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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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Jersey father to have the respirator
removed from his severely
brain-damaged  and  permanently
unconscious daughter attracted
national attention. The patient was
Karen Quinlan, and her landmark case
will be considered later. The
well-known story of Karen Quinlan,
more than anything else in the 1970s,
made people aware of the new
life-support systems being developed
and how they could keep the vital
functions of a human body going
long after there was any hope of

signiﬁcant recovery.

Legalization of living wills
followed soon after the Quinlan case.
In 1976 California became the first
state to recognize them by what it
called the Natural Death Act. In the
next year efforts to introduce legal
living wills were made in forty-two
states and were successful in seven.
Today over forty states have some

form of legal living waill. The laws
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person had executed a more recent

living will or that the document is a

forgery.

Efforts are being made, with some
success, to overcome the deficiencies
of living will laws. At the same time
there has been a movement toward a
better type of advance directive, the

medical care directive.

Medical Care Directives

A medical care directive is a written
instruction indicating the care people
want if they should ever become
incapacitated. The directive is more
broad than a living will because (1)
anyone capable of informed consent
can make one—the person does not
have to be terminally or seriously ill,
as the laws governing living wills
often require; (2) the directions are for
providing  treatment as well as

forgoing it; and (3) the language
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whose death is expected within a
short time, to make these wills. This
leaves everyone else without a means
of making advance decisions about

treatment.

2. The directives are narrow in
that they apply only to treatments
people do not want and ignore what

treatments they might desire.

3. The language is often vague,
using such hard-to-define terms as
“heroic  measures” or “meaningful

quality of life.”

4. Most laws providing for
living wills do not legislate any
penalties if providers choose to ignore

them.

5. Providers, especially those
working in an emergency situation,
have to worry about whether the
document really was the person’s legal
living will. It is always possible that
the person had executed it but was

thinking of canceling it or that the
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describing the medical problems that
might develop, and the treatments
that might be employed, is more
concrete and complete than the

language found in most living wills.

A typical medical care directive
will consider three things: what
medical problems might occur, what
treatments are available, and what
treatments I, as patient, want. The
section on what I want can be further
nuanced; perhaps I want some care no
matter what, or the same care on a
trial basis with the understanding it
will be withdrawn if it becomes
unreasonable. And in some cases I
might be undecided about what I
would want and state this, leaving the

decision up to a proxy.

The kinds of medical problems
most often included in a medical care

directive are these:

1. Being in a vegetative state or in
a coma with little or no hope
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state courts and some physicians will
not honor a proxys decision to

withdraw the life-sustaining treatment.

Although medical care directives
are an 1mprovement over legal living
wills, they also have their weaknesses.
First, it is impossible to anticipate
every medical problem that might
happen, so the instructions we leave
may not be helpful, and they may
even mislead those caring for wus.
Second, people often change their
minds as time goes on, and the
directives of last year might not
reflect the desires of this year. The
person functioning as our proxy might
be aware of our latest wishes and
thus be trapped between honoring our
written directives and doing what is
more consistent with our later wishes.
Third, many people attempting to
compose advance directives become
bewildered as they think about all the
different kinds of medical situations

and treatment options available for
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had the time, few physicians would be
inclined to do it, knowing that almost
all the time would be wasted because
so many of the problems and
treatment options—unfortunately, we
cannot be sure which ones—would
never be a real 1issue for that

particular patient.

This has led many to suggest a
second kind of advance directive—the
designation of a proxy or surrogate
who will make decisions for us if

ever we cannot.

Proxy Designations

The second type of advance directive,
the proxy designation, allows us to
designate a person who will make the
decisions about withholding and
withdrawing our treatments or who
will give informed consent for
treatment if we ever become

incapacitated. We can distinguish two
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general kinds of proxy designations:
the durable power of attorney and the
more general health care proxy

designation.

Durable Power of Attorney

The law allows us to give another
person the power of attorney. This
power allows the designated person to
carry out certain functions on our
behalf. If we are going to be away
for an extended time, for example, we
can give someone the power of
attorney to sign checks to pay our
bills. Although the power of attorney
usually applies to our property, it
could also apply to our person; that is,
we could designate a person to make
certain decisions about our personal
matters as well as about our property.
This would seem to make the power
of attorney procedure a natural basis
for appointing someone to make

health care decisions on our behalf if
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Health Care Proxy Designation

The durable power of attorney is not
the only way to designate a proxy
decision maker for health care. A
simple written directive designating a
person to make health care decisions is
most often all that is needed. This is
because the physician is the person
who will have to find the appropriate
proxy, and except for extraordinary
circumstances, the physician  will
obviously be relieved to know that the
patient has already designated the
person he should consult when the

patient can no longer make decisions.

Some states, however, have
formalized the designation of a proxy
or surrogate decision maker by
passing laws designed to strengthen
the power of such a proxy idea. In
July 1990 New York enacted a health

care proxy law, and Massachusetts
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Once the physician has formally
determined that the patient has lost
the capacity to make health care
decisions, the designated proxy in
Massachusetts can make any decisions,
including decisions to withhold or
withdraw  life-sustaining  treatment,
unless the person had restricted the
agent’s authority on the proxy

designation form.

However, the patient, despite
being considered incapable of making
decisions by the physician, may always
veto any of his agent’s decisions,
unless a court has ruled that the

patient is incompetent.

If the physician later
determines the person has regained
capacity, the proxy loses the authority
to make the decisions but regains it if
the physician subsequently determines
the patient is again incapable of
making the decisions. Physicians may,

for ethical or religious reasons, choose
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proxy designations went into effect.
The law applies to all hospitals,
nursing  homes, hospices, health
maintenance organizations, and home
health agencies receiving Medicare or
Medicaid funds. Since almost all these
institutions do receive these federal
funds, the law 1s almost universal in

scopc.

The act requires these
institutions  to  provide  written
information to each adult patient
about the right to make health care
decisions, to refuse treatment, and to
write advance directives for use if the
person should ever become
incapacitated. The law encourages, but
does not require, adults to make both
treatment  directives and  proxy

designations.

This  statute  provides an
excellent opportunity for people to
think about advance directives and to
make some provision for them. Only

if people make some kind of advance
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developments in this direction. Some
states, for example, are fashioning laws
that would designate an agent for
incapacitated patients who did not
make such a designation themselves
and do not have a court-appointed
guardian. The proposed laws would
empower a spouse, adult children,
parents, siblings, even close friends, to
act as designated proxies for those
who failed to designate a proxy before
they lost capacity.

Since December 1991, there has
been a federal law supporting advance
directives. It 1s called the Patient
Self-Determination Act (PSDA), and
we conclude this chapter with a brief

consideration of it.

TuE PATIENT
SELF-DETERMINATION AcCT

In December 1991 the first federal

statute on treatment directives and
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lends itself to a rigorous method.
Rather, we work our way through life
and the dilemmas it presents by
relying on our moral character,
experience, insight, intuition, and
feeling to perceive a promising move
that will enhance virtuous personal
human flourishing, be consistent with
the common good, and reduce what

undermines these goods.

The Case of Hazel Welch
The Story

Hazel was a ninety-two-year-old
resident in a convalescent unit of a
senior citizen residence. She could no
longer walk because of her advanced
arthritis. Her circulation problems
would soon require amputation of a
toe. She also suffered from leukemia,
but it was in remission. Her mental

abilities were intact.

After collapsing in her room she
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treatment directives but felt it was
not a good idea to have a federal law
intruding into the area of personal
health care decisions. Others felt the
legislation should have made
physicians rather than institutions
responsible for providing the
information because physicians are the
people  primarily  responsible  for
treating patients according to their

wishes.

How successful have the PSDA
legislation and other efforts been in
encouraging patients to express their
wishes and in having physicians follow
them? Many feel the progress has
been less than satisfactory. Too many
people still become patients without
indicating how they want to be
treated or who they want to make
decisions for them if they should ever
lose decision-making capacity. More
important, a major study published
four years after the PSDA showed

that the preferences of many patients
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2. Hazel was also cognitively
intact; she had the capacity to make
decisions about her treatments. When
she learned that the surgery on her
intestines would probably fail, she
decided against it.

3. The surgeon, knowing that
the surgery was the only thing that
might save her life, persuaded her to
change her mind to have the surgery.

We are also aware of the following
good and bad features in Hazel’s

story.

1. Hazel will die without
surgery, and the loss of life is bad.

2. The surgery might save her
life, and this would be good.

3. The surgeon is experiencing
distress from two sources. He does not
want his patient to die, and he does
not want his colleagues at the weekly

surgical conference to criticize him for
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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




image19.jpeg
545 &

OO PFPFUY %l /4% m

poor judgment and negligence if he
lets Hazel have her way. He wrote: “I
would almost certainly be castigated
over my failure to overrule such a
seemingly senseless wish.” His distress
over losing a patient and over future

criticism is a bad experience for him.

4. The surgeon truthfully
pointed out that Hazel had only a
one-in-three chance of survival with
the surgery, and this is good.
However, in an effort to get her
consent, he admitted that he “played
down what she could realistically be
expected to experience” during her

postoperative recovery, and this is bad.

Prudential Reasoning in the Hazel

Welch Story

Patient’s perspective. Hazel’s
perspective 1s most 1important here
because she is cognitively intact. She

is in the best position to weigh the
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think it over. When he returned
fifteen minutes later she looked
directly into his eyes and said “T'll do
it but only because I trust you.” She
signed the consent form, and the

surgery was performed.

Ethical Analysis

Situational awareness. Here we pause
and consider the main facts and
ethical features, both good and bad,
in the story. We are aware of the

following facts.

1. Hazel was ninety-two and
unable to walk. She suffered from a
gangrenous toe that would require
amputation in the near future,
leukemia that was in remission, severe
arthritis, and  serious  circulation
problems. Then her digestive tract
became  perforated, which is a

life-threatening situation.
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Ethical Reflection

The surgeon in this case was Dr.
Sherwin Nuland, author of the
best-selling book How We Die. His
comments on the case show how
clinical concerns can unfortunately
override ethical values in some cases.
On the one hand he acknowledged
that he had not made a good ethical
decision: “For Miss Welch, the effort
was not justified, no matter what
success might have resulted, and I was
not wise enough to recognize it. I see
things differently now.” He went on
to say that “paternalism was precisely

the source of my error in treating

Miss Welch.”

Yet, on the other hand, Dr.
Nuland wrote that it would be a “lie”
for him to imply that he would have
acted differently even if he had
recognized his error. He admitted that
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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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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




