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extremes of both paternalism and
autonomy. This new conception,
supported by the President’s
Commission reports titled Making
Health Care Decisions and Deciding to
Forego  Life-Sustaining  Treatment, 1s
called “shared decision making.” It
envisions the patient and the physician
deciding together how care can be
managed best. It tries to combine the
best of both worlds—the physician’s
expertise and the patient’s values. The
process of making the decision
becomes a  shared process, a
partnership between the patient and
the physician. In shared decision
making, the answer to the question
“who decides?” is “the patient and the
physician.”

Shared decision making in any
field, however, is a  complex
phenomenon.  Sometimes it  runs
smoothly, but the potential for
conflict is always present. The

physician may want something done,
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but the patient refuses. And the
patient may want something done,
but the physician refuses, perhaps
because it is not good medical
practice, or illegal, or unethical. Even
in shared decision making, then, each
participant retains autonomy. Patients
can always refuse the proposed
medical intervention, and physicians
can always refuse to practice bad

medicine or to behave immorally.

Although the center of the
shared decision-making process is the
patient-physician  relationship,  the
sharing in the decisions often extends
to a wider circle, and this complicates
matters even more. On the patient’s
side, family members frequently play a
major role in the health care deci-
sions. On the physician’s side, other
providers are frequently consulted and

may share directly in the decisions.

Limitations ﬂﬁ‘écting the
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recently some have reacted to this
paternalism by proposing the principle
of patient autonomy or patient
self-determination and by encouraging
patients’ rights. This movement makes
the patient the primary decision
maker. It also sets the stage for
conflict; physicians cannot abdicate
their responsibility for the medical
treatment they provide, or can

provide, for their patient.

We now recognize that neither
medical  paternalism  nor  patient
autonomy provides the best in health
care decisions. Medical paternalism,
however well motivated,
disenfranchises the patient. On the
other ~ hand, patient autonomy,
however well grounded in a person’s
right to choose what happens to him,
disenfranchises the physician.

Today a new conception of
health care decision making is gaining

credence—one that avoids the
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role in the decision making can
become very challenging for the

physicians, nurses, and family.

Second, when a person becomes
a patient he enters an environment in
which other people are also making
decisions about his care. Not only
physicians but nurses, other providers,
and the institution itself have a say in
what they do for the patient because
they are responsible for their actions.
At times their disagreement will limit
the patient’s ability to make an

effective decision.

Sometimes this conflict can be
resolved by communication and
negotiation, but  occasionally  the
disagreement persists. For example, a
patient  imminently dying from
widespread cancer may insist on
cardiopulmonary resuscitation when he
suffers the expected arrest, but the
physicians and nurses responsible for
performing the CPR may be

convinced that attempting resuscitation
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is medically inappropriate and not
want to do it. If they are convinced
that it would be medically and
morally wrong for them to attempt
resuscitation, they cannot do it in
good conscience. If the patient insists
on resuscitation efforts, their only
alternative is to transfer the patient to
other providers. In practice, however,
this may not be possible at the
moment. Thus, it is not inconceivable
that providers will have to tell the
patient that they will not attempt
resuscitation if the arrest occurs while
he is under their care. The providers’
refusal of treatment limits the
patient’s ability to make an effective

decision about his treatment.

Third, as we will see, the law
sometimes restricts a patient’s ability
to make effective decisions about
health care. By law we mean both
legislation and the court decisions
constituting the tradition of case law.

Thus, a patient may want a physician
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Patient’s ﬂbilit_y to Make Health

Care Decisions

There are four major ways a patient’s
role in making effective health care
decisions can be limited or lost. First,
the patient’s capacity to make, or to
make known, her decisions may be
lost or diminished. She may become
unconscious, or be conscious but so
overwhelmed by medication, disease,
pain, or confusion that she is not
really capable of making decisions or,
if she can make them, of
communicating them to the
physicians. If a patient loses the
capacity to make or to communicate
decisions, a proxy or surrogate will
normally step in and try to speak for
the patient. We will consider decision
making by proxies or surrogates in
the next chapter. If a patient retains
decision-making capacity, but it has
been diminished by age or illness,
enabling him to play an appropriate




image10.jpeg
patient’s decision and the physician’s
decision as well, if the patient cannot
afford to pay for the surgery himself
or is unable to find another funding

source.

Potential Conﬂict between
Clinical and Ethical Goals

Almost every health care decision has
two goals. One goal is to decide what
will be good health care for the
patient. This is often an enormously
complicated question—it is not always
easy to know what constitutes good
patient care. We are tempted to say
that good patient care is treating to
cure disease and preserve life, and this
is true is most cases, but not always.
Sometimes good care consists in
declining or discontinuing treatment
because the interventions cause more
burdens than any possible benefits
they could provide. When this
happens the goal is not cure but
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comfort, not mindless preservation of
life but recognition of medicine’s

inherent limitations.

The second goal is to decide
what will be morally good for the
patient and for the providers. Health
care decisions are seldom simply about
treatment; morality almost always
intrudes. This is so because most
treatments have risks and harmful side
effects, and the need for reasons to
justify causing these bad events is a
main concern of ethics. Patients and
physicians have to decide not only
what is good medical care but what
1s ethical care, given the

circumstances.

The clinical and moral goals
sometimes conflict because clinical
practice is not identical with clinical
ethics. The goal of clinical practice is
the good considered as good clinical
outcome; the goal of clinical ethics is
the good considered as good ethical

outcome. The right clinical decision 1s
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often the right moral decision, but
not always. Transplanting
black-market kidneys bought from
desperate and impoverished people, for
example, might be the best clinical
outcome for patients needing the
kidneys, but from an ethical point of
view, good reasons exist for saying
that the implantation of black-market
kidneys is immoral. The potential
clash between «clinical and ethical
goals is one more reason why making
health care decisions can become so

complex.

These, then, are some of the
factors that give rise to the complexity
inherent in decisions about health
care. Next, we turn to an examination
of the most essential condition that
must be present before a patient can
make a health care decision—capacity.
By decision-making capacity we mean
the ability to make thoughtful and
voluntary decisions about health care.

Decision—making capacity 1s a major
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to kill her by a lethal overdose, but
the law forbids it, so the physician
refuses. And the single mother of
young children may want to refuse a
blood transfusion for religious reasons,
but a court may overrule her decision
lest the children lose their only

parent.

Finally, much of health care in
the United States is not paid for by
the patient but by third-party payers,
most notably Medicare, the Veterans
Administration, the military health
care  system, Medicaid  welfare
programs, and various private health
insurance plans and health
maintenance organizations (HMOs).
Any of these payers can -effectively
restrict the patient’s ability to make
effective decisions about a particular
treatment by refusing to fund it when
the patient has no other way to pay
for it. If an insurance company
declines to pay for the surgery a
patient wants, this will override the
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issue when patients participate in
decision making because the dysfunc-
tion that makes them patients may
very well also limit or undermine
their ability to make important
decisions. Determining whether or not
a patient has decision-making capacity
is one of the more important, and
difficult, challenges facing physicians

and nurses.

Decision-MakinGe CAPACITY

Decision-making capacity in health
care is the ability to make reasonable
decisions about what to do when
confronted with disease, injury, and
pain. In a general sense providers as
well as patients need to have
decision-making capacity, but we will
consider this capacity only in patients.
We presume the physicians and other
providers have the capacity to make

decisions.
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it is wise to begin by presuming that
conscious adults have decision-making
capacity, we know that some of them
do not have it and that others will
have to make decisions for them.
Physicians have the difficult task of
determining whether or not their
patients have decision-making capacity.
This determination is a serious matter
because once a physician determines a
patient is incapable of making
decisions about his health care, she in
effect disenfranchises him of his
prerogative to make what could be
very important decisions about his life.
We  need, therefore, a  clear
understanding of this decision-making

capacity.

Capacity is the ability to do
something specific; it is related to a
particular task. A blind person lacks
the capacity to drive a car but does
not lack capacity to hear a symphony.
In health care, our interest is chiefly

in the capacity or ability of patients
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Many authors use the words
‘competence” or  “competent”  to
describe  what we are calling
decision-making capacity. Using
competence to indicate
decision-making capacity could be
misleading because competence has
long been used in a precise legal
sense. Our legal system normally
assumes an adult is competent unless
a court has ruled otherwise.
Obviously then, the legal meaning of
competence and what we mean by
decision-making capacity are not the
same. Many adult patients not
declared incompetent by a court do
not have the capacity to make

decisions about their health care.

Clear examples of patients
without the capacity to make
informed and voluntary decisions
include children, the unconscious,
many with mental illness, and the
like. In many cases, however, the lack
of capacity is not so clear. Although
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to perform a particular task—to make
their health care decisions. This
capacity for making health care
decisions is very specific. Some
patients may have the capacity for
making health care decisions but not
for making other decisions—decisions
about their finances, for example.
Some patients may retain the capacity
to make health care decisions despite
psychiatric disorders or organic mental
disabilities that leave them confused
about other things. And some patients
may have the capacity to make some
treatment decisions but not others, or
they may have the capacity to make
treatment decisions at some times but
not all the time.

The capacity for making health
care decisions has three aspects, and
all three must be present for us to
say that the patient has
decision-making capacity.

I. Understanding.
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Decision-making capacity means a
patient can understand relevant infor-
mation  about the disease, the
treatment options, and the
recommendations of the physician. It
also means he is able to communicate

with providers.

2. Ewaluation. Decision-making
capacity means a patient has some
framework of values that will enable
him to judge whether a particular
health care decision will accomplish

what he considers good for himself.

3. Reasoning. Decision-making
capacity means that a patient can
deliberate and reason about how all
available courses of action will likely
affect him. This implies that he can
grasp cause-effect relationships,
notions of probability and percentages,
and the basic form of “if X, then Y’

reasonings.

A question that frequently arises 1s

whether or not a patient can be
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FOUR

Making Health Care Decisions

DECISION MAKING in clinical
settings can be very complicated.
Various  parties  have  legitimate
interests, and one of the parties, the
patient, may be so affected by medical
problems that for him or her to make
good  decisions is  unlikely or
impossible. In this chapter we focus
on the decision making of the patient
and the physician. In chapter 5 we
will describe what happens when a
patient has lost decision-making
capacity and a proxy or surrogate,
usually from his family, speaks for the
patient with the physician.

The first section of this chapter
discusses the complexity inherent in
making health care decisions. The

second section considers the capacity
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patient are actively involved in making
decisions, and they may disagree
about what is proper medical
treatment; (2) the patient’s ability to
make decisions may be undermined
by his illness—it is hard to make
good decisions about anything when
we are sick or limited by external
factors; (3) health care decisions often
involve important moral issues, and
good moral decisions are not always

good clinical decisions.

Disagreements between P/Jysician
and Patient

As was noted in chapter 3, for a long
time it was taken for granted that the
physician should make the decisions
about treatment. This is known as
medical paternalism. When it was
operative, there were seldom
disagreements between physician and
patient because the physician made

the  decisions  unilaterally. More
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of a patient to make decisions, what
constitutes capacity, and how it is
determined. The third section explains
informed consent, the most distinctive
feature of patient decision making in
clinical settings. The fourth section
covers the advance directives people
can put in place to retain some
decision-making authority if they
should ever lose the capacity to make
decisions. The final section discusses
the Patient Self-Determination Act
and shows, by looking at the research
project known as SUPPORT and a
case study, how difficult it has been
to change the clinical culture in
hospitals so that patients and their
families can carry out their reasonable
wishes at the end of life.

CoMPLEXITY OF HEALTH
CARE DEcisions

The complexity arises from three main

sources: (1) both the physician and the




