[bookmark: _GoBack][image: cid:f865625d-6b24-4659-97ee-9f0332c2ea56][image: cid:0cf78289-1787-49f2-8136-7bae0cf089a7][image: cid:08e71293-20dc-4bb3-b2af-bd0f5f61e8e6][image: cid:48cc2d59-1669-4d73-80df-884a5131de9e][image: cid:e0e1cceb-8099-43ff-a66f-80b96d472454][image: cid:a1a56610-0222-408d-8098-767b33b60dbf][image: cid:d13cb272-c681-4de5-b70e-b9573c952f11][image: cid:139e0306-ec97-4842-9cdb-08bcf7b30a00][image: cid:a006135b-4959-4391-8230-10352b710c5b][image: cid:31509145-d4ac-40fe-a40a-5359eecdf047][image: cid:a945f595-9d0b-49d6-accd-3535aab08c20][image: cid:2fff230f-8f77-492b-a981-cfa961dc131d][image: cid:a47822b6-d894-4c86-9f64-956b10e80f6f][image: cid:ea972b66-f98a-4161-8ff7-f6f611ab3f44][image: cid:398ab757-20aa-4f46-8c89-16507080b467][image: cid:f2883cb9-7d4b-4fb6-911b-97c8d96a80d1][image: cid:8015e747-55ec-4b1a-ad70-a1c2a0deeee4][image: cid:08dc1b99-707c-4772-bdbe-eab9ebab7645][image: cid:128f7a47-bbaa-450a-acff-7f2392d674e8][image: cid:25d997cc-8308-478c-997e-e0f0f6b3c605][image: cid:412fefed-848b-4479-bfe5-fbf720771662][image: cid:d35e5fb9-7d10-4116-8421-745984deb518][image: cid:a40ac8ef-405f-4f79-a832-44f0d4a40a98][image: cid:79eadd5c-b9d0-4807-a9a1-1b91de21ee55][image: cid:6e448af1-f94d-45cb-8d58-6f149d5f9cb6][image: cid:f6e6012f-7f54-4d5a-bb32-073d1494c805]
image4.jpeg
recipients of the organs can be
located, brought to the hospital of
the dying child, and prepared for the
surgery. Suppose also that the child
can be medicated to prevent
suffering while kept alive on the

life-support equipment.

If we do decide to continue
the life support to preserve the
organs, the decision is not based on
substituted judgment—a proxy
cannot use this standard for a baby.
Nor 1s it based on  best
interests—we have already said that
withdrawal of the treatment is now
in the best interests of the child.
Hence, neither substituted judgment
nor best interests can justify the
parents’ decision to continue the life
support keeping the child’s organs
healthy for transplantation. Quite
simply, the baby’s life is not being

preserved for her own benefit, but
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Imagine this situation: A
ventilator-dependent  patient  has
been in a PVS for years, and the
proxy now wants to withdraw the
life-support  systems. Since the
patient never gave any indication of
how he wanted to be treated if he
ever permanently lost consciousness,
the proxy cannot use substituted
judgment. Nor can she use the best
interests standard because
permanently  unconscious  patients
have no interests. Nothing matters to
them. Yet it is at least arguable, and
more likely reasonably certain, that
the proxy 1s morally justified in
seeking withdrawal of life-sustaining
treatment from a PVS patient.

But what standard guides the
proxy’s decision? In such a case, the
proxy falls back on what we are
calling the reasonable treatment

standard. The proxy requests the
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there 1s growing awareness that
neither substituted judgment nor
best interests are relevant in all cases
of deciding for others, as our

examples have shown.

In most cases of deciding for
others, the standards just outlined
can be applied in a straightforward
way. Deciding for some classes of
patients, however, can be a real
challenge. We will now look at
three such groups: older children,
the mentally ill, and patients from

other cultures.

DEeciping ForR OLDER
CHILDREN

The task of making health care
decisions for neonates and young
children, while often  difficult
because it is so hard to know what

is the right thing to do, is fairly
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standard and report what the patient
wants. If this is not possible, the
proxy turns to  the  second
standard—Dbest interests—and tries to
decide what is in the best interests
of this particular patient. If the
patient has left no indication of her
wishes and has no interests because
of the permanent loss of all
awareness, the proxy can only decide
on the basis of the third
standard—what is reasonable

treatment in the circumstances.

The substituted judgment and
best interests standards are now
widely understood and accepted in
health care ethics, and they are
easily compatible with the ethics of
right reason that we are developing.
Our third standard, reasonable
treatment, normally used only when
the other two are not applicable, is

not so widely recognized, although
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abuse, and the like. The desire of
some minors to prevent their parents
from knowing about their problems
makes it impossible for physicians to
consider their parents as appropriate

proxies.

In trying to sort out the
conflicting issues surrounding the
medical treatment of older children,
a brief historical comment may be
helpful. Until recently our common
law tradition, along with our ethical
heritage, viewed parents as having
almost total control over their minor
children. Children were not thought
to have rights of their own. Parents
made all the decisions affecting the
children, including health care
decisions, until the minor became an
adult or established an independent
life. For a long time the age of
becoming an adult in the United

States was twenty-one, but since the
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federal voting age was lowered to
eighteen in 1971, most legislatures
now consider eighteen the age at

which a child becomes an adult.

The idea that parents have
almost total control over their
children slowly broke down in recent
centuries. One major factor in the
breakdown occurred in the
nineteenth century when a
heightened  awareness  of  the
exploitation of children emerged.
Parents had always used their chil-
dren as laborers to work long hours
tilling the land and tending the
animals.  With  the rise of
industrialization, however, the sight
of children working long hours in
the miserable nineteenth-century
factories led to laws designed to
protect and promote children’s
welfare. In some cases these laws

prevented parents from doing what
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they wanted to do with their
children—send them off to work in

factories.

The movement to protect
children and improve their welfare
did not, of course, immediately
enhance their  self-determination.
The laws restricted what their
parents could demand of them, but
they did not give children more
power in decision making. This
came much later and not without
considerable social upheaval and
family stress. At the present time,
however, our society has arrived at
the point where most people agree
that older minors should play a
major role in significant decisions
affecting  their  lives, including
decisions  about  their = medical

treatment.

On the other hand parents still

retain a considerable interest in
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providing  for  their  children,
especially those not yet eighteen
years of age. And most children
under eighteen can still benefit from
parental guidance, especially when
they are il and major medical
decisions need to be made. The
tricky question with a teenage
minor, then, is how the real but
limited capacity for self-
determination in the not-yet-mature
child can be harmonized with
legitimate parental concerns and
important parental guidance. This is
the kind of question not susceptible
to a definitive answer; all we can
hope to do is grope toward some

kind of response.
We will first show how

studies on the cognitive development
of children suggest strongly that the
absolute minimum age necessary for

a child to have the capacity to make




image12.jpeg
health care decisions is about twelve
years. Before this age, parents or
another proxy must make the
decisions because the child lacks the
cognitive development to do it. Then
we will examine how parents or a
proxy should be involved in making
decisions for minors twelve years and
older. We will see how in some
cases it may be morally appropriate
for the parents or proxy to have
nothing to do with the decision,
whereas in other cases it is morally
appropriate that they share in, and
perhaps actually make, the health

care decision.

The Minimum Age for Minors
to Make Health Care Decisions

The first thing to determine is when
an older minor has developed

sufficient capacity to understand, to
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straightforward. Since the young
children never had decision-making
capacity and do not have it now, the
decisions made on their behalf are
usually based on the best interests
standard.

Deciding for children becomes
much more complicated when the
children are older and have some
grasp of the information and some
ability to give consent yet still lack
the maturity of an adult. These
children are not yet fully capable of
making mature decisions but are not
far from it and may actually have
the capacity to make some decisions.
The situation is further complicated
because the medical needs and the
problems they face after puberty are
often the kind of problems many
children might not want their
parents to know of—pregnancy,

sexually transmitted diseases, drug
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evaluate, to reason about the medical
realities confronting her, and to
consent freely to proposed
interventions. In other words, when
does a child develop the capacity to

make health care decisions?

The answer of course will
vary from child to child. Some
mature very quickly; others take a
slower route. Yet developmental
studies of normal children show
definite stages of advancing toward
maturity in understanding,
evaluating, reasoning, and consenting.
These studies indicate that most
children younger than twelve years
of age have not yet developed
decision-making  capacity,  that
children between twelve and fourteen
years are in a kind of transition
period, and that children fifteen and
older may well have enough capacity

to make major health care decisions
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when minors achieve the capacity
to make their health care decisions
because we want to avoid two
situations: We do not want to
ignore their decisions if they truly
have the capacity to make them,
and we do not want to accept
their decisions if they really do
not have the capacity to make
them. In other words we do not
want to disenfranchise a child
capable of deciding, and we do
not want to force decision making

on a child not yet ready for it.

To determine when the
health care decisions of a minor
are valid, we must examine his
capacity to make such decisions.
In the previous chapter we
identified  three elements of
capacity: understanding, evaluation,

and reasoning.
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Understanding

Studies of normal children suggest
that a child’s understanding of
illness is closely related to the
developmental stages of cognitive
development first outlined in some
detail by Jean Piaget decades ago.
In this developmental schema
children do not really begin to
understand  illness, let alone
prognoses and the impact of
various treatments that might cure
or mitigate the illness, until some
time after the age of eleven. Then
this realistic understanding of
illness grows over the next few

years.
Evaluation

A child’s appreciation of what is
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children fifteen and older may
well have enough capacity to
make major health care decisions
on their own. This is not to say
that making such decisions on
their own is the ideal; obviously,
most  children under eighteen
could benefit from the assistance

of loving and caring parents.

Some suggest that minors
suffering from chronic illness for
many years achieve an under-
standing and an ability to make
decisions about their treatment
long before other children. This
seems to be so for older minors,
but the reverse may be true for
younger children, in whom the
illness may retard mental and

moral development.

It is important to determine
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about when children begin to
make moral judgments remain

widely accepted.

This does not mean mature
moral judgments are made at this
age—only that the minor has the
capacity to make them. Both
Piaget and Kohlberg insisted on
what we all know: Achieving a
mature cognitive development does
not mean moral maturity
necessarily follows. People cannot
make moral decisions without
advanced cognitive development,
but this cognitive development
does not guarantee that they will

make morally mature decisions.
Reasoning

In Piaget’s schema formal

reasoning also begins around the
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withdrawal of life-sustaining
treatment because there is no cogent
reason to treat, and many reasons
not to treat, permanently
unconscious patients year after year.
Treatment of a PVS patient is not
reasonable because it 1s of no
possible benefit to the patient,
withdrawing it 1s of no burden to
the patient, and providing the
treatment 1s a considerable burden

for others.

Sometimes  the  reasonable
treatment standard is appropriate
even when we do know what the
patient would have wanted. Imagine
this situation: A person once told
his proxy that he wanted major
heart surgery if he ever needed it.
Many years ago, he lapsed into a
PVS. Now he needs the heart
surgery. Should the proxy, using the
substituted judgment standard, try to
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age of twelve, when the advanced
level of cognitive development
that enables adolescents to reason
abstractly occurs. At this stage the
child can  consider  various
possibilities, form hypotheses and
deduce conclusions from them,
and then test these conclusions
against experience. IMoreover, a
child at this stage of cognitive
development can reason
simultaneously about the
alternative treatments and about
the risks associated with each. As
was pointed out in the last
chapter, this 1s the level of
reasoning a person must achieve,
at least in rudimentary form,
before we can say that he has the
capacity to make health care
decisions and to give informed

consent.




image20.jpeg
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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good and bad also grows in
developmental stages. Here the
basic work was done by Lawrence
Kohlberg, who continued Piaget’s
work in the relationship between
cognitive and moral development.
The developmental studies of
Piaget, Kohlberg, and others elab-
orating on their work strongly
suggest ~ that  mature  moral
judgments cannot be made until
about the age of twelve. Although
Kohlberg’s  work  has  been
criticized, with some reason,
because it emphasized the moral
development of boys as they grew
into men and thus slighted the
moral development of girls as
they grew into women and
because his stages of moral
development presuppose a Kantian

moral framework, his conclusions
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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




image23.jpeg
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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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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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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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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arrange for the heart surgery? Or
could the proxy ignore the patient’s
wishes and decline to seek the
surgery? It is at least arguable, and
more likely reasonably certain, that
we should not perform major heart
surgery (or kidney dialysis or organ
transplantation) on a person n a
PVS even though the patient may
have wanted “everything done” to

preserve life.

But what is the basis of this
judgment? It 1s not substituted
judgment—the patient said he
wanted the intervention. And it is
not best interests—the permanently
unconscious patient has no interests.
The standard guiding the proxy’s
decision can only be what we are
calling the reasonable treatment
standard. And in this kind of case,
the reasonable treatment standard of

proxy decision making actually




image3.jpeg
overrules the substituted judgment

standard.

Incapacitated Organ Donors

The reasonable treatment standard
may also be invoked in a second
kind of situation involving conscious
but incapacitated patients. Consider
the following. A young child on
life-support systems is dying, and the
parents and providers have reached
the conclusion that withdrawing the

life support is in the best interests

of the child.

The parents are also ardent
supporters of organ transplantation
and would now like to donate the
organs of their child after death. It
may be that the best chance for
successful transplantation will be to
keep the child alive on life-support

equipment for several days until the




