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capacity. The more harmful the
decision, the more carefully the
physician will investigate the issue of
capacity when the decision appears
unreasonable. An unreasonable
decision is not a reason for saying the
person does not have capacity, but it
is a reason for investigating more

carefully the presumption of capacity.

Perhaps the easiest case in
which providers can accept what they
consider an unreasonable decision 1s
when the decision is based on tenets
of a sincerely held religious faith.
Nearly everyone considers a patient’s
commitment to a recognized religious
faith an appeal that outweighs all
other reasons for wusing life-saving
treatment. Thus, many physicians and
nurses would consider the refusal of
blood in the face of death by a
practicing  Jehovah’s ~ Witness an
unreasonable decision from a medical
perspective but not something that

they should question because it is
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four major exceptions to the legal and
ethical requirement for informed
consent before medical interventions

are begun.

Legal Requirements

Sometimes laws or military directives
require  health care interventions.
Examples here include the law of a
country requiring immunizations for
public health reasons, or a military
order requiring immunizations or
drugs to protect the health of military
personnel and to maintain an effective

fighting force.

Emergencies

In most emergencies there is no time
to disclose the necessary information
for an informed consent. Here the
providers simply act according to what

they think will be in the best
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reason for their physicians to conclude
that they have lost the capacity for
making health care decisions. In other
words, a decision most would
consider  unreasonable does not
automatically mean the person making
it lacks capacity. People with capacity
can make unreasonable decisions, and
they can make mistakes. Conversely,
people can make reasonable decisions,
yet not have decision-making capacity.
We cannot use the outcome of the
decision process, the decision itself, as
evidence that the person has, or does

not have, decision-making capacity.

On the other hand, when a
patient decides on something that
physicians and other providers think 1is
unnecessarily dangerous or obviously
unreasonable given the circumstances,
it certainly raises a warning flag.
Physicians  concerned about  their
patient’s well-being will be moved to
probe deeper into the decision-making

process and to question the person’s
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illness.

The emergency exception to
informed consent is often quite
obvious, but this is not always so. It
does not apply, for example, when
personnel taking care of somebody in
an emergency happen to know what
the patient wants. In such a situation
they would not do what they think is
best for the patient but what they
know the patient wants.

Consider the following situation.
A hospitalized dying patient, with an
order not to be resuscitated if
respiratory or cardiac arrest occurs, is
being transported by ambulance to a
nearby facility for a treatment the
hospital cannot provide. The patient
has not been discharged from the
hospital, and he is to be returned in a
few hours. During the transport a
cardiac arrest occurs. The ambulance
crew are trained in CPR and
instructed to begin emergency CPR

whenever they are called to the scene
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SJC also ruled that the judge should
have instructed the jury to consider
first whether Catherine was capable
of informed consent. If she was, then
they should conclude that it was
wrong to restrain and intubate her

against her wishes.

The case law about informed
consent 1n emergencies 1s consistent
with a virtue-based ethical approach
which insists that ethical maturity
occurs when we take responsibility for
managing  our  lives, something
Catherine was trying to do. For her
the reasonable thing was to reject
intubation, which had never been
necessary before and, since she was
actually improving when it was
ordered, may not have been necessary
that morning. The morally reasonable
thing for the doctor to do would have
been to respect her wishes rather than
put her in restraints and force the

intubation on her.

An interesting and  seldom
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has an order to withhold resuscitation
indicates, in most cases, that an arrest
is not unexpected. The patient is in
the ambulance for routine transporta-
tion and not because of an
emergency. Second, how can it be
plausibly  argued that attempting
resuscitation for a patient who has
declined it is morally reasonabler If
the arrest had occurred at the hospital
an hour earlier, no attempt to
resuscitate the patient would have
been made, and everyone would have
thought that not attempting
resuscitation was the morally right
response for this patient. It is difficult
to say withholding CPR is no longer
the morally right thing to do simply
because = the  patient is  being
transported in an ambulance for

treatment elsewhere.

This example suggests that some
interventions made without informed
consent under the heading of an

emergency are arguably  morally
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to intubate her then? Perhaps it
would have been because she could
always have requested withdrawal if
she recovered decision-making
capacity;  yet intubation is an
emergency intervention that  the
patient clearly said she did not want.
There seems to be no clear morally
reasonable response in this kind of
situation. It is generally not reasonable
for physicians or family to let
someone die from an asthma attack
that could be reversed by temporary
intubation; nor is it  generally
reasonable to force intubation on
someone against her clearly stated

wishes.

Waivers

Sometimes patients with
decision-making capacity waive their
prerogative to give informed consent.
They might choose not to be

informed of the diagnosis, or of the
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prognosis, or of the risks. They may
even not want to make any decisions
about treatment, preferring to leave
that in the hands of the physician or
another person, perhaps a family
member. From a moral point of view
there is no problem with patients’
waiving their option to give informed

consent.

If the patient waives informed
consent and expects the physician to
make the decisions, however, a
difficult situation ensues. In the
present  cultural  climate = many
physicians will hesitate to accept a
patient’s wish that the physician make
treatment decisions without obtaining
informed consent. So strong 1is the
legal and social climate in favor of
informed consent that many
physicians are uncomfortable working
without it, and they will often seek
an appropriate proxy to give informed

consent and to sign the form.
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member with all the information
needed for informed consent to the

interventions.

Therapeutic Privilege

This is a rather controversial
exception to obtaining  informed
consent from a patient with decision-
making capacity. The idea is that
giving people the truth about their
unfortunate diagnosis and expecting
them to make an agonizing choice to
give or  withhold consent for
burdensome  treatment  with an
uncertain outcome might devastate
them. Physicians and family
sometimes fear that the disturbing
information and the need for a
decision in a tragic situation will
cause the patient to become upset,
depressed, or emotionally
unresponsive, and these negative
reactions will make his condition

worse. As a result, withholding the
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A patient’s waiver is a complex
phenomenon. The patient certainly is
morally justified in choosing to waive
the rights of receiving information
and of giving consent, but it is less
certain that he can waive the
physician’s responsibility to disclose
information and obtain consent before
providing treatment. In effect the
patient’s waiver 1s requesting the
physician not to disclose information
and not to obtain consent before
treatment, and the physician may well
be unhappy with this arrangement.
Moreover the waiver undermines the
ideal of shared decision making by
putting the whole burden on the
physician.

There are times, however, the
waiver allowing a physician to treat
without informed consent may be
morally appropriate. A physician who
has known her patient for many years

might accept a waiver as the patient,
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In general there is widespread
agreement that therapeutic privilege
should be an extremely rare exception
to informed consent and that
sufficient information, no matter how
terrible, ought to be provided so the
patient can participate meaningfully in
the decision-making process. The
disclosure may be difficult for the
physician and upsetting for the
patient, but this is often less harmful
than the efforts at concealment.
Concealing the truth disenfranchises
patients by preventing them from
making their own decisions. Taking
this power away from people is a
serious step indeed, and it 1is the
major reason why therapeutic privilege

should be so rarely invoked.

ADVANCE DIRECTIVES

Many of us will one day lose our

capacity to make health care decisions.
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bad news might seem to be the right
thing to do.

When patients are never told of
their unfortunate diagnoses, however,
an intolerable situation often develops.
Treatments are given, and providers
and friends have to perform a dance
of pretending—pretending that the
illness is only temporary, pretending
that the patient “will soon be fine.”

Although it may seem that this
is the merciful thing to do, most
often it is not. There is no evidence
that informing patients of their
situation when the diagnosis and
prognosis are not good 1is more
dangerous to them than pretending
everything is fine. Moreover, there are
several good reasons for avoiding the
dance of pretending. First, it often
does not work. People soon begin to
sense they are seriously ill and getting
worse. And people also sense that

others are not being honest with

them.
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When that happens our primary
physician will turn to a proxy for
decisions  about  our  treatment.
Someone else will be giving informed
consent for our surgery or ventilator

or feeding tube.

If the proxy does not know
what treatments we would have
wanted, then he may be inclined to
give consent for anything that might
help to keep us alive. And once
life-sustaining  therapies are being
used, the proxy may find it difficult
to request their withdrawal if they
become unreasonable. It is not easy to
request treatment withdrawals when

the result is death.

And if the proxy does request
withdrawal of life-sustaining
treatment, providers may hesitate to
remove it from us unless they have
strong  evidence that we  had
previously indicated we did not want
the particular therapies. This is so

because some state courts, most
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treated if certain conditions afflict us,
and (2) we can designate someone to
report our instructions or, if we didn’t
give instructions, to make decisions for
us. In other words we can write out
how we want to be treated, and we
can choose someone to speak for us.
We will call the instructions for
treatment freatment directives and the
instructions designating who is to

speak for us proxy designations.

Treatment Directives

There are two kinds of written
treatment directives, living wills and
medical care directives. Many people
call all written directives living wills,
but they are not. The major
differences between the living will and
the more generic medical care
directive are that (1) the living will is
a formal legal document, and the
medical care directive is not; and (2)

the living will usually designates only
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unwanted treatments, whereas the
medical care directive almost always
includes treatments the person wants.
It is helpful, then, to think of a living
will as a special type of medical care

directive.

Living Wills

Strictly speaking a living will is a
legal document similar to the legal
will that directs the disposal of our
property after death. In the 1960s two
groups, the Euthanasia Society of
America and Concern for Dying,
advocated legal recognition of a will
that would allow people to set forth
their wishes to have life-support
systems withheld or removed in
certain situations. For a few years all
attempts to pass legislation recognizing

such a will failed.

Then the great  publicity
surrounding the efforts of a New
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partially capable of making a health
care decision; that is, whether or not
there are degrees of  capacity.
Experience certainly suggests that
there are degrees of capacity. A
person’s capacity for decision making
could diminish for any number of
reasons and yet not be totally lost.
This suggests that we could say some
people have a partial capacity for

making health care decisions.

This may seem like a wise
move, but in practice, it is not. For
practical reasons, it 1s important to
draw a  sharp line  between
decision-making capacity and
incapacity. Capacity is an either-or
situation:  either the patient has
decision-making  capacity for this

situation or she does not have it.

If we did not draw a sharp line
between capacity and incapacity, we
could never determine just who has

the final responsibility for making the
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room in the senior citizen residence,
she wrote out advance directives with
emphatic directions indicating that she
wanted nothing but nursing care if
anything else happened to her. Two
weeks later she suffered a massive
stroke. The staff at the home, unlike
those in the hospital, respected her
wishes and did not transfer her to the
hospital. She died the next day. Her
story is a vivid example of what the
SUPPORT study uncovered—how the
culture of medicine in teaching
hospitals tends to ignore people’s
wishes at the end of life by forgetting

ethical considerations at the bedside.

FinaL REFLECTIONS

Informed consent, advance directives,
state health care proxy laws, and the
federal PSDA fit very well with the
ethical perspective outlined earlier.
This ethics is a morality of the good

understood as the good we achieve for
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he probably would have done the
same thing again, partly because “the
code of the profession of surgery
demands that no patient as salvageable
as Miss Welch be allowed to die if a
straightforward operation can save
her.” His clinical concerns trumped
ethics: “Viewed by a surgeon, mine
was strictly a clinical decision, and
ethics should not have been a
consideration.” He concluded that
“ethicists and moralists run aground
when they try to judge the actions of
bedside doctors.”

The view that clinical decisions
override ethics is incoherent in an
ethics of the good. If ethics is about
secking the bottom-line goal in one’s
life; that is, making one’s life a good
life, then ethical decisions trump all
others. Once a moral agent allows
professional goals to override the
greatest goal of any  human
life—happiness, living a good life,

living  virtuously—he misses what
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when my treatment directives and the
proxy’s opinion of what I would now
want are in conflict. I can reduce the
problem somewhat if I include in my
combined directive some instructions
on how I would want such a conflict
resolved. I could say that my proxy
has the final say, or I could say that
the treatment directives should prevail
in the event of a conflict. Without
such a provision in the combined
directive, providers and others will be
in a real quandary when these
conflicts occur. Seeking relief in the
courts is a last resort in health care
because the adversarial atmosphere of
the courts is not really the place for
personal health care decisions, but

sometimes there is no alternative.

Advance directives and the 1991
Patient Self-Determination Act
remind us of the important role
proxies play in health care decision
making. The next chapter considers

the matter of proxy decision making
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ourselves by the moral choices we
make in life. Advance directives are an
expansion of this ethics into future
situations that might happen to us.
We imagine what could happen to us,
and we indicate what we think our
moral response in these situations
would be. Our advance directives
extend our decision making into a
future when we might no longer be
able to make prudential decisions in

our lives.

Treatment directives are
important for another reason—making
them is a virtuous thing to do. They
prevent our physician, other providers,
and our loved ones from being left in
the predicament of trying to figure
out how we would want to be treated
if we ever lose the capacity to decide.
Doing something good for others for
their sake i1s what we call the virtue

of love.

Making advance directives also

manifests the virtues of courage and
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decision about the patient’s care—the
patient or the proxy. If the patient is
capable, the patient has final
responsibility for decisions; if the
patient is not capable, the proxy has
the final responsibility. If we embrace
the notion of partial capacity, the
physician would be placed in an
untenable position. She would not
know whether to accept the decisions
of the patient with partial capacity or
those of the proxy. Only by making a
sharp dividing line between capacity
and incapacity can we determine who
ultimately decides—the patient or the

patient’s proxy.

Capacity is thus a threshold
notion, and a patient is on one side
or the other. We cannot think of
someone as straddling the threshold
between capacity and incapacity. The
physician  determines  whether a
particular patient has, or does not
have, the capacity to make a

particular decision at a particular time.




image3.jpeg
The major question emerging
from considering capacity a threshold
notion is just how diminished any of
the three aspects of  capacity
(understanding, evaluating, and
reasoning) must be before a patient
has crossed the threshold from
capacity to incapacity. Ultimately this
determination 1s, as the President’s
Commission noted, a matter of
personal judgment based on common
sense. And as we will see in the next
chapter, the physician has the
responsibility ~ of = making  this
judgment about his or her patient.

However, physicians should not
judge patients incapable of making
decisions simply because they make a
decision that is idiosyncratic or at
variance with what the physician
thinks 1is best. For example, a few
people routinely refuse blood for
religious reasons. Their decision to
refuse a treatment almost everyone

else considers reasonable is not a




