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retain the rlght to refuse dialysis if it were offered. Since he has already refused
other treatment proposals, he might also refuse the dialysis. That would eliminate
any moral controversy in the case.

Assuming he did not decline the dialysis, respect for autonomy introduces
another issue. Does his autonomously chosen decision to be noncompliant negate
his claim of justice to receive the dialysis? Some would argue that justice requires ,
that persons who are among the worst off be given opportunities for benefit. If, ;
however, Mr. Beato has had opportunities to be better off but has rejected them, 3
this could leave him in a morally different position from those who are among the | ChC[pteI‘ 6
worst off without having had such opportunities. Does autonomously chosen non-
compliance lessen Mr. Beato’s claim of justice? ‘That will depend on one’s interpre-
tation of the principle of respect for autonomy, the principle to which we now turn.
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Case 12-4: The Jesus Christian Transplant: Brainwashed into Donating
a Kidney?
Case 14-1: Donation, Salvaging, and Incentives for Transplantable Organs
Case 14-3: Tainted Organs: Donors with High-Risk Lifestyles
Case 14-9: Patients with Alcohol Dependency and Their Rights to Livers

for Transplant
Also see the cases of Chapters 7, 9, 10, and 17.

In the previous chapter we saw that in social ethics the principles of beneficence
and nonmaleficence (maximizing aggregate total net benefits) may not be the only
morally relevant consideration. The principle of justice affirms that certain patterns
of distribution of the good, such as distribution based on medical need, may also
be morally relevant. Justice, when it is considered a principle of fair distribution, is
not the only moral consideration that can provide a check on the principles of
beneficence and nonmaleficence. In this and the following chapters we shall ex-
plore several other moral principles—respect for autonomy, veracity, fidelity, and
avoiding killing—principles that all, in one way or another, refer to right-making
elements, actions, or practices that do not involve maximizing the net good
produced.

Justice is concerned with the distribution of goods in morally preferred patterns. It,
therefore, always involves more than one person who is the potential beneficiary. The
remaining principles are relevant, however, even if there is only one person our actions
affect. Thus these principles are particularly important in traditional clinical health care
ethics in which the professional is thought of as acting on one and only one patient. In
fact, we increasingly recognize that, even in these clinical situations, many people are
affected by the clinician’s actions. There is not only one patient but also other patients
whom the clinician could be treating. Family members of the patient, friends, and citi-
zens may be affected by each treatment decision, as can fellow health professionals.

Nevertheless, many ethical decisions in health care can be analyzed as if there
were only one party who is principally affected. When we contemplate violating a
patient’s autonomy, lying to a patient, breaking a promise such as the promise of
confidentiality, or mercifully killing a patient, it is the patient’s moral interests that
are primarily affected. Other people’s interests are much more indirect. Therefore,
while remembering the important ethical issues raised by the principle of justice in
the previous chapter, the cases in this and the following chapters in this part of the
book will focus primarily on the more individual ethical concerns. These begin with
the moral principle of autonomy.! This principle is more accurately referred to as the
principle of respect for autonomy, since it does not require that people act autono-
mously, only that their autonomy be respected.

Autonomy is both a psychological and a moral term. Psychologically, autonomy
is a term describing the mental state of persons who are free to choose their own
life plans and act on those plans substantially independent of internal or external
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constraints. One leads the life of an autonomous person to the extent one is free to
be “self-legislating.” Autonomy means creating one’s own legislation. As such, bein
autonomous is always a matter of degree. No one is “fully autonomous” in the, sensi>r
of being totally free from internal and external constraints. Some people may be
totally lacking in autonomy—infants and the comatose are examples. Many people
whom we call nonautonomous, however, possess some limited capacity to make their
own choices. Small children, the mentally retarded, the mentally ill, and the senile all
may be able to make limited choices based on their own beliefs and values and vet
are hardly autonomous enough to be called self—detcrmining in any meaningful w};y
Thus being autonomous is decision-specific as well as a matter of degree. We treat.
those persons who have a sufficient degree of autonomy as being essentially self-
determining; we call them “substantially autonomous persons.” For purposes of
public policy, we assume that persons below the age of majority, usually 18, are lack-
ing sufficient autonomy for a range of publicly significant decisions unless proven
otherwise. We admit that some 16-year-olds may have both the internal knowledge
and intellectual capacity and be sufficiently free from external constraints to be is
imtonon:ous as some adults. The courts will occasionally recognize such minors as
mature” for purposes of making medical decisions on their own. But the workin
presumption is that minors lack competence to make many substantially autono%
mous decisions.

By contrast, those who have reached the age of majority are presumed to be
substantially autonomous unless there is adequate evidence to the contrary. One
type of evidence comes from a judicial determination of lack of competence ;l'hcre
is a striking problem with patients who are clearly unconscious. They aré obvi-
ously not capable of making autonomous decisions, yet they have never been de-
clared incompetent through any formal proceedings such as in a court. One
approach is to require that if a clinician or a family member believes such persons
are totally lacking in competence, he or she must take reasonable steps to inform
the patient of that belief. Of course, if the patient is unconscious, no such action
would be necessary, but if the patient is capable of disagreement,and the patient
coherently expresses that disagreement, then he or she should be presumeg to be
competent until adjudicated otherwise. If he or she fails to disagree, then a pre-
sumption of lack of capacity to make substantially autonomous cl;oices seems
reasonable.?

Wha;l;l:s, however, does not mean automatically that. a clinical caregiver is free to do
e ems reasonable to those who are not substantially autonomous. In the case of
o ; Ctn::,s :&;: ()f)gr;::cr;z it:il; c;;li)l/( pareInts ;md thos; designated by the courts are free
for the individual. The health, rofessional—physi an, mutve, phs on?ed e
hentet du professional—physician, nurse, pharmacist, or other

0 Wor'kcr does not automatically have that authority.
follow‘;:; :f}; :1(1; Sl; :Se}l:;\:(laéi bt: fk::es::)bstaitiaﬁy au‘to‘nomous, it fioes not necessarily
exano o orShe . make all decisions ab9ut his or her actions. For

ple, if one’s actions are likely to harm others, we routinely accept the idea that
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they can be restrained. This might be supported on what can be called the “harm to
others” principle. From the time of John Stuart Mill, this limit on action has been
well recognized, even among defenders of human liberty.?

The principle of justice might also be a basis for constraining actions that affect
others. That is, we may want to control people because of the effect of their action on
the distribution of goods as well as because of the total amount of harm one’s actions
will bring to others. Still others believe that it is acceptable to constrain people who
we believe are substantially autonomous in order to produce a greater good for society.
Constraining someone in order to produce good for others is, however, more contro-
versial than constraining to protect others from harm or to promote justice. Finally,
some people believe it is acceptable to constrain those who are substantially autono-
mous in order to produce good for those individuals themselves. This is what is called
paternalism.

If a person’s substantially autonomous actions have no appreciable effect on
other people, it is an open question whether it is ethically right for others to con-
strain his or her behavior, that is, to act paternalistically. Even if their free choices
only affect themselves, some people have held that it is morally appropriate to con-
strain actions. Laws requiring motorcycle riders to wear helmets, laws restricting
access to drugs with dangerous side effects, and, in some cases, laws authorizing
restraint of persons who are of danger to themselves have all been defended as justi-
fiable infringements on personal freedom. When these restraints are imposed on
substantially autonomous persons, such laws are paternalistic.

This is where autonomy surfaces as a moral principle. The moral principle of
respect for autonomy holds that an action or practice is morally wrong insofar as it
attempts to control the actions of substantially autonomous persons on the basis of a
concern for their own welfare.

Classical Hippocratic ethics in the health care professions has been committed to
the principle that the health care worker should do whatever is necessary to benefit the
patient. This has been understood to include violating the autonomy of the patient.
Physicians in the name of Hippocratic paternalism have refused to tell patients their
diagnoses, prescribed placebos, refused to prescribe drugs believed dangerous, and
have engaged in all manner of violations of the autonomous choices of patients.
They have done so not out of a concern to protect the welfare of others or to pro-
mote justice, but rather out of concern that the patient would hurt himself or herself.
Classical Hippocratic professional ethics contains no moral principle of respect for
autonomy.

By contrast, the moral principle of autonomy says that patients have a right to be
self-determining insofar as their actions affect only themselves. The principle of au-
tonomy poses increasingly difficult moral problems for health professionals, first in
determining whether patients really are sufficiently autonomous so that the principle
of respect for autonomy applies, second, in deciding whether persons who are, in
principle, sufficiently autonomous are being constrained by external forces that con-
trol their choices, and finally in deciding whether it is morally appropriate to override
autonomy in order to protect the patient’s welfare. The following cases confront these

issues.

Determining Whether a Patient Is Autonomous

S.ome. persons may lack the capacity to make many substantially autonomous deci-
sions. They may, through age or brain pathology, lack the neurological development
to process information necessary for making choices. They may suffer from severe
mental impairments, delusions, or errors in understanding.

In the easy cases, this capacity is totally lacking. In these cases, such as in small
children, we presume by public policy that autonomy is absent and designate some-
one as a surrogate, such as a parent or court-appointed guardian. In adults in whom
autonomy appears to be totally lacking, matters are more complex. First, the adult
may have made choices while competent that are thought to be still relevant. Second
public policy does not automatically designate any adults incompetent (as wit};
someone under the age of majority). It is here that we are still striving to develop
legal and public policy mechanisms for transferring decision-making authority.*
Presently no clear legal authority exists for health professionals, on their own, to
declare incompetency and assume the role of surrogate decision-maker. Competc’nce
is a legal term that can only be determined by the courts.

Since adults are normally presumed competent until adjudicated otherwise
there is a real problem for adults in need of medical treatment who appear to lack the’
capacity for making autonomous choices and yet need medical treatment immedi-
ately. Legally, consent is presumed in cases of emergency.® That presumption is not
valid, however, for situations that are not emergencies. For instance, if a physician is
planning to write a medical order not to resuscitate a patient in the case of a cardiac
arrest, it normally is not an emergency.

'The presumption of incompetency is also probably not valid for emergencies in
which the patient is coherent enough to demand not to be treated. As a society we
are moving toward a consensus that in cases in which the patient is so lacking in
capacity that he or she cannot respond coherently to a declaration of incompetency,
the transfer of decision-making to the appropriate surrogate is acceptable ever;
without a formal court review. ’

. That presumption of incompetency leaves open the question of who the appro-
pr.late surrogate should be. Normally, we would want as a surrogate someone com-
mitted to looking out for our interests and, if possible, someone who knows our
particular values. These criteria point in the direction of someone who knows the full
range of our values and interests, such as a family member, but we would also want
to guard against someone who has a conflict of interest. The pattern emerging seems
to be that it is the next-of-kin, rather than the health professional, who is in charge.

In cases in which the patient can respond to a declaration of lack of capacity by
21(116 cam;.1 provider, it is much less clea'r Yvhat should be done. If the patient acknowl-

ge's that he or she cannot make decisions and accepts the suggestion that the next-
Ef—km take on that role, it seems reasonable to proceed, but if the patient claims to
Orel ?‘1:}11(; :(;On:;)kel ;1:; or }}er own ;iletfision.s,.no clear policy guides health professionals
e - If there is enough time, it is prf)bably best to seek informal help from

ics committee or a formal, legally binding review from a court. If there is not
enough time, it is far less clear what should be done.
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Case 62 , :
A Mature 12 'ear-OId Who Refuses a Heart Trcmsplo:m

11 Wcts admltted to the hospncﬂ with-chest pain, intermit-
He was 69 years old. moder-
"valuanons mdlcclted
rt [ 1 y
a ad ‘been made, but h1s competency to make o:u’(ono—
ri Nma Sandstedt conmdered c‘

Questions for Thought and Discussion

_1 Should the physician rely on Mr. Maxwell’s apparent refusal?

_i Should the physician invite Esther Maxwell to function as his surrogate?

_1 What if Mrs. Maxwell also refused what Dr. Sandstedt believed was a reason-
able recommendation to go ahead with the procedure?
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"e'PQZSSi'bﬂTﬁY of getting consent from her par-
' o refuse. He turned to an ethics com-

Commentary

Cases 6-1 and 6-2 both raise questions of the mental competence of patients to
make crucial medical choices. Had Mr. Maxwell been more severely impaired,
the ethical and clinical problem posed by the first of these cases would have dis-
appeared or been changed significantly. Had Emma Ogden been 5 years old and
refusing a major operation, we would have no difficulty disqualifying her from
any role in deciding about her transplant.

Both of these patients show some signs of mental capacity to understand the
decisions that need to be made. In Case 6-1, Mr. Maxwell shows signs of demen-
tia and had no documented record of his views about life prolongation prior to his
current illness. Dr. Sandstedt seems to be of the view that the operation might be
warranted and that catheterization should be performed to provide a more reli-
able basis for making that decision. Clearly, if Mr. Maxwell has the capacity to
consent or refuse consent, the catheterization would be pointless if he knew he
would not give that consent.

Assessment of capacity to consent is not 2 precise science. Dr. Sandstedt,
perhaps with the help of a psychiatric consultant, could initiate such an assess-
ment leading to a judgment on her part of whether Mr. Maxwell is sufficiently
autonomous that she should rely on his consent or refusal. In the past, some
physicians have determined competency on the basis of the plausibility of the
patient’s choice. The reasoning is, “Refusing a life-saving operation would be
crazy; the patient is refusing so I should treat him as lacking the capacity to con-
sent because of his unreasonable refusal.”

This determination of capacity to consent on the basis of the reasonableness
of the patient’s choices is not generally considered acceptable. An independent
assessment is called for, based on whether the patient understands the nature of

the choice and the likely effects of various options. If the patient is found to have
capacity to understand and is not coerced or otherwise constrained in the choice
he makes, then respect for patient autonomy requires respecting the choice made,
at least if the patient’s welfare would be the basis for overruling the patient.

If Dr. Sandstedt and those assisting her in the assessment of Mr. Maxwell’s
capacity decide he has sufficient capacity to consent and she accepts the moral
principle of respect for autonomy, she seems locked into the conclusion that she
should not do the catheterization even though she might herself find it the better
choice. Only if Dr. Sandstedt remained committed to a more Hippocratic per-
spective based on the principle of beneficence, with a more paternalistic impo-
sition of the physician’s choice on the patient, would she consider overriding
Mr. Maxwell’s decision.

If she finds Mr. Maxwell lacking in the capacity to understand the choice he
might be asked to make, Dr. Sandstedt is in a more complex position. That would
still not lead to giving her the authority to make the decision on her patient’s
behalf, It is possible that she and her patient could disagree on his capacity to
decide. Tt is for cases like this that some now recommend informing the patient
of the physician’s decision that the capacity is lacking. The patient might concur,
leading to agreement that some other decision-maker would have to be found. If
the patient disagreed, then further work would be in order. Dr. Sandstedt might
seek additional consultation, might ask for an ethics committee’s review, or
might, in an extreme case, seek to have Mr. Maxwell declared incompetent by a
court.

If she proceeds, based on a decision that Mr. Maxwell lacks capacity, then a
valid surrogate is needed. Esther, the patient’s wife, seems like the obvious can-
didate here. Technically, there is some ambiguity in the law. Whether the law
specifically authorizes the assumption of next-of-kin surrogacy, as it does in some
states, most clinicians work on the presumption that the next-of-kin is the legiti-
mate and valid surrogate. In a case such as this one in which there is even differ-
ence of opinion among competent clinicians, it seems reasonable to accept the
surrogate’s choice as long as it is within reason. That could include the possibility
that Esther Maxwell would, after taking into account what she knows about her
husband’s values, decide against an operation.

In cases such as this, in which a questionably competent patient and surrogate
presumed to be valid agree on the course to be followed, the clinician may not
have to spend a great deal of time and energy sorting out whether the decision
comes from the patient or the surrogate, but Dr. Sandstedt should realize that
down the road Mr. Maxwell and his wife might reach a choice about which they
do not agree. At that point Dr. Sandstedt would have to be clear on which person
really has the authority.

In Case 6-2, we also have a case in which a physician, Dr. Hamid, needs to
know whether he will treat the patient herself as the agent with the capacity to
make medica) decisions or will rely on a valid surrogate. Normally for children as
young as 12, there is no doubt that they lack sufficient capacity, especially for
momentous life-and-death choices such as heart transplant. The parents would
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be presumed to be surrogates in a legitimate position to consent to the treatment.
In this case, however, Emma has shown remarkable capacity to understand. She
has extensive experience with being a surgical patient and with coping with her
condition. She has the unusual maturity to have thought long about her options
and to have taught and written about her situation.

Although we begin with the presumption that anyone under the age of major-
ity lacks capacity to make critical medical decisions, there are exceptions. Minors
may be classified as “mature,” that is, capable of sufficient autonomy to make their
own choices. This occurs with some frequency for older teenagers, especially when
faced with a decision such as birth control in which, for confidentiality reasons,
they might resist getting parents involved. Some minors are also treated as “eman-
cipated” even though they may lack sufficient maturity to make their own choices.
De facto, emancipated minors become their own decision-makers if they are mar-
ried, living independently, or otherwise emancipated from their parents.

Emma Ogden is not emancipated, but a case can be made that she is suffi-
ciently mature to make her own medical choices, even a major life-and-death
crisis. If she is deemed mature, then the views of her parents are technically ir-
relevant (except as they might serve as advice to their daughter). There remains
controversy over whether clinicians can, on their own, declare a minor to be suf-
ficiently mature or whether they need a declaration by a court before relying on
the minor’s consent or refusal. If the clinicians unilaterally decide to treat a minor
as mature, their action could be challenged by the parents, relatives, or by other
health professionals.

If a minor is not emancipated or classified as mature for purposes of medical
decision-making, then the parents are the surrogates with responsibility to make
medical choices until the time that they are disqualified by a court. If Emma were
not deemed mature, they would clearly have the right to consent to the transplant
even in the face of their daughter’s objection.

In this case, the parents concur in Emma’s choice to refuse the transplant.
Dr. Hamid faces additional decisions at that point. He could honor Emma’s own
choice on the grounds that he deems her a mature minor. He might do so without
the determination by a court of her status. Alternatively, he could classify her as
not sufficiently autonomous to make such a major decision and rely on the par-
ents’ decision. If he follows this course, however, he could run into an additional
problem. While patients deemed sufficiently autonomous have an almost unlim-
ited right to refuse medical treatment, parents acting as surrogates have some-
what less freedom. We know Jehovah’s Witness and Christian Science parents
can be overruled on grounds of patient welfare, even though the parents are
acting in good faith.

It is theoretically possible that Emma, a mature minor, has the authority to
refuse the transplant but that her parents could be challenged as not being suffi-
ciently reasonable if they are the ones asked to consent or refuse. In that case,
Dr. Sandstedt would have to be clear on whether she was relying on the patient’s
own refusal (on grounds that she was a mature minor) or on parental surrogate
decision-making.
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In both of these cases the patient’s authority to refuse consent to potentially life-
saving treatment is made complicated by constraints on the capacity of the patient to
make substantially autonomous decisions. In Mr. Maxwell’s case, the problem was
his dementia; in Emma’s case it was her age. In either case, however, clinicians could
confront a choice between treating the patient as possessing sufficient capacity to
consent or treating the patient as lacking that capacity, thus relying on a familial
surrogate. The policies and limits of decisional authority differ in the two courses.
The constraints, insofar as they exist, are what is sometimes called “internal” in both
these cases. They are problems with the capacity of the patient related to some condi-
tion that exists within the patient. In the following cases we examine limits on au-
tonomy based on external constraints.

External Constraints on Autonomy

Persons may be substantially autonomous in the sense that they have the neurologi-
cal and mental capacity as well as adequate knowledge but still be constrained for
specific choices by external forces. Persons in special institutions, sometimes called
“total” institutions, such as prisons, boarding schools, or the military, may be subject
to forces that exert substantial control on their choices. Persons may also be under
the threat of physical force. One interesting problem in this area is whether persons
have their autonomy violated when they are pressured by “irresistibly attractive
offers.” For example, if an imprisoned sexual offender is offered release if, and only
if, he agrees to an implant of a long-acting hormone that is expected to control his
sexual aggression, is such a person able to autonomously choose to accept or reject
the offer? If not, is it because the offer is made while he is in prison, or is it because
the option seems so attractive compared to the alternative? Ethical problems of re-
spect for autonomy can be created by the external forces such as these. The following
case illustrates the problem.
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- The dmg whxch could be administered by an implant, was designed to
prov1de long-term blocking of the effects of heroin. Tt had been tested in
ice and in three other spec1es of ammals and was now ready for mmczl

Questions for Thought and Discussion

-1 Given the external constraints of life in a prison, can prisoners ever make sub-

stantially autonomous decisions?
-1 What guidelines should be in place to protect prisoners who may want to
volunteer for research studies?
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Commentary

Former drug addict Harry Henning has become a candidate for a research project,
a clinical trial of a new narcotic antagonist that potentially could treat heroin addicts
by blocking the effects of that drug. The general questions of the ethics of clinical
trials will be discussed in Chapter 16 and those of informed consent in Chapter 17.
Here, the issue of debate is whether Harry Henning is a substantially autonomous
person for the purposes of deciding whether to participate in the proposed research
and whether the institutional review board (IRB) should approve the study.

There is no reason to believe that Mr. Henning lacks the innate capacity to
understand the information presented during the consent conversation or process
it. He lacks none of the factors inherently necessary to be an autonomous person.
He is not mentally ill, retarded, or ill to the point that he cannot think clearly.
The real problem is whether his environment provides such external constraints
that his decisions in this setting cannot be substantially autonomous ones.

There is evidence in the case that Mr. Henning probably would not (or should
not) consent to be part of this study if he were not incarcerated. He is a former addict,
and the study poses a real if small risk of readdicting him or producing other side
effects. It seems clear that the main reason Mr. Henning would agree to participate
is because he is incarcerated. (The other possibility is that he realizes that the drug
designed to attach to the same receptor that binds heroin could actually produce the
heroin-like euphoria he remembers so vividly. The drug is designed to attach to the
site in such a way that it blocks the heroin from the receptor but does not itself trigger
the heroin response, but there is a chance that this would not be the result in humans
so that a heroin euphoria could result from the drug and he would be readdicted.)

Does the incarceration present external constraints on his behavior that make
his choice nonvoluntary? Mr. Henning is presented with two options: returning
to his present life in the crowded cell block or moving to the new, more comfort-
able surroundings and taking a chance the narcotic antagonist won’t work. Is that
an unacceptable offer? If so, is it simply because it is irresistibly attractive?

Consider someone who is dying from cancer who is told the only chance she
has of a cure is to agree to a nauseatingly unpleasant chemotherapeutic agent.
Presumably that agent is at least as unattractive to the cancer patient as the nar-
cotic antagonist medication is to Mr. Henning. Yet the offer must appear to be
irresistibly attractive considering the alternative (which is death in the case of the
cancer patient). Yet we do not normally argue that the cancer patient cannot con-
sent to the chemotherapy because the offer is so attractive. If someone tried to
ban the offer because it is so attractive we would probably protest—precisely be-
cause the offer is so attractive. People should have access to very attractive options
even when their choices are very limited.

What is the difference between the prisoner’s case and the cancer patient’s?
'The prisoner’s choices are “artificially constrained” by the incarceration. Yet let us
assume that Mr. Henning is justifiably imprisoned. Should he not be allowed to
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make limited choices, say, between two different work details, even though his
environment is artificially confining? If so, should he not be allowed to choose a
“work” option of being a research subject, even if the offer is terribly attractive? Is
he less autonomous if he is given the additional option that is very attractive?
Would it be more ethical to conduct the research if the living conditions were
made much worse, say, as bad as those in which he would otherwise be living?

Overriding the Choices of Autonomous Persons

Up to this point, this chapter has dealt with persons whose autonomy is debated,
either because of inherent lack of the internal capacity to make substantially autono-
mous choices or because of external constraints that could make specific choices
nonautonomous. Some persons, however, are substantially autonomous. ‘They pos-
sess both the internal capacity to make choices according to their life plan and are in
an environment that offers them reasonable freedom to choose without external
constraints. Still, the choices they make may seem to be very foolish. They may seem
to offer risks of harms that far exceed any benefits that could be gained. Assuming a
person is substantially autonomous, is there ever a time when it is ethically justified
to constrain his or her actions for the individual’s own good, or does respect for au-
tonomy always win out, requiring that the autonomous individual’s own choices be
respected insofar as it is only that individual whose interests are jeopardized?

The answer will depend on how one’s ethical theory handles cases of conflict
among principles. In these situations involving clearly autonomous people con-
strained by neither internal nor external factors, if the principle of autonomy holds
sway, then no interference can be justified even to provide great benefit or prevent
great harm as long as the benefit and harm involved are those of the person who
would be the target of such intervention. On the other hand, some ethical theories
balance competing claims when two principles come into conflict. In that case, if the
principle involved other than autonomy becomes weighty enough, autonomy may
lose out. The most common case is one in which beneficence and nonmaleficence
conflict with respect for autonomy as in the following cases.
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Mr. Johnson had on previous visits been seen by a consuliing psychia--
trist who found him to be eccentric, a semiretired man who had done janito- -
rial work and odd jobs through his adult life. The psychiatrist had found
some depression but no evidence of mentgl illness that would hi ve made i
possible to declare him incompetent... = : A

Dr. Maria Garcia was very concerned about the

Commentary

Mr. Johnson has made a choice that most of us would find strange. He refuses a
treatment that any physician would consider essential to avoid an amputation. Tobe
sure, the physician’s recommendation for debridement involves a value judgment—
that it is better to suffer the discomfort of the aggressive treatment including de-
bridement than to lose a toe or foot, but the value judgment seems so obviously
right that most would be tempted to claim it is a “fact.” Many would be tempted
to say that anyone such as Mr. Johnson who would choose to take the very real
risk of losing the toe or foot has simply made a mistake. Either the person has
very strange values or is mentally ill and unable to make a rational evaluation of
the options.

Dr. Garcia had previously followed a reasonable course of asking for a psychi-
atric consultation, learning that at that time Mr. Johnson was not 2 candidate for
a declaration of incompetency. Had that been possible, the ethical problems re-
lated to the principle of respect for autonomy would have vanished. If Mr. Johnson
were not competent, his autonomy would not be violated if he were treated against
his will. He would not have sufficient autonomy for the principle to come into play.
On the basis of the previous consult, however, Mr. Johnson has been treated as
possessing enough autonomy that treating him against his wishes would be con-
sidered a violation of that autonomy. It could, of course, be that his mental condi-
tion has deteriorated since the psychiatric consultation. Dr. Garcia could seek to
have him declared incompetent so that a guardian could be appointed to authorize
treating him. She seems to understand, however, that she would likely fail in
trying to get a declaration of incompetency. Mr. Johnson, whatever his strange
behavior, does not appear sufficiently deranged to warrant such a declaration.

That leaves Dr. Garcia with two stark choices: respect his autonomy by letting his
infection go without the needed treatment, or invoke the principle of beneficence—
the moral imperative to benefit the patient—as a justification for admitting him
to the hospital, sedating him and treating him without his consent. Is this a case
in which beneficence should triumph over respect for autonomy?
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Prrt 2

Case -5 ’
Brought to the ER after a Suicide Attempt

ght to the emergency room (ER) by
i

Commentary

This patient is certainly facing a serious crisis. He is suicidal and will die if not
treated. Dr. LeMarke has the legal authority to commit him involuntarily and
treat his medical problems that result from his suicide attempt. If Mr. Perrin were
sufficiently mentally ill as to be treated as incompetent, as not sufficiently autono-
mous to make his own medical choices, the case would be relatively straightfor-
ward from the point of view of the ethics involved. He could be committed and
treated without violating the ethical principle of respect for autonomy.

Mr. Perrin has previously been evaluated by a psychiatric consultant, how-
ever, and has been found to be sufficiently in touch with reality that he cannot be
considered lacking in capacity. He seems to understand what he is doing. He has
merely reached the conclusion he would, in his circumstances, rather die than
live. Given his chronic depression that has not responded adequately to previous
therapy, his isolation from his family, and his continuing problems, he has made
the choice that life is not worth living. He is what some would call “rationally
suicidal” that is, suicidal while having an understanding of his situation and ca-
pable of understanding the choices available to him.

Most commitment laws still permit retaining persons who are deemed dan-
gerous to themselves or others. Committing those who are dangerous to others

Ethical Principles in Medical Ethics

seems relatively uncontroversial. No matter NOW COIMPETCHL AU 1atiVLial, 1t 12
unacceptable to pose a serious, credible threat to others. Retaining such persons
does not involve paternalism because paternalism requires that the action be un-
dertaken for the good of the one who is restrained.

Committing those who are dangerous to themselves is more complicated. These
laws were written in an era in which it was widely assumed that anyone who con-
templated suicide was either mentally ill or morally wrong. While that is often the
case, the interesting situations are the ones in which mental illness is ruled out or is
at least of such a mild degree that the person cannot be declared incompetent.

This presents a group of cases of people who are of danger only to themselves
and not sufficiently mentally ill to warrant restraint on the grounds that they are
unable to know or control what they are doing. They are suicidal but mentally
competent, and they are of danger only to themselves. Restraining such persons
using state laws permitting such restraint is paternalism in its most robust sense.

This poses an unexpectedly complicated problem. On the one hand, we gen-
erally accept the right of adults not only to hold any belief they choose but also to
act on those beliefs, provided their actions do not have an unacceptable impact on
others. This might lead us to challenge Dr. LeMarke if he decided to use the
existing paternalistic provisions of the current state law. On the other hand, the
physician historically has been committed to preserving life. Especially in a case
like this one, in which a life can be preserved for the foreseeable future (until a
suicide attempt is successful), many doctors will feel morally obliged to take ad-
vantage of the present state law and commit the patient even if he is sufficiently
mentally competent to understand what he is doing.

Competent adults generally have the legal and moral right to refuse life-saving

treatment once they are determined to be mentally competent. Is there any reason
why an exception should be made in the case of suicide?
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neurologist had au’khdrized extubation and removal of the respirator in the
edical record but did not insist on that course because of the pulmonolo-
sistenc 7 brain dead” He was main-
nexpired. .
mamtéﬁdnce “;organizqéfﬁgn

for the ICU

Questions for Thought and Discussion

1 Is the information in the letter from Mr. Gonzalez to his daughter sufficient to
determine his views on the use of life-sustaining treatment? Why or why not?

_i Should the treatment team accept Mr. Gonzalez's daughter as his surrogate
decision-maker? Why or why not?

Commentary

Perhaps reflective of a fear of criticism from those who believed physicians have a
duty to use their skills to preserve life or perhaps out of intimidation by the pulmo-
nary consultant’s specialty credentials and aggressive stance, the attending physi-
cian essentially relinquished his professional and moral authority by taking the
strange step of authorizing, but not insisting on, removal of the tube and with-
drawal of the respirator. Perhaps the attending physician did not want to alienate
this colleague. This is not good medical practice. Usually, disagreement among
staff physicians does not cause lasting estrangement. The case is further compli-
cated by the mistaken belief on the part of the pulmonologist that only “brain
death” justifies withdrawal of respirators. This is a confusion of the question of
whether a patient can be pronounced dead with the question of when a treatment
becomes futile in the sense of not offering benefits to the patient. We shall examine
in Chapters 9 and 18 these questions of the relationship between brain death and
decisions to forgo life support. Here our focus is on the question of the principle of
respect for autonomy and how it impacts decisions to attempt resuscitation.

If Mr. Gonzalez were the author of the instruction to his physicians not to
attempt resuscitation and he had given the instruction (in writing or orally) when
he was clearly competent, this case would be relatively straightforward. Compe-
tent persons currently have the legal and moral right to refuse any medical treat-
ments whatsoever, provided they are offered for their own good. This includes
end-of-life support with devices such as respirators. The principle of respect for
autonomy is taken to require respect for the substantially autonomous decisions
of persons including refusals of life-supporting medical care.

Part 2. Fthical Princivles in Medical Ethics

The case is made more complex by the fact that Mr. Gonzalez 1s not compe-
tent; he is in a coma. Moreover, the only evidence we have is a letter with indirect
reference to his wishes. It is his daughter who interpreted the letter to mean that
her father would not want to be resuscitated. She did so in her presumed capacity
as Mr. Gonzalez’s surrogate decision-maker.

This raises the question of how such decisions relate to the principle of au-
tonomy. As we shall see in more detail in the cases of Chapter 18, surrogates
who step in to make medical decisions for formerly competent adults such as
Mr. Gonzalez must first attempt to do what the patient would have wanted,
based on what is known about the patient’s beliefs and values. If the patient has
explicitly stated his desires, this could be relatively easy. If the patient had signed
a written advance directive refusing respirators or other means of resuscitation in
these circumstances, we would be respecting the patient’s autonomy. In a very
real sense, autonomy of the patient can be extended into the period of incompe-
tency in this way.

If, however, his daughter has no direct evidence of what her father would
have wanted for his own care, extending patient autonomy is impossible. She then
takes on the surrogate role, guided at most by her general knowledge of her fa-
ther’s life choices, beliefs, and values. As the degree of certainty about her father’s
wishes decreases, the possibility of patient autonomy being the basis of the choice
decreases as well. In the limiting case, familial surrogates may have to make
choices based entirely on what they believe is best for the patient, unguided by the
patient’s own beliefs, values, and preferences. What, then, is the place of the
principle of respect for autonomy in such cases?

In such cases, the question arises of why the daughter has any authority to
make choices at all. Some defend her role because they believe that the one who
knows the patient best will be the one who has the best chance of choosing what
the patient would have wanted. In Mr. GonzaleZs case this may be true, but that
certainly does not provide a reason for familial surrogate decision-making in the
case when the patient is an infant or a severely impaired older person who has
never formulated beliefs about terminal care. Even in these cases, however, we
generally favor giving the next-of-kin the role of surrogate. Until such time that
the next-of-kin is shown to be too foolish, too malicious, or simply unwilling to
serve in this role, the familial surrogate is given the responsibility of deciding
what is best for the patient.

In this role, family members may well retain some discretion in choosing
what they think is best based on the family’s beliefs and values rather than those
of the patient. To the extent that this is done, we may see something that can be
called “familial autonomy.” On the basis of an analogy to the respect shown for
the decisions of autonomous individuals, those who believe in some role of special
importance for the family hold that the family unit, represented by the next-of-
kin, has a special place in choosing what is best for the patient whose own views
cannot be determined. In this sense, they have some range of discretion, some
autonomy, in deciding on the plan that is best for the patient.
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Clearly, family discretion is more limited than that given to competent and F
formerly competent patients. Family surrogates cannot go beyond reason. 'This
notion will be explored further in Chapter 18. What is critical here is that the
principle of respecting autonomy may have a place not only in requiring respect
for substantially autonomous individual decisions but also in giving a family unit
some space in making choices consistent with the family’s beliefs and values.

There is a final question raised by this case: whether the HMO insurance staff
was justified in denying coverage for those last three days. That question will be

| addressed in Chapter 15. Chapter 7
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