning,
and expressing a choice (Table 2) 11). It
is said that the ability required differs
depending on the complexity, risk, and
necessity of the medical treatment. For
medical treatments with clear benefits
and low risk, such as influenza
vaccination, it is possible to obtain valid
consent even with low ability, while for
treatments with high risk and a
significant 1impact on life after
treatment, such as cancer surgery, high
ability 1s required to obtain valid
consent (Figure 1).

Evaluation should be done at the best
condition and if the patient's
understanding and judgment are
temporarily impaired due to delirium or
depression, it is important to evaluate
the patient after improvement of the
patient's condition through treatment if
there is time to make a decision 5). In
addition, it is necessary to prepare an
environment in which the patient can
concentrate on conversation and to
devise explanations that are easy to
routinely

understand. Psychiatrists

explain  medical conditions and
treatment to patients with impaired

understanding due to cognitive decline

or psychiatric symptoms, and are
accustomed to providing easy-to-
understand explanations. However,

physicians in other departments, where

the majority of patients have no

understanding problems, find it
surprisingly difficult to change the way
of explanation while taking patients'
understanding into consideration.

One simple method to assess the
ability to consent is to ask the patient to
tell in their own words what they have
been told about the diagnosis and
treatment. Dementia, especially
Alzheimer's disease, patients tend to be
highly attuned and compliant to what
others say, and tend to answer "yes" to
everything, so it is important to check in
a way that they explain spontaneously.
This kind of simple capacity assessment
can be performed not only by specialists
in dementia care, but also by other
healthcare professionals.

When careful consideration is needed,
semi-structured interviews are used.
There are several methods, the
MacArthur
Tool-Treatment (MacCAT-T) being the
most common 2). The MacCAT-T is
designed to evaluate individual medical

their

Competence Assessment

procedures, contents, and
treatment options by dividing them into
four components: understanding,
appreciation, reasoning, and expressing
a choice, as described above (Table 2).
The time required is 20 to 30 minutes,
and each of the sub-item questions is
scored, but there is no cutoff score, such
as judging capable if the score is higher
Instead,

than a certain number.

assessor judge according to the general
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impression based on the scores. By
scoring, the objectivity of the evaluation
is enhanced, and it is possible to identify
which areas of the patient's ability have
declined, which is useful for promoting
understanding by compensating for the
decline, and supporting decision-
making. The explanations and scoring
criteria need to be modified according to
the individual disease and treatment.
The MacCAT-T recording form and
scoring rubric for anti-dementia
medications that we developed for
research purposes are available for
download for your reference 8)9).

The following is an explanation of the
evaluation method for each element. In
the evaluation of understanding, we ask
the patient to explain in his/her own
words the diagnosis, characteristics of
the disease, course, good points and bad
points of the treatment, and good points
and bad points if the patient does not
receive treatment. Regarding the
appreciation, we ask questions such as
whether the patient has any questions
about the explanations given by us and
whether the treatment is beneficial to
him/her, and assess whether the patient
recognizes the currently needed
treatment as his/her own. Regarding
reasoning, the logic behind the choice 1s
assessed by asking the reason for the
choice and the future prospects of how it
will affect their life and work. In the

depressed state, reasoning may be

affected by feelings of guilt and delusion
of poverty. In such cases, the evaluation
should be

improvement  of

done again after the

depression by
treatment. The expressing a choice is
evaluated to see if the patient is able to
express their opinions consistently. If
verbal expression 1is difficult, it 1is
necessary to consider whether there are

other ways of expressing one's opinions.

I1. Decision-making support process

When deciding on a treatment plan, if
the patient's capacity to consent to the
medical treatment is judged to be
maintained based on the above-
mentioned medical consent capacity
assessment, the patient's intention,
whether it is consent or refusal, should
be respected. On the other hand, if the
patient's capacity to consent is judged to
be impaired, the medical staffs,
caregivers, family members, friends,
guardians, and other related parties
will be involved in presuming the
patient's intention. If the patient does
not refuse the treatment, the
appropriateness of the treatment is
verified. If the patient does refuse the
treatment, repeated explanations are
given in consideration of the person's
best

interests, and promoting

understanding by building
relationships and reducing the anxiety.
It is important to note that there is still

a possibility that the individual refuses
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treatment even though they fully
understand the risks and consequences
of doing so. If the patient's values and
decision-making tendencies are
consistent with their previous values, it
may be necessary to respect the
patient's will, even if it differs from the
recommendation of the medical staff. It
is important for the physicians in
charge to listen to the patient's thoughts,
putting aside the values of them, but
they may be motivated by a desire to
aggressively treat the patient, or they
may be inclined to withhold necessary
treatment because the patient has
this perspective,

dementia. From

psychiatrists, who are relatively
independent in terms of treatment, play
an important role.

Next, the importance of decision-
making support for family members is
taken up. First, it is necessary to
interview the family members, focusing
on their relationship with the patient
and their concerns, and to create an
environment in which they can express
their ease through
When the

1s advanced and consent

opinions at
supportive involvement.
dementia
cannot be obtained from the patient,
medical professionals tend to find a key
person in the family and put the
decision into the hands of that person,
but as a result, the family member who
1s considered the key person is often

troubled by the decision and regrets

whether the decision was the right one
even after it was made. It is desirable to
provide more in-depth information to
help families make decisions, such as
what options are recommended as a
professional. It is also helpful to reduce
the psychological burden on family
members by informing them that their
role is to provide the information
necessary for presuming the patient's
will, and not to make decisions on their
behalf. Sometimes, family members
may insist on a treatment plan that is
not in the best interest of the patient
from the medical point of view, and it is
difficult to adjust the treatment plan,
but in such cases, a solution may be
found by exploring the psychosocial
factors behind the family's claims. The
skills

supportive psychotherapy techniques

of a psychiatrist, such as
and a perspective on the family as a
system, may be useful. The authors
published a that

summarizes these points to keep in

have guide
mind, which we hope will be useful at
conferences and training sessions 3)10).
Next, we would like to consider
medical consent and support systems
for patients with dementia without
relatives, which have been increasing
recently. Currently, guardians in the
adult guardianship system are not
granted the right to consent to medical

care and cannot consent on behalf of the

patient. However, from the viewpoint of
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protecting the rights of patients, they
can listen to explanations of treatment
plans and express their opinions. It is
also important to involve them in the
discussion as much as possible, as they
can provide input from an economic
perspective that is essential to the
patient's treatment and subsequent life.
In fact, bar associations and judicial
scrivener associations provide training
on decision-making support for medical
treatment. In the psychiatric
department, there are patients who
have no relatives and are hospitalized
for medical care with the consent of the
mayor of the municipality. Notice from
the Minister of Health and Medical
Care and Ministry of Health and
Welfare

hospitalization by the mayor of a

(regarding  consent for
municipality for admission for medical
care based on Article 33, Paragraph 3 of
the Act on Mental Health and Welfare
of Persons with Mental Disabilities;
June 22, 1988) states that "efforts
should be made to understand the
condition and trends of the patient by
visiting them after consent is given".
However, since there are many
municipalities that only send a letter of
consent and do not even visit the patient,
it is not expected that the government
will be involved in decision-making
treatment of physical
illnesses. The Ministry of Health,

Labour and Welfare (MHLW) has

support for

published

Hospitalization of Persons

"Guidelines for
without
Relatives and Support for Persons with
Difficulty in

Regarding Medical
which
preparation of necessary supplies to
what to do in the event of death and the

Decision-Making
Treatment" 7),
from the

explains process

decision-making process regarding
medical treatment.

Finally, T would like to introduce an
overview of the "Guidelines for
Decision-Making Support in Daily Life
Life with

Dementia" 6). These guidelines were

and Social of People
developed in response to the importance
of decision-making support pointed out
in the Basic Plan for the Promotion of
the Use of the Adult Guardianship
System. They cover not only decision-
making related to medical treatment,
but also decisions related to daily life,
such as shopping and use of services, as
well as decisions on where to live and
management of assets. The decision
support process 1s divided into the
following  four  categories: (1)
improvement of personal and physical
environment, (2) decision-formation
support, (3) decision-expression support,
and (4) decision-realization support
(Figure 2). In addition to these
processes of support for the patient, the
importance of the family's role and
support, and how to hold a meeting
meeting) when

(decision  support
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difficulties or questions are felt in
assessing decision-making ability or

support methods are also discussed.

Conclusion

This paper has described the process of
medical consent capacity assessment
and decision-making support. The
assessment of the patient's ability to
consent requires, as a prerequisite, the
treatment of psychiatric symptoms that
affect the patient's ability to consent
and an understanding of the pattern
with cognitive decline in order to
explain in an easy-to-understand
manner. In addition, decision-making
support requires the establishment of a
relationship with the patient, an
accurate understanding of symptoms,
and treatment, as well as
communication skills and support for
family members. Therefore, active
participation of psychiatrists in this
field is expected.

There are no conflicts of interest to

disclose in connection with this paper.
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Table 2: Four Components of Medical Consent Competence

Understanding
-How much the patient understands the content of the explanation received from the
physician

-Have the patient explain the disclosed information in their own words

Appreciation
-Whether the patient themself perceives the explanation received from the physician
as their own.
‘This complex process requires consideration of personal values such as religious

beliefs and cultural backgrounds.

Reasoning
-Whether the patient is able to think logically after inferring the consequences of

medical treatment.

Expressing a choice

‘Whether the patient express their opinions clearly and consistently.

In addition to verbal communication, this also includes cases in which the person is
able to communicate in writing, nodding, and other means.

(Adapted from Ref. 11)

10
Copyright: ©The Japanese Society of Psychiatry and Neurology and Author



PSYCHIATRIA ET
NEUROLOGIA

JAPONICA

! -~
= BERERAL L
=
=
a2
g
)
2 BEREENHN
ﬁ" P
ﬁu Eﬁ
&

M1 BERRECRKELINIBAHALERREOABROMR
(it 11 £ 0 31A)

Figure 1: Relationship between competencies required for decision-making and the

content of the decision (Adapted from Ref. 11)
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Figure 2: Process diagram of the "Guidelines for Decision-Making Support in Daily

Life and Social Life of People with Dementia" (Adapted from Ref. 6)
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