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inheritance might decline
life-sustaining treatment for an elderly
parent suffering from a stroke because
they know it can lead to years of
expensive care in a nursing home.
Again, some children, feeling guilty
about neglecting a parent for years,
might insist on “doing everything”
when the treatment 1is burdensome
and of no real benefit to their parent.
The  physician’s  primary  clinical
responsibility is always the care of the
patient, and he will reject the unrea-

sonable requests of proxies.

BecominGg A Proxy

A person can become a proxy and
make health care decisions for an

incapacitated patient in several ways.

Patient—Designated Proxy

The best way of becoming a proxy is
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to be designated by the patient before
decision-making capacity has been
lost. When patients have chosen their
proxies, it makes everything much
easier for the physician as well as for
everyone else. If the patient loses
capacity, the physician simply turns to
the designated proxy for treatment

decisions and informed consent.

In many cases, however, patients
have not selected a proxy, and the
physician of an incapacitated patient
must find the person or persons with
whom the shared decision making will
occur and who will give informed
consent whenever it is required for

treatment interventions.

Family Members as Proxies

If the patient has supportive and
capable family members, identifying a
proxy is normally a relatively simple

matter for the physician. A spouse is
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usually the proxy for a mate, a child
or children are usually appropriate for
a widowed parent, and parents are the

proxies of first choice for their minor

children.

There is growing recognition,
however, that in many families, even
loving families, people often do not
really have a good idea of their loved
on€’s treatment preferences. Caring
about someone and living with her
for years does not guarantee that we
would know what she would want if
she became incapacitated. Many
people in families retain a significant
degree of privacy about certain areas
of their lives, including how they
might want to be treated when ill.
Adult children may not really know
what their aging parents want, and
some spouses may not really know

what their partner wants.

We cannot, therefore, always
assume that members of a family

know the wishes of an incapacitated
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(1) the ability to understand and
communicate relevant information, (2)
the possession of a framework of
values providing a context for
particular value judgments, and (3) the
ability to reason about different
outcomes, risks, and chances of
success. If any one of these three
elements is absent to a significant
degree, then the person does not have

decision-making capacity.

The responsibility of
determining the absence of the
capacity to make health care decisions
rests with the physician. This is so
because  apart  from  exceptional
circumstances such as emergencies, a
physician cannot treat a patient
without  voluntary and  informed
consent, and consent is valid only if

the person has the capacity to give it.

Although the physician
determines when a patient lacks

decision-making capacity, the deter-
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family member. Perhaps they do
know; perhaps they do not. This is
why physicians cannot simply accept a
family member’s decisions for a loved
one who once had decision-making
capacity. Physicians need to ask family
members  why they believe an
intervention is something their loved
one would, or would not, want.
When family members say “She
would not want a feeding tube” or
“He did not want to be kept alive by
machines,” physicians do well to ask
such questions as: “What did your
mother or your father ever say or do
that makes you think she or he
would, or would not, want the
feeding tube or the life-support

equipment?”

Signiﬁcant Others as Proxies

It is always possible that someone
outside the family has a better idea
of what the patient wants. If this is
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so, then this person would be in a
better position to act as proxy for the
patient. Of course this could easily
generate a very volatile situation if
the family members object.
Unfortunately, if their objections are
successful, it could mean a patient
will be denied the proxy best suited
to report what he wanted.

The typical situation where a
significant other would make a better
proxy than a family member occurs
when the patient no longer lives with
family and has established a close and
enduring relationship with another
person but never married him or her.
No simple formula exists for
determining when this significant
other is a better proxy than a family
member. It is yet another area where

prudence is a valuable resource.

People from the pastoral care
and social work support systems and
other members of the health care

team can sometimes provide
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information of great help to the
physician in identifying a significant
other as the appropriate proxy. The
idea is to designate as proxy a person
who knows and cares about the
patient, 1is aware of the patient’s
desires, is available, and is willing to
become informed about the diagnosis,
the prognosis, the available treatments,
and the side effects and risks of
treatments. If a patient has had no
meaningful contact with his family
for decades, it makes no sense to
think a family member is the most

suitable proxy.

Court—Appointed Proxies

Problems can  arise  over  the
designation of a proxy for any
number of reasons. Perhaps there is
no family or significant other
available, or the family is available but
hopelessly divided over what should
be done. Perhaps a proxy is requesting
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procedure to appoint a guardian with
the power of making a decision, the
legal process often extends to the
treatment issue itself and thereby
turns the case into a whole new
question that sometimes involves
judges making decisions either for

treatment or for its withdrawal.

STANDARDS FOR MAKING
Proxy DEcCIsIONS

When proxies make health care
decisions for other people, they need
to rely on some kind of standards to
guide their judgments. The two
widely recognized standards in health
care ethics are called substituted
Judgment and best inferests. Both these
standards are patient centered. In cases
of substituted judgment, the wishes
of the patient prevail; in cases of best
interests, the benefit to the patient

prevails.
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Sometimes, however, neither of
these standards applies, and the proxy
will have to rely on a third standard,
what we will call the reasonable
treatment standard. This standard is
provider-centered; the proxy
determines what  is reasonable

treatment in the circumstances.

Substituted judgment is the
preferred standard, and the proxy will
rely on it whenever possible. Only if
the proxy cannot wuse substituted
judgment will she turn to the best
interests standard. And only if neither
substituted judgment nor the best
interests standard is appropriate will
the proxy turn to the reasonable

treatment standard.

The Substituted Judgment
Standard

Substituted judgment is a rather

awkward term, but its meaning is
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simple. The “judgment” in substituted
judgment is the judgment of the
patient. All the proxy does is step in
as a substitute for the patient and
report the patient’s wishes to the
physician. When using the substituted
judgment standard, the proxy is like a
substitute teacher who steps in and
uses the lesson plan the assigned
teacher had already developed. The
substitute teacher does not really
make the plan for the day, nor does
the proxy using substituted judgment
really make the treatment decisions.
Just as the substitute teacher -carries
out the lesson plan chosen earlier by
the regular teacher, so the proxy using
substituted judgment carries out the
treatment plan chosen earlier by the

patient.

This means the proxy must
know how the person wants to be
treated if she becomes an
incapacitated patient. There are three

ways a proxy can know this:
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1. The patient could have
explicitly told the proxy, orally or in
written advance directives, what she

wants done.

2. The patient could have
implicitly made clear what she
wants, perhaps by offhand comments
about how sily it is to keep
unconscious people alive on

machines for months, and so forth.

3. The patient could have
revealed enough about her thinking
and values so the proxy knows what
she wants, even though the matter
was never discussed or even
mentioned. This is an extremely
weak basis for substituted judgment
but may be valid in some cases. The
spouse in a happy marriage where
the  couple was open  and
communicated well with each other,

for example, may be in a position to
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rely on it.

The proxy’s role in substituted
judgment 1is, therefore, a limited
one. The proxy does not really make
the decision; he communicates the
decision of  the patient. In
substituted  judgment, the proxy
reports to the physician what the
patient wants. Substituted judgment
works very well when patients have
discussed in a clear and explicit way
their wishes about future treatment
with their proxies. Proxies find it
more difficult to wuse substituted
judgment when they have to rely on
a patient’s comments and on their
familiarity with the person and the
person’s attitude toward life, sickness,
and death. This is why treatment
directives and communication with
the person who will act as proxy are

so vital.
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Proxies can wuse substituted
judgment only when they know
what the patient would have
wanted. The substituted judgment
standard cannot be used when
proxies have to make decisions for
babies or young children, or for
adults who never had capacity, or, if
these individuals once did have it,
never revealed enough for the proxy

to know what they wanted.

Although this explanation of
substituted  judgment reflects the
standard use of the term in health
care ethics, we should note that the
phrase is sometimes used differently
by the courts. Some  legal
decisions—and this includes a long
history of decisions in
Massachusetts—use the phrase
“substituted judgment” for decisions
to withhold or withdraw treatment

from incapacitated people who never
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something clearly inappropriate for a

patient.

Sometimes the physician and
social workers can resolve the
difficulty, but at other times they
must fall back on the last resort and
seek a court-appointed guardian. If a
court does appoint a guardian to
make health care decisions, the
guardian’s decisions have priority over
those of any other proxy. If the
physician or the family disagrees with
the court-appointed guardian’s
decisions, they cannot overrule him,
but they can challenge the decision in

court.

Once the matter of designating
a proxy lands in the courts, the
process often becomes complicated,
especially if the decision involves
withholding or withdrawing
life-sustaining treatment. Courts rely
on an adversarial process—that 1is,
people present arguments both pro

and con. And instead of a simple
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given the situation, would, if she
could, want a DNR order, and he
issued an order to withhold CPR.
Beth’s guardian ad /litem appealed,
but the state Supreme Judicial Court
upheld the judge’s decision.

This is not really the
substituted judgment standard we
use 1n ethics, where substituted
judgment means we have some
evidence of what the person actually
wants. Some judges are aware that
the legal doctrine allowing judges to
claim they = know  what a
never-competent person would have
decided if she were able to decide is
not a solid legal approach. In the
case of Beth, for example, a
dissenting justice wrote a strong

objection:

The court again has approved

application of the doctrine of
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FIVE

Deciding for Others

MANY PATIENTS do not have
the capacity to make health care
decisions. Some, children and those
with congenital mental impairments,
never had decision-making capacity.
Others had it once but have lost the
capacity because of various medical or
psychological problems. Because
patients  without  decision-making
capacity can no longer make decisions
to receive or to refuse treatment, other
people will make these treatment
decisions and give consent on their
behalf. The person making these
decisions is called a proxy or a

surrogate.

In the previous chapter we
defined the three essential elements of

decision-making capacity. They were
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substituted judgment when there is
not a souppon of evidence to
support it. The trial judge did not
have a smidgen of evidence on
which to conclude that if this
child who is now about five and
one half years old were competent
to decide, she would elect certain
death to a life with no cognitive
ability. The route by which the
court arrives at its conclusion is a
cruel charade which is being
perpetuated whenever we are faced
with a life and death decision of

an incompetent person.

Why do some court decisions
allowing the withdrawal or
withholding of life-sustaining
treatment insist that substituted
judgment is the standard for making
the decision, even when the patient
never had the capacity to make

health care decisions? Two reasons
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come to mind.

First, the courts recognize a
serious obligation to preserve human
life, especially vulnerable human life,
and  thus some  judges are
uncomfortable with decisions to stop
treatments that are preserving life. It
is difficult for these judges to give
up the obligation to preserve life,
and if they do, they want the
patient, and not anyone else, to
make the decision. If the patient
never had decision-making capacity,
the best these judges can do is claim
that the patient would have decided
to forgo treatment if he could have
decided to forgo treatment.

Second, the law supports rights
of self-determination and privacy,
including, as we saw 1In our
discussion of informed consent, the
nght of people to refuse treatment.

The courts do not think these rights
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are lost just because a person is not
able to assert them. The courts are
careful about rights, and some
judges can accept the withholding or
withdrawal of life-sustaining treat-
ment only if they can construe the
case as one in which the patient
would, if he could, exercise his right

to refuse treatment.

Although the efforts of these
courts to justify the withholding or
withdrawal of inappropriate
treatment are laudable, their use of
substituted judgment to conjecture
what patients who never had
capacity would have wanted if they
did have capacity is not helpful. In
fact, it causes unnecessary confusion.
It would be better if these courts
could refrain from viewing every
decision to withdraw treatment from
an incapacitated patient as a form of

substituted judgment and acknowl-
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edge that the second criterion of
proxy  decision making,  best

interests, is legally relevant.

The Best Interests Standard

The best interests standard is what
the proxy falls back on when the
patient’s wishes are not known and
the substituted judgment standard
cannot be wused. The interests in
best interests are the interests of the
patient, what will best benefit the
patient. Often the patient will derive
benefit  from  treatment, but
sometimes treatment is more of a
burden than a benefit. In such cases,
the treatment would not be in the

best interests of the patient.

The benefit in question is a
net benefit—that 1s, what will be in
the best interests of the patient, all

things considered. Best interests does
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could be confusing. It does not
mean that the proxy must provide
the absolutely best treatment for the
patient. If the patient needs surgery,
for example, the proxy need not
seek the best surgeon in the world
for the operation, or seek to place
the person in the best medical
center in the country. The word
“best” in best interests simply means
that the proxy should decide on the
basis of what he thinks is good for
the particular patient—that is, what
he thinks will truly benefit him.

Both the substituted judgment
and the best interests standards can
be overridden in some rare
situations. In an emergency triage
situation, for example, a provider
may decide to withhold or remove
treatment in order to provide such
treatment for another with a better

chance of survival even though the
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first patient wanted the treatment or
it i1s in her best interests to have it.
And a national health service may
put limits on certain treatments that
will place them beyond the reach of
most citizens despite the fact that
some patients would want the
treatment or that it would be in

their best interests to receive it.

The Reasonable Treatment
Standard

Sometimes neither the substituted
judgment nor the best interests
standard is applicable. We cannot
use substituted judgment if the
patient never gave any indication of
what was wanted. And we cannot
use best interests if the patient has
no interests, and sometimes we do
not use it when the patient has

interests. Two examples where a
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proxy  cannot rely either on
substituted judgment (the patients
never expressed their wishes) or on
best interests are (I) some
permanently  unconscious  patients
and (2) some incapacitated dying
patients kept on life support to
preserve organs for transplantation.
In the first case, the proxy may
decide to withdraw life-sustaining
treatment; in the second, she may
decide to continue it. In neither case
can the proxy’s decision be based on
substituted judgment (the patients
never indicated what was wanted)
or, as we will see, on best interests.
Hence, we need a third standard,
the reasonable treatment standard.
To see why this is so, we will look

at these situations more closely.

Permanently Unconscious

Patients
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Patients in a permanent coma or in
a PVS no longer have any interests
in the usual sense of the word.
They are beyond experiencing
anything, and therefore beyond all
burdens and benefits. It truly makes
no difference to them whether they
live or die. Their family, friends,
and their society may still have
interests in what happens to them,
but these patients have no interests.
Nothing we do to or for them is a
burden or a benefit. Life-support
systems and surgeries are neither
benefits nor burdens for them
because they do not, and never

again will, feel anything.

Some ethicists argue that the
permanently unaware patient does
have interests, or at least has one
interest, the interest in living. They
say that we can speak of the




image27.jpeg
interests of a permanently
unconscious person just as we speak
of the interests of a deceased person
who left instructions in a will about
the disposition of personal property.
The executor of the estate respects
those wishes and, as we say, looks

out for the interests of the deceased.

The interests we speak of in
reference to the deceased, however,
are not the same as the interests
designated in the best interests
standard. The interests in reference
to the deceased refer to their earlier
wishes and thus relate to the
substituted judgment standard, not
to the best interests standard. The
interests in the Dbest interests
standard refer not to what the
patient wanted but to what is
beneficial for the patient now that
we do not really know what she

would have wanted.
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not refer to the benefit of a specific
treatment. Suppose a proxy were
making a decision for a terminally
ill person with periodontal disease.
Gum surgery, an uncomfortable
procedure, will obviously be a
benefit by curing the gum disease,
but, when everything is considered,
it is not in the patient’s best
interests. The gum disease will not
cause distress or tooth loss for
another decade, and the person is
not expected to live more than a
year. We have a similar case when
people in pain are clearly dying and
then contract pneumonia. Using
antibiotics will produce a
benefit—the curing of
pneumonia—but this treatment may
not be in the best interests of these

dying patients, all things considered.

The word “best” in best

interests is somewhat misleading and
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mination 1s not normally based on
medical criteria or on a psychiatric
consultation. The determination of
incapacity is a practical judgment that
any mature person who knows the
patient can make. It is a judgment
made by a medical professional, but it
is not a medical or professional
judgment. The exception to this is
mental illness. When mental illness
has been diagnosed, medical expertise
and psychiatric consultations are often
needed to determine whether or not
the patient has decision-making
capacity.

Sometimes a person lacks all
decision-making capacity. This is the
case, for example, with unconscious
patients or young children.
Sometimes, however, a person lacks
decision-making capacity in a more
limited sense. A patient may have the
capacity to make decisions about some
treatments but not about others, or

she may have the capacity to make
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decisions at this time but not at
another time. Hence, what the
physician must determine is whether
or not the patient has the capacity to
decide about a particular treatment at

a particular time.

It is also the responsibility of
the  physician to  identify  the
appropriate proxy when his patient
lacks decision-making capacity.
Sometimes this is a simple matter.
The patient may have already
designated a proxy, or supportive
family members may be available.
When a patient has not designated a
proxy or when family members are
not available, the physician’s task of
identifying the appropriate proxy can
be difficult.

When the physician is working
with a proxy, he must be aware of
any conflict of interest or of any
emotional baggage that could distort
the proxys decisions. For example,

some children anxious to preserve an




