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President's Commission for the Study of Ethical Problems
in Medicine and Biomedical and Behaviora Research

SLite555, 2000 K Street NW., Washington. DC 20006 (202) 653-8051
March 21, 1983

The President
The White House
Washington, DC. 20500

Dear Mr. President:

On behalf of the President's Commission for the Study of Ethical
Problems i n Medicin and Biomedical and Behavioral Research, | an
pleased to transmit our Report on Deciding to Forego Life- Sustaining
Treatment. This subject was not part of our original legislative
mandate but was added as anatural outgrowth of our studies on informed
consent, the "definition™ of death, and access to health care and
because it seemed to us to involve some of the most important and
troubling ethical and legal questions i n modern medicine.

Although our study has done nothing to decrease our estimation of
the importance of this subject to physicians, patients, and their
families, we have concluded that the cases that involve true ethical
difficulties are many fewer than commonly believed and that the
perception of difficulties occurs primarily because of misunderstandings
about the dictates of law and ethics. Neither criminal nor civil law
precludes health care practitioners or their patients and relatives from
reaching ethically and medically appropriate decisions about when to
engage in or to forego efforts to sustain the lives of dying patients.

Applying the findings of our earlier study on informed consent,
we have concluded that the authority of competent, informed patients
to decide about their health care encompasses the decision to forego
treatment and allow death to occur. We note, however, that all
patients, including those who reject various forms of life-support,
should receive other appropriate medical care to preserve their dignity
and minimize suffering to the greatest extent possible.

When patients are incompetent to make their owmn decisions, others
must act on their behalf. The Commission found that existing legal
procedures can be adapted for the purpose of allowing people while
competent to designate someone to act in their stead and to express
their wishes about treatment. When it is not possible to know what a
particular patient would have chosen-as, for example, with seriously
ill infants- - thosewho make the choices should attempt to serve the
patient's best interests, judged from the patient's vantage point.

To ensure that the interests of incompetent patients are protected,
the Commission urges that health care institutions develop and utilize
methods of internal review that will permit all relevant issues to
be explored and all opinions to be heard and that will improve communi-
cation among the full treatment team and patients' family members.

V¢ are grateful for the opportunity to contribute to improving

public understanding of thisvital topic.

Respectfully,

-
Morris B. Abram
Chairman
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Suite 555,2000 K Street, NW, Washingtion, DC20006 (202) 653-8051
March 21, 1983

TheHonorable George Bush
President

United States Senate
Washington, DC. 20510

Dear Mr. President:

On behalf of the Resident's Commission for the Study of Ethical
Problems i n Medicine and Biomedical and Behavioral Research, | an
pleased to transmit our Report on Deciding to Forego Life- Sustaining
Treatment. This subject was not part of our original Tegislative
mandate but was added as a natural outgrowth of our studies on informed
consent, the "definition” of death, and access to health care and
because it seemed to us to involve some of the most important and
troubling ethical and legal questions in modern medicine.

Although our study has done nothing to decrease our estimation of
the importance of this subject to physicians, patients, and their
families, we have concluded that the cases that involve true ethical
difficulties are may fever than commonly belleved and that the
perception of difficulties occurs primarily because of misunderstardings
about the dictates of law and ethics. Neither criminal nor civil law
precludes health care practitioners or their patients and relatives from
reaching ethically and medically appropriate decisions about when to
engage in or to forego efforts to sustain the lives of dying patients.

Applying the findings of our earlier study on informed consent,
we have concluded that the authority of competent, informed patients
to decide about their health care encompasses the decision to forego
treatment and allow death to occur. We note, however, that all
patients, including those who reject various forms of |lfe-support,
should receive other appropriate medical care to preserve their dignity
and minimize suffering to the greatest extent possible.

When patients are incanpetent to make their own decisions, others
must act on their behalf. TheCommisionfound that existing legal
procedures can be adapted for the purpose of allowing people while
competent to designate someone to act in their stead and to express
their wishes about treatment. When it i s not possible to know what a
particular patient would have chosen--as, for example, with seriously
ill infants--those who make the choices should attempt to serve the
patient's best interests, judged from the patient's vantage point.

To ensure that the interests of incompetent patients are protected,

the Commission urges that health care institutions develop and utilize
methods of internal reviewthat will permit all relevant issues to

be explored and all opinions to be heard and that will improve communi-
cation among the full treatment team and patients' family members.

We are grateful for the opportunity to contribute to improving
public understanding of this vital topic.

Respectfully,

Morris B. Abram
Chairman






President's Commission for the Study of Ethical Problems
in Medicine and Biomedical and Behavioral Resear ch

Suite 555, 2000 K Street, N.W., Washington, DD 20006 (202) 653-8051

March 21, 1983
TheHonorable Thomas P. O'Neill, Jr.
Speaker
U.S. House of Representatives
Washington, DC. 20515

Dear Mr. Speaker:

On behalf of the President's Commission for the Study of Ethical
Problems i n Medidne and Biomedical and Behavioral Research, | an
pleased to transmit our Report on Deciding to Forego Life-Sustaining
Treatment. This subject was not part of our original legislative
mandate but was added as a natural outgrowth of our studies on informed
consent, the "definition"” of death, and access to health care and
because it seemed to us to involve some of the most important and
troubllng ethical and legal questions in modern medicine.

Although our study has done nothing to decrease our estimation of
the importance of this subject to physicians, patients, and their
families, we have concluded that the cases that involve true ethical
difficulties are many fewer than commonly believed and that the
perception of difficulties occurs primarily because of misunderstandings
about the dictates of law and ethics. Neither criminal nor civil law
precludes health care practitioners or their patients and relatives from
reaching ethically and medically appropriate dedsions about when to
engage in or to forego efforts to sustain the live of dying patients.

Applying the findings of our earlier study on informed consent,
we have concluded that the authority of competent, informed patients
to decide about their health care encompasses the decision to forego
treatment and allow death to occur. We note, however, that all
patients, including those who reject various forms of life-support
should receive other appropriate medical care to preserve their dignity
and minimize suffering to the greatest extent possible.

When patients are incompetent to make their om decisions, others
must act on their behalf. TheCommission found that existing legal
procedures can be adapted for the purpose of allowing people while
competent to designate someone to act in their stead and to express
their wishes about treatment. When it i s not possible to know what a
particular patient would have chosen--as, for example, with seriously
ill infants- —those who make the choices should attempt to serve the
patient's best interests, judged from the patient's vantage point.

To ensure that the interests of incompetent patients are protected,

the Commission urges that health care institutions develop and utilize
methods of internal review that will permit all relevant issues to

be explored and all opinions to be heard and that will improve communi-
cation among the full treatment team and patients’ family members.

W are grateful for the opportunity to contribute to improving
public understanding of this vital topic.

Eaipact Fully,

Morris B. Abram
Chairman
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I ntroduction
and Summary

Americans seem to be increasingly concerned with deci-
sions about death and dying. Why is a subject once thought
taboo now so frequently aired by the popular media, debated
in academic forums and professional societies, and litigated in
well-publicized court cases?

Perhaps it is because death isless of a private matter than
it once was. Today, dying more often than not occurs under
medical supervision, usually in a hospital or nursing home.
Actions that take place in such settings involve more people,
and the resolution of disagreements among them is more likely
to require formal rules and means of adjudication. Moreover,
patients dying in health care institutions today typically have
fewer of the sources of nonmedical support, such asfamily and
church, that once helped peoplein their final days.

Also important, no doubt, are the biomedical develop-
ments of the past several decades. Without removing the sense
of loss, finality, and mystery that have always accompanied
death, these new developments have made death more a
matter of deliberate decision. For almost any life'-threatening
condition, some intervention can now delay the moment of
death. Frequent dramatic breakthroughs—insulin, antibiotics,
resuscitation, chemotherapy, kidney dialysis, and organ trans-
plantation, to name but a few — have madeit possible to retard
and even to reverse many conditions that were until recently
regarded as fatal. Matters once the province of fate have now
become a matter of human choice, a development that has
profound ethical and legal implications.

Moreover, medical technology often renders patients less
able to communicate or to direct the course of treatment. Even
for mentally competent patients, other people must usually
assist in making treatment decisions or at least acquiesce in
carrying them out. Consequently, in recent years there has



2 Foregoing Life-Sustaining Treatment

been a continuing clarification of the rights, duties, and
liabilities of all concerned, a process in which professionals,
ethical and legal commentators, and—with increasing frequen-
cy —the courts and legislatures have been involved.

Thus, the Commission found this an appropriate time to
reexamine the way decisions are and ought to be made about
whether or not to forego life-sustaining treatment." For exam-
ple, may a patient's withdrawal from treatment ever be
forbidden? Should physicians acquiesce in patients' wishes
regarding therapy? Should they offer patients the option to
forego life-sustaining therapy? Does it make any difference if
the treatment has already been started, or involves mechanical
systems of life support, or isvery costly?

Summary of Conclusions

Building on a central conclusion o its report on informed
consent?— that decisions about health care ultimately rest with
competent patients—the Commission in this Report examines
the situations in which a patient's choice ‘to forego life-
sustaining therapy may belimited on moral or legal grounds. In
addition to providing clarification of the issues, the Report
suggests' appropriate procedures for decisions regarding both
competent and incompetent patients and scrutinizes the role of
various public and private bodies in shaping and regulating the
process.

These aims are the only ones that this Commission
believes to be within the scope o its role. The Report does not
judge any particular future case nor provide a guidebook of the
morally correct choice for patients and health care providers
who are facing such a decision. Rather, the Commission
intends to illuminate the strengths and weaknesses of various
considerations and various instruments of social policy. Clari-
fying the relevant considerations and prohibitions may help
decisionmakers, but it may also force them to confront painful
realities more directly. The Commission hopes that this Report

* "To forego life-sustaining treatment" means to do without a medical

intervention that would be expected to extend the length of the
patient's life. "Foregoing" includes both the non-initiation of a
treatment and the discontinuation of an ongoing treatment. The terms
"therapy" and "medical intervention" are used interchangeably with

"treatment"” in this Report. When a patient's underlying condition is
incurable and will probably soon be fatal, "therapy" or "treatment"

may not seem entirely apt, because these terms usually imply a
curative intervention. Nevertheless, the terms are used here both

because no better ones are available and because they are commonly

used.

? President's Commission for the Study of Ethical Problems in Medi-

cine and Biomedical and Behavioral Research, Making HEALTH CARE
Decisions, U.S. Government Printing Office, Washington (1982).



Introduction and Summary 3

will help improve the process, but recognizes that an improved
process will not necessarily make decisions easier.

The Report addresses a broad range of problems and
patient situations. Serious questions about whether life should
be sustained through a particular treatment usually arise when
a patient is sufferingfrom a known disease likely to prove fatal
in the near future rather than in an unanticipated emergency
(where any decisionmaking would necessarily have to be
truncated). Life-sustaining treatment, as used here, encom
passes all health care interventions that have the effect of
increasing the life span of the patient. Although the term
includes respirators, kidney machines, and all the parapherna-
lia of modern medicine, it also includes home physical therapy,
nursing support for activities o daily living, and special
feeding procedures, provided that one of the effects of the
treatment is to prolong a patient's life.

The issues addressed in this Report are complex and their
resolution depends not only on the context of particular
decisions but also on their relationship to other values and
principles. Thus, it is exceptionally difficult to summarize the
Commission's conclusions on this subject. The synopsis pro-
vided here should be read in the context of the reasoning,
elaboration, and qualifications provided in the chapters that
follow.

1) The voluntary choice of a competent and informed
patient should determine whether or not life-sustaining therapy
will be undertaken, just as such choices provide the basis for
other decisions about medical treatment. Health care institu-
tions and professional s should try to enhance patients' abilities
to make decisions on their own behalf and to promote
understanding of the available treatment options.

(2) Health care professionals serve patients best by main-
taining a presumption in favor of sustaining life, while recog-
nizing that competent patients are entitled to choose to forego
any treatments, including those that sustain life.

(3) As in medical decisionmaking generally, some con-
straints on patients' decisions are justified.

« Health care professionals or institutions may decline
to provide a particular option because that choice
would violate their conscience or professional judg-
ment, though in doing so they may not abandon a
patient.

« Health care institutions may justifiably restrict the
availability of certain options in order to use limited
resources more effectively or to enhance equity in
alocating them.

« Society may decide to limit the availability of certain
options for care in order to advance equity or the
general welfare, but such policies should not be
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applied initially nor especially forcefully to medical
options that could sustain life.

» Information about the existence and justification of
any df these constraints must be available to patients
or their surrogates.

(4) Governmental agencies, institutional providers of care,
individual practitioners, and the general public should try to
improve the medically beneficial options that are available to
dying patients. Specific attention should be paid to making
respectful, responsive, and competent care available for people
who choose to forego life-sustaining therapy or for whom no
such therapiesare available.

(5) Several distinctions are employed by health care
professionals and. others in deliberating about whether a
choice that leads to an earlier death would be acceptable or
unacceptable in a particular case. Unfortunately, people often
treat these distinctions— between acts and omissions that
cause death, between withholding and withdrawing care,
between an intended death and one that is merely foreseeable,
and between ordinary and extraordinary treatment — as though
applying them decided the issue, which it does not. Although
there is a danger that relying on such labels will take the place
of analysis, these distinctions can still be helpful if attention is
directed to the reasoning behind them, such as the degree to
which a patient is benefited or burdened by a treatment.

(6) Achieving medically and morally appropriate deci-
sions does not require changes in statutes concerning homicide
or wrongful death, given appropriate prosecutorial discretion
and judicial interpretation.

(7) Primary responsibility for ensuring that morally justi-
fied processes o decisionmaking are followed lies with
physicians. Health care institutions also have a responsibility
to ensure that there are appropriate procedures to enhance
patients' competence, to provide for designation of surrogates,
to guarantee that patients are adequately informed, to over-
come the influence of dominant institutional biases, to provide
review of decisionmaking, and to refer cases to the courts
appropriately. The Commission is not recommending that
hospitals and other institutions take over decisions about
patient care; there is no substitute for the dedication, compas-
sion, and professional judgment of physicians. Nevertheless,
institutions need to develop policies because their decisions
have profound effects on patient outcomes, because society
looks to these institutions to ensure the means necessary to
preserve both health and the value of self-determination, and
because they are conveniently situated to provide efficient,
confidential, and rapid supervision and review of decisionmak-

ing.
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Incompetent Patients Generally

(8) Physicians who make initial assessments of patients'
competence and others who review these assessments should
be responsible for judging whether a particular patient's
decisionmaking abilities are sufficient to meet the demands of
the specific decision at hand.

(9) To protect the interests of patients who have insuffi-
cient capacity to make particular decisions and to ensure their
well-being and self-determination:

o An appropriate surrogate, ordinarily a family member,
should be named to make decisions for such patients.
The decisions o surrogates should, when possible,
attempt to replicate the ones that the patient would
make if capable of doing so. When lack of evidence
about the patient's wishes precludes this, decisions by
surrogates3 should seek to protect the patient's best
interests.” Because such decisions are not instances of
self-choice by the patient, the range of acceptable
decisions by surrogates is sometimes not as broad as
it would be for patients making decisions for them-
selves.

The medical staff, along with the trustees and admin-
istrators of health care institutions, should explore
and evaluate various formal and informal administra-
tive arrangements for review and consultation, such
as "ethics committees," particularly for decisions that
have life-or-death consequences for incompetent pa-
tients.

a State courts and legislatures should consider making
provision for advance directives through which people
designate others to make health care decisions on
their behalf and/or give instructions about their care.
Such advance directives provide a means of preserv-
ing some self-determination for patients who may lose
their decisionmaking capacity. Durable powers of
attorney are preferable to "living wills" since they are
more generally applicable and provide a better vehi-
cle for patients to exercise self-determination, though
experience with both islimited.

a Health care professionals and institutions should
adopt clear, explicit, and publicly available policies
regarding how and by whom decisions are to be made

* "Decisionmaking guided by the best interests standard requires a
surrogate to do what, from an objective standpoint, appears to
promote a patient's good without reference to the patient's actual or
supposed preferences.” Makine HeaLTH Care Decisions, supra note 2,
at 179. See also pp. 131-36 infra.
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for patients who lack adequate decisionmaking capac-
ity.

o Families, health care institutions, and professionals
should work together to make decisions for patients
who lack decisionmaking capacity. Recourse to the
courts should be reserved for the occasions when
adjudication is clearly required by state law or when
concerned parties have disagreements that they can-
not resolve over matters of substantial import. Courts
and legislatures should be cautious about requiring
judicial review of routine health care decisions for
patients with inadequate decisionmaking capacity.

Patients with Permanent Loss of Consciousness

(10) Current understanding of brain functions allows a
reliable diagnosis d permanent loss of consciousness for some
patients. Whether or not life-sustaining treatment is given is of
much less importance to such patients than to others.

(11) The decisions o patients' families should determine
what sort of medical care permanently unconscious patients
receive. Other than requiring appropriate decisionmaking
procedures for these patients, the law does not and should not
require any particular therapies to be applied or continued,
with the exception of basic nursing care that is needed to
ensure dignified and respectful treatment of the patient.

(12) Access to costly care for patients who have perma-
nently lost consciousness may justifiably be restricted on the
basis of resource usein two ways: by a physician or institution
that otherwise would have to deny significantly beneficial care
to another specific patient, or by legitimate mechanisms of
policy formulation and application if and only if the provision
of certain kinds of care to these patients were clearly causing
seriousinequitiesin the use of community resources.

Seriously 11 Newborns

(13) Parents should be the surrogates for a seriously ill
newborn unless they are disqualified by decisionmaking
incapacity, an unresolvable disagreement between them, or
their choice of a course of action that is clearly against the
infant's best interests.

(14) Therapies expected to be futilefor a serioudly ill
newborn need not be provided; parents, health care profession-
als and institutions, and reimbursement sources, however,
should ensure the infant's comfort.

(15) Within constraints of equity and availability, infants
should receive all therapies that are clearly beneficial to them.
For example, an otherwise healthy Down Syndrome child
whose life is threatened by a surgically correctable complica-
tion should receive the surgery because he or she would clearly
benefit from it.
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e The concept of benefit necessarily makes reference to
the context of the infant's present and future treat-
ment, taking into account such matters as the level of
biomedical knowledge and technology and the avail-
ability of services necessary for the child's treatment.

e The dependence of benefit upon context underlines
society's special obligation to provide necessary ser-
vices for handicapped children and their families,
which rests on the special ethical duties owed to
newborns with undeserved disadvantages and on the
general ethical duty of the community to ensure
equitable access for all persons to an adequate level
o health care.

(16) Decisionmakers should have access to the most
accurate and up-to-date information as they consider individu-
al cases.

e Physicians should obtain appropriate consultations
and referrals.

« The significance of the diagnoses and the prognoses
under each treatment option must be conveyed to the
parents (or other surrogates).

(17) The medical staff, administrators, and trustees o
each institution that provides care to seriously ill newborns
should take the responsibility for ensuring good decisionmak-
ing practices. Accrediting bodies may want to require that
institutions have appropriate policiesin this area.

o An institution should have clear and explicit policies
that require prospective or retrospective review of
decisions when life-sustaining treatment for an infant
might be foregone or when parents and providers
disagree about the correct decision for an infant.
Certain categories of clearly futile therapies could be
explicitly excluded from review.

e The best interests of an infant should be pursued
when thoseinterests are clear.

e The policies should allow for the exercise of parental
discretion when a child's interests are ambiguous.

o Decisions should be referred to public agencies (in-
cluding courts) for review when necessary to deter-
mine whether parents should be disqualified as deci-
sionmakers and, if so, who should decide the course of

i "A determination o this [adequate] level will take into account the
value of various types of health care in relation to each other as well
as the value of health care in relation to other important goods for
which societal resources are needed.” President's Commission for the
Study of Ethical Problemsin Medicine and Biomedical and Behavioral

Research, SecuriNg Access To HEALTH Care, U.S. Government Print-
ing Office, Washington (1983)at 4-5.
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treatment that would be in the best interests of their
child.

(18) The lega system has various—though limited— roles
in ensuring that seriously ill infants receive the correct care.
« Civil courts are ultimately the appropriate decision-
makers concerning the disqualification of parents as
surrogates and the designation of surrogates to serve

in their stead.

e Special statutes requiring providers.to bring such
cases to the attention of civil authorities do not seem
warranted, since state laws already require providers
to report cases of child abuse or neglect to social
service agencies; nevertheless, educating providers
about their responsibilities is important.

o Although criminal penalties should be available to
punish serious errors, the ability of the criminal law to
ensure good decisionmaking in individual cases is
limited.

o Governmental agencies that reimburse for health care
may insist that institutions have policies and proce-
dures regarding decisionmaking, but using financial
sanctions against institutions to punish an "incorrect™
decision in a particular case islikely to be ineffective
and to lead to excessively detailed regulations that
would involve government reimbursement officials in
bedside decisionmaking. Furthermore, such sanctions
could actually penalize other patients and providersin
an unjust way.

Cardiopulmonary Resuscitation

(19) A presumption favoring resuscitation of hospitalized
patients in the event of unexpected cardiac arrest is justified.

(20) A competent and informed patient or an incompetent
patient's surrogate is entitled to decide with the attending
physician that an order against resuscitation should be written
in the chart. When cardiac arrest is likely, a patient (or a
surrogate) should usually be informed and offered the chance
specifically to decide for or against resuscitation.

(21) Physicians have a duty to assess for each hospitalized
patient whether resuscitation is likely, on balance, to benefit
the patient, to fail to benefit, or to have uncertain effect.

e When a patient will not benefit from resuscitation, a
decision not to resuscitate, with the consent of the
patient or surrogate, is justified.

e When a physician's assessment conflicts with a
competent patient's decision, further discussion and
consultation are appropriate; ultimately the physician
must follow the patient's decision or transfer responsi-
bility for that patient to another physician.
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e When a physician's assessment conflicts with that of
an incompetent patient's surrogate, further discussion,
consultation, review by an institutional committee,
and, if necessary, judicial review should be sought.

(22) To protect the interests of patients and their families,
health care institutions should have explicit policies and
procedures governing orders not to resuscitate, and accrediting
bodies should require such policies.

Such policies should require that orders not to resusci-
tate be in written form and that they delineate who
has the authority both to write such orders and to stop
aresuscitation effort in progress.

« Federal agencies responsible for the direct provision
of patient care (such as the Veterans Administration,
the Public Health Service, and the Department of
Defense) should ensure that their health care facilities
adopt appropriate policies.

(23) The entry of an order not toresuscitate holds no
necessary implications for any other therapeutic decisions, and
the level or extent of health care that will be reimbursed under
public or private insurance programs should never be linked to
such orders.

(24) The education of health care professionals should
ensure that they know how to help patients and family make
ethically justified decisions for or against resuscitation; those
responsible for professional licensure and certification may
want to assess knowledge in these areas.

The Commission's Inquiry

When the Commission convened in January 1980, it
decided to take up first its Congressional mandate to report on
"the matter of defining death, including the advisability of
developing a uniform definition of death.”™ In July 1981 the
Commission reported its conclusions in Defining Death® and
recommended the adoption of the Uniform Determination of
Death Act (UDDA),which was developed in collaboration with
the American Bar Association, the American Medical Associa-
tion, and the National Conference of Commissioners on
Uniform StateLaws.’

*42U.SC. 5300v-1(a)(1)(B) (Supp. 1981).

President's Commission for the Study of Ethical Problemsin Medi-
cine and Biomedical and Behavioral Research, DerINING DEATH, U.S.
?Government Printing Office, Washington (1981).

The UDDA states:

An individual who has sustained either (1) irreversible cessa-

tion of circulatory and respiratory functions, or (2) irreversible
cessation of all functions of the entire brain, including the brain
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During hearings on this subject, the Commission learned
that many people were troubled by the uncertainties about the
correct care to provide for patients with serious deficits in
"higher brain™ functions— such as those required for thinking,
communicating, and consciously responding to others or to the
environment. Decisions about the care of such patients were
seen to be at least as troubling as decisions about those who
have permanently lost all brain functions. The most pointed
example brought to the attention of the Commission is the
group of patients who are so damaged as to be permanently
devoid of any consciousness—the most severe brain damage
compatible with life.®! The Commission concluded that the
situation of such patients—like Karen Quinlan— merited its
attention. In Defining Death, the Commission stated an inten-
tion to report subsequently on the treatment of patients who
are dying but not dead®

The present study was undertaken not merely because of
the study on the determination of death but also because of its
broader relationship to work done by the,Commission in
several areas over the past three years. Under its mandate, the
Commission is authorized'to undertake investigation "of any
other appropriate matter...consistent with the purposes o [its
authorizing statute] on its own initiative."® Decisions about
life-sustaining therapy involve the direct and concrete applica-
tion of the principles of decisionmaking in medicine, which

stem, is dead. A determination of death must be made in

accordancewith accepted medical standards.
Ten states and the District of Columbia have enacted the uniform
Determination of Death Act by statute. Cal. Uniform Determination of
Death Act, amending Health and Safety Code 55 7180-7183, 1982 New
Laws 4451; Colo. Rev. Stat. 512-36-136 (Supp. 1981); D.C. Code Ann. 5
6-2401 (Supp. 1982); | daho Code fj 54-1819 (Supp. 1982); 1982 Md. Laws
ch. 327, 1981 Miss. Laws ch. 410; Pa. Uniform Determination of Death
Act, Pa. Acts 323 (1982);1982 R.I. Pub. Laws ch. 411; 1982 Tenn. Pub.
Acts ch. 763; Vt. Stat. Ann. tit. 18, fj 5218 (Supp. 1981); Wisc. Stat. 5
146.71 (Supp. 1982). The UDDA has been "adopted" through the case
law by the highest court of two other states. See Swafford v. State, 421
N.E.2d 596, 602 (Ind.1981) (for homicidelaw); In re Bowman, 94 Wash.
2d 407, 421, 617 P.2d 731, 738 (1982). This brings to 37 the number of
jurisdictions that have recognized the determination of death through
neurological criteria. For a listing of those states with other statutes,
see DErFINING DEATH, supra note 6, at 65,120-34.
" See, e.g., testimony of Dr. Ronald Cranford, transcript of the 3rd
meeting of the President's Commission (July 11,1980) at 20, 23: "The
persistent vegetative state...seems to me an even more complex and
important issue....these cases of persistent vegetative state are going
to become more frequent and they will continue to exist in that state
for longer periods of time."
? DerINING DEATH, supranote6, at 4-5.
0 42U.8.C. S300v-1(a)(2)(Supp. 1981).
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was the subject of the Commission's mandated study on
informed consent.”" Such decisions also illustrate the ways
questions of equity in the allocation of often scarce and
expensive resources are resolved, a subject addressed by the
Commission in another mandated study.'? The present Report
thus represents an effort to apply the conclusions of two
previous studies to a particular area of current concern, while
also responding to some particularly difficult clinical and

ethical problems noted in Defining Death.

The Commission received testimony and public comment
on the subject of this Report at four public hearings in as many
cities; witnesses from medicine, nursing, hospital administra-
tion, the social sciences, philosophy, theology, and law, as well
as patients and family members, testified.”® It also deliberated
on partial drafts of the Report at eight Commission meetings.
On December 15, 1982, a final draft was discussed and
approved unanimously, subject to editorial corrections.

Overview of the Report

Part One of the Report examines the considerations
common to all decisionmaking about life-sustaining therapy.
Chapter One presents historical, cultural, and psychological
information to illuminate the social context of the Report.
Chapter Two first considers the importance of shared decision-
making between provider and patient (in which the voluntary
decisions of competent patients are ordinarily binding) and the
considerations that arise when patients are inadequate deci-
sionmakers, and then discusses constraints imposed by the
community's need to ensure that life is protected and that
wrongful death is deterred and punished. Traditional distinc-
tions made between acceptable and unacceptable actions to
forego treatment are critically scrutinized and their usefulness
in sound decisionmaking is evaluated. Chapter Three analyzes
additional constraints on patients' choices that arise from the
actions of family and care-giving professionals, from society's
pursuit of equitable allocation of resources, and from the
policies and practices o health care institutions, which are
often where these many forces come together.

In Part Two of the Report, several groups of patients
whose situations currently raise special public policy concerns
are considered. Chapter Four examines decisionmaking for
incompetent patients generally, including "living wills" and
other advance directives, intrainstitutional review (such as
"ethics committees™), and court proceedings. Chapters Five

' MakinG HeaLTH Care Decisions, supra note 2.

2 SEcURING AccEss To HEALTH CARE, supra note 4.

13 A detailed description of the Commission's inquiry appears in
Appendix A, pp. 259-74 infra.
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and Six look at the issues involved in treating two particular
categories of incompetent patients—those who have perma-
nently lost all consciousness and seriously ill newborns.
Finally, Chapter Seven considers orders not to resuscitate
hospitalized patients whose hearts stop beating and recom-
mends institutional policies on such orders.

Extensive appendices follow the Report itself, beginning
with a detailed account of the process followed by the
Commission in its study. Appendix B reviews some of the
medical aspects o caring for dying patients in a format
intended to be helpful to clinicians, though it will also be o
interest to people concerned with ethics and policy. The
remainder of the Appendices consist of various documents that
are cited in the text and that might otherwise be difficult for a
reader to obtain, including the report of a national survey of
hospital ethics committees undertaken for the Commission.
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The Setting
of theReport 1

The Originsof PublicConcern

Death comes to everyone. To a few, it comes suddenly and
completely unexpectedly, but to most, it follows an opportunity
for leave-taking and for directing to some extent the mode and
timing of death." Virtually all people who die in this country
will have been under treatment by health care professionals
who have, especially in the last four decades, developed
powerful means to forestall death. This power is so dramatic
that sometimes it seems that medicine aims first and foremost
to conquer death. Physicians realize, of course, that the mission
of vanquishing death is finally futile, but often they and their
patients are quite determined to do all that is possible to
postpone the event. Sometimes this objective so dominates
care that patients undergo therapies whose effects do not
actually advance their own goals and values. Specifically, the
drive to sustain life can conflict with another fundamental (and
arguably more venerable) objective of medicine— the relief of
suffering.? Physicians and others who establish health care

* Approximately two million people die each year in the United
States. The illnesses causing mortality most often are heart disease
(34%),malignancies (22%), and cerebrovascular disease (7%). Trau-
matic deasth—including accidents, homicide and suicide—account for
13%d al deaths. Only the relatively few who die very suddenly from
accident, heart attack, or stroke are likely to have been without
medical attention. Dept. of Health, Education and Welfare, FacTs oF
LiFe aND DeaTH, U.S Government Printing Office, Washington (1978)
31-33.
iaIPhysi cians may not have recognized a duty to prolonglife until fairly
recently: "The treatise entitted The Art in the Hippocratic Corpus
defines medicine as having three roles: doing away with the sufferings
d the sick, lessening the violence of their diseases, and refusing to
treat those who are overmastered by their diseases, realizing that in
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policies and practices have come to recognize that the attempt
to postpone death should at times yield to other, more
important goals of patients.

Recent Changes in How and Where People Die. Until this
century decisions about medical interventions to prolong life
probably appeared more straightforward, for doctors had few
effective therapies from which to choose.® Fer most patients,
diagnosis of seriousillness no longer connotes sure, fairly swift
death, requiring of the physician " philosophy and sympathy,
not science."* Between 1900 and the present, the causes of
death have changed dramatically: communicable diseases
have declined sharply while chronic, degenerative diseases
have become much more prominent. At the turn of the century,
influenza and pneumonia were the leading causes of death,
followed by tuberculosis and "gastritis."*By 1976, these had
been supplanted by heart disease, cancer, and cerebrovascular
disease®—illnesses that occur later in life and that are
ordinarily progressive for some years before death. Conse-
quently, those facing death today are more-likely to be aged
and to be suffering from one or more ailments for which at
least some potentially therapeutic interventions exist. "'In this
age of surgical derring-do and widespread use of drugs, almost

no disease can be said any longer to have a 'natural history'.

such cases medicine is powerless.” Darrell W. Admundsen, The
Physicians' Obligation to Prolong Life: A Medical Duty Without
Classical Roots, 8 HAsTINGs CTR. Rer. 23, 24 (Aug. 1978); Warren T.
Reich, The 'Duty’ to Preserve Life, 5 HASTINGS CTR. Rep. 14 (April
1975).

One modern formulation of the physician's role toward the
terminally ill is found in this statement from the American Medica
Association. " The socia commitment d the physician is to prolong
life and relieve suffering. Where the observance o one conflicts with
the other, the physician, patient, and/or family of the patient have the
discretion to resolve the conflict.”" Judicial Council, CurRrRenT OPINIONS
oF THE JubiciaL CounciL oF THE AMERICAN MEDICAL ASSOCIATION,
American Medical Association, Chicago (1982) at 9, reprinted in
Appendix C, pp. 299-300infra.
® lvan L. Bennett, Jr., Technology as a Shaping Force, in John H.
Knowles, ed., DoinGg BerTeER AND FEELING WORSE: HEALTH IN THE UNITED
SraTes, W.W. Norton, New York (1977)at 128-29.

% |ouis Lasagna, The Prognosis of Death, in OrvilleG. Brim, Jr. et al.,
eds., THE DyinG PaTienT, Russell Sage Foundation, New York (1970) at
67, 76.

® Monroe Lerner, When, Why and Wher e People Die, in Brim, supra
note 4, at 5. See also Thomas M. Perry, The New and Old Diseases: A
Study of Mortality Trendsin the United States, 1900-1969,63 Am. J.
'CLiNicaL PatHoLocy 453(1975).

" Facts oF LiFe AND DEATH, supra note .

“Lasagna, supra note 4, at 68.
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Just asrecent years have seen alterations in the underlying
causes of death, the places where people die have also
changed. For most of recorded history, deaths (of natural
causes) usually occurred in the home.

Everyone knew about death at first hand; there was
nothing unfamiliar or even queer about the phenomenon.
People seem to have known a lot more about the process
itself than is the case today. The " deathbed" was a real
place, and the dying person usually knew where he was
and when it was time to assembl e the family and call for
the priest.®

Even when people did get admitted to a medical care institu-
tion, those whose conditions proved incurable were discharged
to the care of their families. This was not only because the
health care system could no longer be helpful, but al so because
alcohol and opiates (the only drugs available to ease pain and
suffering) were available without a prescription.® Iastitutional

care was reserved for the poor or those without family support;
hospitals often aimed more at saving patients' souls than at
providing medical care.*®

As medicine has been able to do more for dying patients,
their care has increasingly been delivered in institutional
settings. By 1949, institutions were the sites of 50% of all
deaths; by 1958, the figure was 61%; and by 1977, over 70%."*
Perhaps 80% of the deaths in the United States now occur in

¥ Lewis Thomas, Dying as Failure, 447 ANNALS AM. Acab. PoL. & Soc.
sci. 1,3(1980).

" The Harrison Act o 1914 restricted access to narcotics, making them
available only through a physician's prescription. Harrison Act, 338
Stat. 785(1914), as amended 26 U.SC,; Alfred R Lindesmith, THE
Apbict AND THE LAaw, Random House, New York (1965) at 3-8. At the
turn o the century many o the widely available elixers and patent
medicines contained substantial quantities o narcotics. Nicholas N.
Kittrie, THE RieHT TO Be DirrerenT, Johns Hopkins Univ. Press,
Baltimore, Md. (1971) at 216-17; James Harvey Y oung, THE ToaDpsToOL
MiLLIONAIRES, Princeton Univ. Press, Princeton, N.J. (1961). See also
David E. Kyvig, RereaLING NATIONAL ProHiBITION, Univ. d Chicago
Press, Chicago (1979) at 33 (describing physicians reactions to
restrictions on medicinal use d alcohol during prohibition).

0" The first hospitals for the sick...remained, d course, the least
preferred setting for medical treatment, and people with sufficient
fundsreceived care at home. But by the end o the colonia period, the
amshouse had become a hospita for the poor." David J Rothman,
THE Discovery oF THE AsyLum: SociaL ORDER AND DiISORDER IN THE NEwW
ReruBLIc, Little, Brown, Boston (1971) at 43-45. John H. Knowles, The
Hospital, in LiFe AND DEATH aND MebiciNg, W.H. Freeman & Co., San
Francisco (1973)at 91.

' Lerner, supra note 5, at 22; Jack M. Zimmerman, Experience with a
(H%spgi)ceCare Program for the Terminally 111,189 ANNALS SURGERY 683
1979).
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hospitals and long-term care institutions, such as nursing
homes.*> The change in where very ill patients are treated
permits health care professionals to marshall the instruments
of scientific medicine more effectively. But people who are
dying may well find such a setting alienating and unsupportive.

Patients who are known to be dying are segregated as
much as possible from all the others, and...doctors
spend as little time in attendance as they can manage...
When [doctors] avert their eyesit is not that they have
lost interest, or find their attendance burdensome be-
cause wasteful of their talents; it is surely not because of
occupational callousness. Although they are familiar
with the business, seeing more o it at first hand than
anyone else in our kind of society, they never become
used toit. Death is shocking, dismaying, even terrifying.
A dying patient is a kind of freak. It is the most
unacceptable of al abnormalities, an offense against
nature itself.*®

Meeting Patients” Needs. With the process d dying
prolonged and increasingly ingtitutionalized:. new concerns
have arisen from and on behalf of dying patients. As in all
areas of medicine, care o these patients is shaped by the
varying degrees o uncertainty regarding diagnosis and progno-
sis. On the one hand, for most patients death is not unantici-
pated. One study, for example, found that half the population
dies of anillness diagnosed at least 29 months earlier'*; chronic
conditions were the cause of 87%0f all deathsin 1978.**0On the
other hand, dying follows no regular path.’® The varied and
somewhat unpredictable nature of the physical course of a

2In a review of 35,381 cancer deaths in Cuyahoga County, Ohio,
homes during the period 1957- 1974, 65%0f the people died in hospitals,
15% in nursing homes, and 20% at home. Arthur Flynn, Where Do
Cancer Patients Die?,5 J.CommuniTy HEALTH 126 (Winter 1979). See
also John M. Hinton, Comparison of Places and Policies for Terminal
Care, 1 LANCET 29 (1979); Roger Pritchard, Dying: Some Issues and
Problems, 164 ANNALS N.Y. Acab. Sci. 707(1969).

BThomas, supranotes, at 2

“Raymond S. Duff and August B. Hollingshead, SICKNESSanD
socieTy, Harper & Row, New York(1968) at 307.

% Anne R. Somers, Long-Term Care for the Elderly and Disabled, 307
New Enc. J. Mep. 221 (1982) (quoting Dorothy P. Rice of the National
Center for Health Statistics).

® Strauss and Glaser have developed a theory involving each
patient's "dying trajectory" to 