Mental Hygiene Law Article 81:
Guardianship and Personal Needs Issues

Wayne Olinzock, Esq.
Principal Attorney
Mental Hygiene Legal Service
Third Judicial Department



Wayne E. Olinzock - Principal Attorney - MHLS - Albany Regional Office

After graduating St Francis College Wayne Olinzock was employed as a Public Health
Advisor with the New York City Department of Health. Thereafter, he earned his
Bachelor of Science in Nursing from the Hunter-Bellevue School of Nursing and worked
as a Registered Nurse in various hospitals throughout NYC with experience in intensive
care, emergency room, medical surgical and psychiatric nursing. He graduated from
St. John's University School of Law in 1988 and worked in private practice as in-house
counsel for AIG. He has worked as a prosecutor for the New York State Bureau of
Professional Medical Conduct and has been employed at MHLS for over twenty years
representing the mentally disabled and forensic patients in a variety of matters including
involuntary retention, involuntary medication and assisted outpatient treatment
proceedings. He has been assigned as counsel and court evaluator in hundreds of
guardianship proceedings pursuant to MHL art 81 and SCPA 17-A, and also provides
representation to the developmentally disabled in a variety of matters including the
establishment of trusts, appearing in surrogate decision making hearings, and reviewing
applications concerning the withholding or withdrawing of life sustaining treatment
pursuant to Surrogate's Court Procedure Act § 1750 b. He has conducted presentations
to the New York State Bar Association, hospitals, health care professionals and
associations concerning various aspects of guardianship, the mental hygiene law,
health care proxies, and the implementation of SCPA 1750-b.



GUARDIANSHIP AND PERSONAL NEEDS ISSUES

BACKGROUND
With the passage of the Family Health Care Decisions Act in 2010 (Public Health Law
Article 29-CC, hereinafter the FHCDA), New York codified the standards for a surrogate
to make medical decisions for an incapacitated person including the withholding or
withdrawing of life sustaining treatment.

At common law, the right to refuse treatment was considered personal to the
patient and could not be exercised by a third party unless there was clear and
convincing evidence that the patient made a prior competent choice to decline the
treatment (Matter of Storar, 52 NY2d 363 [1981]; Matter Westchester County Med. Ctr.
[O'Connor], 72 NY2d 517 [1988]).

In 1987, the Legislature delineated limited circumstances in which a surrogate
could consent to a do not resuscitate (DNR) order for an incapacitated individual (Public
Health Law Art. 29-B). In 1990, Public Health Law Article 29-C codified the common
law right of a competent adult to determine the course of his or her own medical
treatment by appointing a health care agent to make decisions in the event of his or her
subsequent incapacitation.

The limitations of an Article 81 guardian to make end of life decisions prior to the
FHCDA were made clear by the Court in Matter of Kyle, 165 Misc.2d 175 (Sup. Ct.
Suffolk Cty., 1995). Here the Article 81 guardian sought to withhold the insertion of a
feeding tube for an individual who, as the result of a stroke, could no longer swallow

and ingest food. The Court held that the right to decline treatment is a personal one
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which cahnot be exercised by a third party if the patient is unable to do so unless a
health care proxy or DNR order is in place, or there is otherwise clear and convincing
evidence of the patient's wishes regarding such treatment while he or she was
competent.

In 2003, the Legislature enacted a statute in derogation of the common law rule
to permit SCPA Article 17-A guardians of mentally retarded persons to withhold or
withdraw life sustaining treatment in narrow circumstances. SCPA 1750-b was enacted
to address the perceived harshness of the decision in Matter of Storar, 52 NY2d 363
supra, because some mentally retarded persons, due to their cognitive limitations, were
never able to formulate an opinion on the issue of life-sustaining treatment.

FAMILY HEALTH CARE DECISIONS ACT

In 2010, the FHCDA codified the standards allowing surrogates to make medical
decisions for incapacitated individuals including the right to withhold or withdraw life-
sustaining treatment.

" 'Life-sustaining treatment’ means any medical treatment or procedure

without which the patient will die within a relatively short time, as

determined by an attending physician to a reasonable degree of medical

certainty. For the purpose of this article, cardiopulmonary resuscitation is

presumed to be life sustaining treatment without the necessity of a

determination by an attending physician.” (PHL art 29-CC §2994-a [19]).

The FHCDA pertains to incapacitated individuals in a generai hospital, residential
health care facility, i.e., a nursing home or facility providing health related services, or
hospice care provided in a facility or at home (PHL §2994-a [17-a] [18] [28], §2994-b).

Incapacity is determined by the attending physician to a reasonable degree of

medical certainty (PHL §2994-c [2]) with a concurring opinion to be made by a health or
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social services practitioner (PHL §2994-c [3] [b] [i] [ii] [iii])." Determinations of
incapacity for the mentally ill and developmentally disabled have their own specific
requirements (PHL §2994-c [3] [c] [i] [ii])-

For treatment decisions for'incapacitated individuals receiving services due to a
developmental disability, the statute refers the health care provider and surrogate to
SCPA 1750-b or appropriate regulations promulgated by the Office for People With
Developmental Disabilities. 2 For those incapacitated and institutionalized due to
mental iliness, decision making is governed by the regulations promulgated by the
Office of Mental Health (PHL §2994-b [3] [a] [b] [c]).

Prior competent choices obviate the need for a surrogate to intervene (PHL
§2994-d [3] [ii]).

Notwithstanding a determination of incapacity, if the patient objects to said
determination, to the choice of surrogate, or to a decision made by a surrogate, the
objection prevails unless "(a) a court of competent jurisdiction has determined that the
patient lacks decision-making capacity or the patient is or has been adjudged
incompetent for all purposes and, in the case of a patient's objection to treatment,
makes any other finding required by law to authorize the treatment, or (b) another legal

basis exists for overriding the patient's decision." (PHL §2994-c [6]).

Surrogates who may act, in order of priority, are:

! Health or social services practitioner is defined in PHL §2994-a (17) as a, "registered professional nurse, nurse
practitioner, physician, physician assistant, psychologist or licensed clinical social worker, licensed or certified pursuant to the
education law acting within his or her scope of practice.”

2 SCPA §1750-b mirrors the requirements of the FHCDA with some exceptions and pertains to individuals with a
diagnosis of developmental disability which includes mental retardation.
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a guardian authorized to decide about health care pursuant to article 81
the spouse, if not legally separated, or the domestic partner

a son or daughter eighteen years of age or older

a parent

a brother or sister eighteen years of age or older

a close friend (PHL §2994-d).

The surrogate shall make health care decisions in accordance with the patient's .

wishes, including the patient's religious and moral beliefs; or in accordance with his or

her best interests if they are not reasonably known and cannot with due diligence be

ascertained (PHL §2994-d [4]).

A surrogate can decide to withdraw or withhold life-sustaining treatment for an

incapacitated person when:

the treatment would be an extraordinary burden and,

the attending physician with the concurrence of an independent physician
determines to a reasonable degree of medical certainty and in accord with
accepted medical standards that:

. the patient has an illness or injury which can be expected to cause
death within six months, whether or not treatment is provided or,

. the patient is permanently unconscious or,

. treatment would involve such pain and suffering or other burden
that it would reasonably be deemed inhumane or extraordinarily
burdensome and the patient has an irreversible or incurable
condition (PHL §2994-d [5] [a] [i] [ii]).

If the patient is in a residential care facility and the physicians have decided to

withdraw treatment utilizing the pain and suffering standard, the ethics review

committee of that facility, including one physician not directly responsible for the
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patient's care, or a court of competent jurisdiction, must concur. However, this
requirement shall not apply to cardiopulmonary resuscitation (PHL §2994-d [5] [b]).

In 2010, Article 81 was amended. Pursuant to MHL §81.22 (a) (8) decisions for
incapacitated persons by a personal needs guardian shall be made in accordance with
the standards set forth in the FHCDA.?

CASE LAW
A. Legislative Intent

In Matter of Restaino (AG), 37 Misc.3d 586 (Sup. Ct. Nassau Cty., 2012) the
Court held that a residential facility/hospital should not petition the Court for the
appointment of a special guardian for the sole purpose of seeking Medicaid benefits
when the patient is clearly incapacitated and needs a guardian of the person. It found
that thé legislative intent of the FHCDA was to fill a gap and provide a procedure to
facilitate responsible decision making by surrogates on behalf of patients without
capacity and was never intended as a substitute for an Article 81 personal needs
guardian.

The Court reasoned that: (1) under the FHCDA, there is a presumption that an
adult has decision making capacity unless an Article 81 guardian has been authorized
to make health care decisions or there has otherwise been an adjudication of
incapacity, thus allowing the patient's objection to prevail and; (2) the potential powers

of a guardian of the person are more extensive than the authority of a surrogate under

3 MHL § 81.22 (a) (8) was amended so that the personal needs guardian has the right to, "(i) for decisions in hospitals as
defined by subdivision eighteen of section twenty-nine hundred ninety-four-a of the public health law, act as the patient's surrogate
pursuant to and subject to article 29-CC of the public health law, and (ii) in all other circumstances, to consent to or refuse generally
accepted routine or major medical or dental treatment, subject to the decision-making standard in subdivision four of section
twenty-nine hundred ninety-four-d of the public health law.”
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the FHCDA. Therefore, even though the petitioner nursing home did not seek the
appointment of a guardian of the person, the Court, after conducting an evidentiary
hearing, appointed the patient's son as personal needs guardian. and the nursing home
special guardian of the property.

B. Honoring the Preferences of the Terminally lll Person

In Matter of Northern Manhattan Nursing Home (A.M.), 32 Misc.3d 754 (Sup. Ct.
New York Cty., 2011), the Article 81 personal and property needs guardian (the Vera
Institute of Justice, Guardianship Project) appointed in 2008, brought an emergency
order to show cause seeking to withhold the insertion of a percutaneous endoscopic
gastrostomy (PEG) feeding tube, diagnostic testing and treatment for a 92 year-old man
with dementia and metastatic cancer. The Court found that there was sufficient
documentary medical evidence and testimony that he had a terminal iliness, that further
treatment would be medically futile, that he would die within six months with or without
treatment, and that further treatment would cause pain and suffering. Although the
guardian was unable to ascertain his preferences and wishes in the past, the patient, a
Catholic, was not interested in speaking with a priest when lucid, and had refused to
permit even such minor medical procedurés as the taking of blood samples. The Court,
therefore, granted the application.

In Borenstein v. Simonson 8 Misc. 3d 481 (Sup. Ct. Queens Cty., 2005), a case
decided prior to the enactment of the FHCDA, an 86 year old woman with advanced
dementia had filled out a health care proxy some years prior but gave no instructions as
to artificial nutrition and hydration. She merely stated in the document that * 'if there is

any hope of recovery, | want my agent to ask for life sustaining treatment.' " (at 483).
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The mother/principal lost the ability to eat and was being fed by nasogastric tube, which
is only a temporary measure. When her daughter/agent was asked to consent to a
PEG tube she refused stating her mother had almost no quality of life. The principal's
sister brought suit and it was determined that the principal had never specifically
expressed her wishes about artificial nutrition and hydration but had expressed an

" ‘evolved commitment to traditional or religious Judaism...."" (at 486).

Judge Ritholtz, noted in his decision that PHL §2882 (2) does not allow a health
care agent to make decisions about artificial nutrition and hydration if the principal's
wishes are not known or cannot be reasonably ascertained. He went on to discuss the
split opinion as to whether artificial nutrition and hydration is medical treatment or
supportive humanistic care. He noted that those who distinguish nutrition and hydration
from other forms of medical treatment point out that withdrawal of such is frequently an
independent cause of death by gradual starvation and dehydration and not from the
underlying disease.

Citing authorities in Jewish law, he noted that artificial nutrition and hydration is
viewed as supportive care, no different from washing and grooming and turning a
patient. He does, however, point out that in certain circumstances, as with a terminal
patient where death is imminent, such intervention may not be warranted.

Judge Ritholtz concluded that the principal is entitled, in her own words, " 'to life
sustaining treatment' " and that "we must never forget that" (quoting a Dr. Fred Rosner)
" 'when the quality of life replaces the sanctity of life, society has done itself irreparable

harm.'" (at 501).

In Matter of Zornow, 31 Misc. 3d 450, (Sup. Ct., Monroe Cty. 2010), (clarified at
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34 Misc.3d 1208[A]), a 93 year old devout Catholic female, suffering from advanced
Alzheimer's Disease and who had not appointed a health care agent, was the subject of
medical orders which denied her CPR, artificial nutrition and hydration, and
hospitalization for future medical conditions. Under the FHCDA, the guardian was
obligated to make such decisions in accordance with the patient's religious beliefs. The
Court conducted an evidentiary hearing and found clear and convincing evidence that
the patient wanted artificial nutrition and hydration and that the applicable principles to
be applied to her end of life decision were those of her Roman Catholic beliefs. The
Court then reviewed those principles to determine under what conditions artificial
nutrition and hydration could be terminated.

Here, Justice Polito noted that the FHCDA reflects a major departure from a prior
presumption of life to a presumption of termination. He notes that a health care agent
appointed by a principal cannot withhold artificial and hydration absent an indication to
the contrary (PHL §2982 [2]), while a surrogate designated by the FHCDA can
terminate life despite the principal never having indicated a desire for such termination.
Thus, he concluded, the "quality of life ethic" has replaced the "sanctity of life" ethic.

The Court discussed in gfeat detail Catholic doctrine and concluded that under
the "sanctity of life" doctrine of the Church, in nearly every instance, hydration and
nutrition, even when administered artificially, are considered to be ordinary rather than
extraordinary measures, and that hydration and nutrition must be administered except
under certain narrow exceptions. The Court also held that guardians should consult
with a priest or someone well trained in Catholic moral theology.

In his later opinion clarifying his initial opinion, Justice Polito states that under



either the FHCDA, which dictates one's religious beliefs be followed, or Matter of
O'Connor, 72 NY2d 517, supra, the dying person is under no legal obligation to provide
clear and convincing evidence that he or she would want ordinary treatment such as
artificial nutrition and hydration, only that he or she would not.

C. Retroactivity |

In Matter of Erie County Med. Ctr. Corp. (Doe), 33 Misc.3d 1208(A) (Sup. Ct.
Erie County 2011) the petitioner, an Article 81 guardian/skilled nursing facility where
respondent resided, was appointed prior to the enactment of the FHCDA. Petitoner
moved pursuant to MHL Article 81 and the FHCDA to retroactively expand its authority
to consent to the withholding and withdrawing of life-sustaining treatment for
respondent diagnosed with advanced dementia, failure to thrive, normal pressure
hydrocephalus and anorexia. Based on the condition of the respondent, her consent
through her counsel and prior competent choices, the expansion of the guardian's
powers to provide comfort measures only was granted.

The Court found persuasive support for retroactive application of the FHCDA in
Matter of Zornow, 31 Misc. 3d 450, supra, the repeal of MHL § 81.29 (e) which provided
that it was not to be construed as either prohibiting or authorizing a court to grant any
person the power to give consent for the withholding or withdrawal of life-sustaining
treatment, and the statement of the NYS Bar Association that it anticipated the FHCDA
would be judicially applied to Article 81 guardians appointed prior to June 1, 2010, the

effective date of the FHCDA.



D. Guardianship on Consent

in Matter of Buffalino (James D.), 39 Misc.3d 634 (Sup. Ct. Suffolk Cty., 2013),
the Court dealt with a motion for discharge by James D. who had originally consented
to a guardian. The successor guardian then moved for an order determining Mr. D to
be incapacitated, and to expand the powers of the guardianship. Mr. D then cross-
moved to discharge the successor guardian. The initial guardianship was granted on
consent without a finding of incapacity as permitted by MHL §§ 81.02 and 81.15.

In its discussion the Court indicated that, in determining a person's capacity to
agree to a guardianship it, "will generally consider the individual's ability to meaningfully
interact and converse with the Court, his or her understanding of the nature of the
proceeding, and his or her comprehension of the powers being relinquished." (at 636).
The inquiry, it found, is not the equivalent of the in-depth examination which occurs at a
full hearing to determine incapacity.

Here the Court noted that, "[a] consent guardianship is created on the basis of
the individual's agreement thereto and it does not morph into a non-consent
guardianship with its inherent finding of incapacity because an emergency occurs and
an expansion of powers becomes necessary." (at 637). Therefore, where the original
guardianship was made upon consent, the guardian was prohibited from seeking to
expand his powers pursuant to MHL § 81.36 over the objection of his ward. The Court
treated the application as a new guardianship petition and, after an evidentiary hearing,

found there was not clear and convincing evidence for a guardian.
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ETHICAL CONSIDERATIONS

The FHCDA requires that the surrogate consider the individual's wishes,
including his/her religious and moral beliefs when evaluating whether further treatment
should be provided or is an extraordinary burden. Extraordinary burden is not defined
in the statute. In these murky waters the medical provider and surrogate must weigh
the efficacy of a proposed treatment against the physical and psychological cost to the
patient. When the treatment being considered is of questionable value, is not curative,
or will only prolong the inevitable, the issue of futility arises. Unfortunately, medical
futility can have several meanings..

A review of the medical literature provides some insight. One group of authors
defines futility as "an effort to achieve a result that is possible but that reasoning or
experience suggests is highly improbable and cannot be systematically produced.” The
authors go on to state that futility may refer: (1) quantitive futility - an improbability or
unlikelihood of an event happening, an expression that is quasi-numeric (in the last 100
cases treatment has been useless) or (2) qualitative futility - the quality of the event that .
treatment would produce (treatment that merely preserves permanent unconsciousness
or fails to end total dependence on intensive medical care). (See Schneiderman et. al.
Medical Futility: Its Meaning and Ethical Implications [attached]).

Another author talks of post-hoc futility (treatment tried and failed) and predictive
futility (predicting treatment that will be futile and should not be tried). He goes on to
break down predictive futility into four types:

. conceptual futility - based on a concept or definition (e.g., brain death)

. probabilistic futility - based on a low chance of success (e.g., CPR for the

elderly patient with cardiac problems)
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. medical impasse - a treatment would be physiologically impossible (CPR
for an AIDS patient with pneumonia and continued respiratory
distress)
. doctor - patient goal disagreement - (e.g., patient in Persistent Vegetative
State and physician's goal is for health improvement and husband's goal
is for prolongation of life) (Walker, Ethical Issues in End of Life Care
[attached]).
The withholding or withdrawing of life-sustaining treatment is often fraught with
emotion for the families and loved ones who are involved. Analyzing a given situation
with these concepts in mind can assist the clinicians and the surrogate in weighing the

benefits and costs to the patient against the expected outcome.
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"MEDICINE AND PUBLIC ISSUES

Medical Futility: Its Meaning and Ethical Implications

Lawrence J. Schneiderman. MD: Nancy S. Jecker, PhD: and Albert R. Jonsen, PhD

The notion of medical futility has guantitative and qualitative roots
that offer 3 practical approach to its definition and .ppluﬁun

Applying these traditions to potary L, we
propase: that when physici fude {either through p ]
expericnce, shared with cofl o consideration of

published empiric data) thet in the last 100 cases & medical
treatment has been useless, they should regard that trestment as
fatile. If 2 treatment merely preserves permanest soconsciousaess
or cannot end dependence on intensive medical care, the treatment
should be considered futile. Unlike decision analysis, which defines
the expected gain from a treatmment by the joint product of
probabifity of success and utility of outcome, our definition of
futility treats probability and utility as independent thresholds.
Futility should be distinguished from sach pis as theoretical
impossibility, such expressions as “uncommon” or “rare,” and
emotional termas like “hopelessness.” In judging fatility, physicians
must distinguish betwien an effect, which is fimited (o some part of
the patient’s body, and a benehit, which sppreciably improves the
person as a whole. Treatment that fails to provide the latter,
whether or not it achieves the former, is “futfle.” Although
exceptions and cautions should be borne in mind, we submit that
physicians can judge a treatment to be fistile and are entitled to
withhold 2 procedure on this basis. In these cases, physicians
should act in concert with other health care professionals, but need
et obtain from patients or family resmix

Annals of fnternal Medicine. 1990:112:949-954,

From the School of Medicine. University of Califomnia, San
Diego. La Jofla, California: and the University of Washington
Schoot of Medicine. Scattle, Washington. For current author
addresses. sec end of text.

A 62-year-old man with irreversible respiratory disease
is in the intensive care unit. He is severely obtunded.
During 3 weeks in the unit, repeated cfforts to wean
him from veatilatory support have been unsuccessful.
There is general agreement among his physicians that
he could not survive outside of an intensive care set-
ting. They debate whether therapy should include car-
diopulmonary resuscitation if the patient has a cardiac
arrest or aptibiotics if he develops infection. The patient
gave no previous indication of his wishes nor executed
an advance directive. Some physicians argue that a “do
not resuscilate™ order may be writien without consult-
ing thc family, because resuscitation would be futile.
Other physicians objcct. pointing out that resuscitation
cannot be withheld on grounds of medical futility, be-
cause the patient could survive indefinitely in the inten-
sive care unit. They agree to consult the family on this
matter. Al first there is considerable disagrcement

within the family until 2 son asks whether there is any
hope at all that his father might recover. The physicians
look at each other. There is always hope. This unites
the family. They insist that if the situation is not hope-
fess. the physicians should continue all measures in-
cluding resuscitation.

How should these physicians deal with this family’s
demands? The answer depends on both how the physi-
cians define futility and the weight they give it when
patients or suirogates strongly express treatment pref-
erences. Are these issues perhaps oo complex or am-
biguous to resolve (1, 2)? We submit that they are not.
and we offer both a theoretical and practical approach
to the concept of futility, an approach that we belicve
serves in this case and more generally in similar cases
by restoring a common sense notion of medical duty.
We recognize that if futility is held to be nothing more
than a vaguc notion of physician discretion, it is subject
to abuse; therefore, we propese specific standards by
which this idea can be appropriately invoked. In our
view, judgments of futility emerge from either quantita-
tive or qualitative evaluations of clinical situations.
Such evaluations determine whether physicians are ob-
tigated to offer an intervention. If an intervention is
Jjudged to be futile. the duty to present the intervention
as an option to the patient or the patient’s family is
mitigated or eliminated. We recognize-iadeed invite—
examination and challenge of our proposal.

The Glare of Antonemy

Less than a few decades ago. the practice of medicine
was characterized by a paternalism exemplified in the
expression, ‘“doctor’s orders.” Physicians determined
by themselves or in consultation with colleagues the
usefulness of courses of treatment. The art of medicine
was considered to include selectively withholding as
well as disclosing information in order to maintain con-
trol over therapy. The dramatic shift roward patient
self-determination that has taken place in recent dec-
ades almost certainly received much of itls momeatum
from society’s backiash to this paternalism. In addition.
philosophical and political concerus about the rights of
individuals and respect for persons elevated the princi-
ple of autonomy to a position in ethics that it had not
previously held. Today. ethics and the law give primacy
to patient autonomy, defined as the right to be a fully
informed participant in all aspects of medical decision
making and the right 10 refuse unwanted, even recom-
mended and life-saving, medicat care. So powerful has
this notion of autonomy become that its glare often
blinds physicians (and cthicists) to the validity of carlier
maxims that had long defined the range of physicians’
moral obligations toward patients. Among these was the
maxim, respected in ethics and law, that futile treat-

© 1990 Aeaerican College of Physici: 949
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ments arc not obligatory. No ethical principle or law
has ever required physicians to offer or acccde to de-
mands for lreatments that are futile (3, 4). Even the
so-called Baby Doe regulations, notorious for their ad-
vocacy of aggressive medical intervention, permit phy-
sicians to withhold freatment that is “futile in terms of
the survival of the infant™ or ‘‘virtually futile’™ (S).
Even when this maxim is accepted in theory. however,
physicians frequently practice as though ¢very available
medical measure. including absurd and overzealous in-
terventions. must be used 1o prolong life unless patients
give definitive directions to the comtrary (6. 7). Some
physicians allow patients (or surrogates) to decide when
a treatment is futile. thereby overriding medical judg-
ment and potentially allowing the paticnt (or surrogate)
to demand treatment that offers no benefit (8).

Comparison of Effect aad Benefit

In the early nineteenth century, all medications were,
by definition. effective: They inevitably brought about
the effect that their names described. Emetics could be
counted on 10 cause vomiting: purgatives to cause lax-
ation; sudorifics. sweating: and so on (9). These effects,
given the medical theories of the times, were presumed
always to be beneficial. Failure to heal was a defect of
nature, not of the physician or the treatment. However,
one advance of modern medicine, particularly with the
introduction of controlled clinical trials, was to clarify
by empiric methods the important distinction between
effect and benefit. In examining the nolion of futility.
physicians sometimes fail to keep this distinction in
mind.

For example. & recent discussion of futility includes
the following: *‘[Physicians| may acknowledge that ther-
apy is effective. in a limited sense. but believe that the
goals that can be achieved are not desirable. as when
considering prolooged autritional support for patients in
a persisient vegetative .state. Physicians should ac-
knowledge that, in such situations. potentially achiev-
able goals exist. Therapy is not. strictly speaking, fu-
tile”” (2). On the contrary, we believe that the goal of
medical treatment is not merely to cause an effect on
some portion of the patient’s anatomy, physiology. or
chemistry, but to benefit the patient as a whole. No
physician would feel obligated to yield to a patient’s
demand to treat pneumonia with insulin. The physician
wounld righty argue that (in the absence of insalin-re-
quiring dizbetes} such treatment is inappropriate: insulin
might have a physiologic effect on the patient’s biood
sugar, bul would offer no benefit to the patient with
respect to the pneumonia. Similarly, nutritienal support
could effectively preserve a host of organ systems in a
patient in persistent vegetative state. but fail to restore
a conscious and sapient life. Is such putritional treal-
ment futile or not? We argue that it is futile for the
simple reason that the ultimate goal of any treatment
should be improvement of the patient's prognosis. com-
fort, well-being. or general state of heaith. A treatment
that fails to provide such a benefit-even though it pro-
duces a measusuble effect-should be considered futile.

Approaching a Definition

The word futility comes from the Latin word meaning
leaky {futilis). According to the Oxford English Dictio-
nary, a futile action is “‘leaky. hence untrustworthy.
vain, failing of the desired end through intrinsic de-
fect.”” In Greek mythology. the daughters of Danaus
were condemned in Hades to draw water in leaky
sieves. Needless to say, their labors went for nought.
The story conveys in afl its fullness the meaning of the
term: A futile action is one that cannot achicve the
goals of the action. no matter how often repeated. The
likelihood of failure may be prediclable because it is
inherent in the nature of the action proposed. and it
may become immediately obvious or may become ap-
parent only after many failed allempts.

This concept should be distinguished from etymologic
neighbors. Futility should not be used to refer 1o an act
that is. is fact, impassible to do. Attempting to walk o
the moon or restore cardiuc function in an exsan-
guinated patient would nol be futile acts: they would be
physically and logically impossible. Nor should futility
be confused with acts that are so complex that. al-
though theoretically possible, they are implausible. The
production of a human infant entirely outside the
womb, from in-vitro combination of sperm and egg to
physiologic viability. may be theorctically possible but.
with current technology. is implausible.

Further, futile, because the term is not merely de-
scriptive, but also operational. denoting an action that
will fail and that ought not be attempted. implics some-
thing more than simply rare. uncommon. or unusual,
Some processes that are quite well understood and
quite probable may occur only occasionally. perhaps
because of their complexity and the aced for many
circumsiances 1o concur at the same time. For example,
successful restoration to heulth of a drug addict with
bacterial endocarditis might require a4 combination of
medical. psychological. social. and educational efforts.
These interventions could work but. due to various
factors (including limited socictal resources). they rarely
work. However, they are not futile.

Futility should also be distinguished from hopeless-
ness. Futility refers to the objective quality of an ac-
tion: hopelessness describes a subjective attitude. Hope
and hopelessness bear more relation to desire, faith.
denial. and other psychological responses than to the
objective possibility or probability that the actions being
contemplated will be successful. Indeed. as the chance
for success diminishes, hope may increase and replace
reasonable expectation. Something plausible is hardly
ever hopeless. because hope is what human beings sum-
mon up to seek a miracle against overwhelming odds. Tt
is possible then to say in the same breath, **1 know this
is futile. but I have hope.” Such a statement expresses
two facts. onc about the objective properties of the
situation. the other about the speaker’s psychological
state, .

Futility refers to an expeclation of success that is
cither predictably or empirically so unlikely that its
exact probability is ofien incalculable. Without specific
data, one might predict futility from closely analogous
experience. (For example. one might avoid a trial of a

950 15 June 1990 - Annals of Intcrnal Medicine + Volume 112 « Number 12
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particular chemotherapy for one type of cancer based
on failures secn when used for treating similar forms of
cancer.) Or one may have accumulated empiric experi-
ence insufficient to state precisely the likelihood of suc-
cess, but sufficient to doubt the likelihood of success.
(For example, physicians have had only a few years of
experience with a currently popular medication to cure-
baldness. but sufficient experience to be dubious of fts
fong-term success.)

Reports of one or two ‘"miraculous”” successes do not
counter the notion of futility, if these successes were
achieved against a background of hundreds or thou-
sands of failures. Such rare e¢xceptions are causally
inexplicable. because any clinical situation contains a
multitude of factors—in addition to treatment-that might
affect outcome. As Wanzer and collcagues (10) stated,
“The rare report of a patient with a similar condition
who survived is not an overriding reason to continue
aggressive treatment.”™

Quantitative and Qualitative Aspects

The futility of a particular treatment may be cvident
in cither quantitative or qualitative terms. That is, fu-
tility may refer to an improbability or snlikelihood of an
event happening, an expression that is quasi-numeric,
or to the quality of the ¢cvent thai treatment would
produce. Thus. determining futility resembles using de-
cision analysis~with one important distinction. In deci-
sion analysis. the decision to use a procedure is based
on the joint product of the probability of success and
the quality (utility) of the outcome (t1). Thus, very ow
probability might be balanced by very high utility. In
our proposal of futility. however, we treat the quanti-
tative and qualitative aspects as independent thresholds.
as minimal cutoff levels, either of which frees the phy-
sician from the obligation to offer a medical treatment.

This independence of futility determinamts can be
traced back to medical antiquity (12, 13). The percep-
tion of futility derived from the Hippocratic corpus
might be considered, in modern terms, to be quantita-
tive or probabilistic. A book titled “The Art’" (14) en-
joins physicians to acknowledge when efforts will prob-
ably fail: **Whenever therefore a man suffers from an ili
which is too strong for the means at the disposal of
medicine. he surely must not even expect that it can be
overcome by medicine.” The writer further admonishes
the physician that to attempt futile treatment is to dis-
play an ignorance which is “‘allied to madness.™

Plalo’s Republic (15). on the other hand. has a qual-
itative notion of futility. onc that emphasizes the inap-
propriateness of cfforts that result in patients surviving.
but leading literally usefess lives. According to Plato.
the kind of medicine **which pampers the disease™ was
not used by the Asclepian physicians:

Asclepius . . . taught medicine for those who were
heaithy in their nature but were sufferiog from a
specific disease: he rid them of it . . . then ordered
them to live as usual.... For those however,
whose bodies were always in a state of inner sick-
ness he did not attempt 10 prescribe a regimen . . .
to make their life a prolonged misery . . . . Medicine

was not intended fur them and they should not be
treated even if they were richer than Midas.

Thus, both the quantitative and gualitative aspects of
futility are recognized in the most ancient traditions.
Hippocrates rejects efforts that are quantitatively or
probabilistically unlikely to achieve a cure; Plato ob-
jects 10 a cure consummating (qualitatively) in a life that
“*isn’t worth living.” Both quantitative and qualitative
aspects relate to a single underlying notion: The result
is not commensurate to the effort. The effort is, on the
part of the agent. a repeated expenditure of energy that
is consistently nooproductive or, if productive, its out-
come is far inferior to that intended.

Defining Futility

We propose that, on the basis of these consider-
ations, the noun “‘futility’” and the adjective '‘futile™ be

used 1o describe any =ffort to achieve a result that is

possible but that reasoning or experience suggests is
highly improbable and that cannot be systematically
produced. The phrase. ‘‘highly improbable,” implies
that a statistical statement about probability might be
applicable. In the strict sense, such a statement cannot
be made. as proper conditions for determining probabil-
ity (that is, prospective comparisons of precisely con-
trolled treatment and nontreatment on identically
matched subjects) will never be present. We introduce
the concept of *‘systematic’’ (o poiot out that if a rare
“success " is not explicable of cannot be predictably
repeated, its causality is dubious, because it is uncertain
whether tr some extr influence, or ran-
dom variation caused the result.

Quantitative Aspects

in keeping with the quantitative approach to futlity,
we propose that when physicians conclude (cither

through personal experience. experiences shared with @

colleagues, or consideration of reported empiric data)
that in the last 100 cases, a medical treatment has been
useless, they should regard that trestment as futile.
Technically. we cannot say that observing no successes
in 100 trials means that the treatment mever works.
However, such an cobservation serves as & point esti-
mate of the probability of treatmemt success. Although
we cannot say with certainty that the point estimate is
correct, statistical methods can be used to estimate a
range of values that include the true success rate with a
specified probability. For example, if there have been
no successes in 100 consecutive cases. the clinician can
be 95% confident that no more than 3 successes would
occur in cach 100 comparable trials (3 successes per 100
trials is the upper limit of the 95% CI). This confidence
range would narrow as the number of observations in-
creased. If' no successes were scen in 200 cases. the
upper limit of the 95% CI would be 1.5 successes per
100 cases and. for no successes in 1000 observations,
the upper limit would be approximately 0.3 successes
per 100 cases. In practical terms, because data from
controlfed clinical trials can only rarely be called on and
applied 10 a specific case, practitioners usually use their
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extended experience as the source of their conclusions.
Here, speciality practice contributes an essential ele-
ment; for éxample, an intensive care pulmonary special-
ist who sees several hundred paticnts who have similar
disease conditions and receive similar therapy can often
group logether “‘futility characteristics’™ better than a
generalist who does not see cases in so focused a man-
ner.

Without systematic knowledge of the various faclors
that cause a therapy to have less than a 1% chance of
success—knowledge that would allow the physician to
address these factors—we regard it as unreasonable 10
require thut the physicians offer such therapy. To do so
forces the physician to offer any therapy that may have
seemed to work or that may conceivably work. In ef-
fect. it obligates the physician to offer a placebo. Only
when empirically observed (thongh not understood) out-
comes risc to a level higher than that expected by any
placebo effect (16), can a specific therapy be considered
to be "possibly helpful™ in rare or occasional cases and
its appropriateness evaluated according to rules of de-
cision analysis. In the clinical setting, such judgments
also would be influenced, of course, by considering
such tradeoffs as how cheap and simple the intervention
is and how serious or potentially fatal the disease (see
Exceptions and Cautions).

Although our proposed selection of proportions of
success is admittedly arbitrary. it scems to compost
reasonably well with ideas aciually held by physicians.
For example, Murphy and colleagues (17) invoked the
notion of Anility in their series of patients when survivat
after cardiopulmonary resuscitation was no better than
2% (upper limit of 95% Cl as calculated by authors),
and Lantos and colleagues (18) when survival was no
better than 7% (upper limit of 95% C1 as calculated by
authors).

Obviously. as medical data on specific situations are
gathered under appropriatc experimental conditions.
empiric uncertainty can be replaced with empiric con-
fidence (19). Admittedly, some disorders may be too
rare to provide sufficient experience for a confident
judgment of futility. even when efforts are made (o pool
data. We acknowledge this difficulty but adhere fo our
conservalive standard to prevent arbitrary abuse of
power. In judging futility. as in other matters. physi-
cians should admit unceriainty rather than impose un-
substantiated claims of certainty. Therefore, our view
of futility should be considered as encouraging rather
than opposing well conducted clinical trials. Important
examples of such work in progress include studies of
survival after cardiopulmonary resuscitation (17-24} and
use of prognostic measures in patients requiring inten-
sive medical care (25. 26).

Already. data on burn patients (27) and on patients in
persistenl vegetative state with abnormal neurooph-
thalmic signs (28) are sufficient 10 help with decision
making. The latter group of patients present 2 particular
chalienge to presently confused notions of futility, per-
haps accounting in part for why an estimated 5000 to
10000 patients in persistenl vegetative state are now
being maintaincd in medical institutions (29). The myth-
ologic power of the coma patient who ““wakes up”
apparently overrides the rarity of documented confirma-

tion of such wmiraculous recoverics (which have re-
sulted. moreover. in incapacitating mental impairment
or total dependence) (28). This point bears on the fre-
quently heard excuse for pushing ahead with futile ther-
apies: "k is only by so doing that progress is made and
the once futile becomes efficacious. Remember the fu-
tility of treating childhood leukemia or Hodgkin lym-
phoma.”” These statements hide a fallacy. It is not
through repeated futility that progress is made. but
through careful analysis of the elements of the **futile
case.”” followed by well designed studies. that advances
knowledge. We also point owt that our proposal is in-
tended for recognized iliness in the acute clinical set-
ting. It does not apply to preventive treatments, such as
immunizations. estrogen prophylaxis for hip fractures.
or penicillin prophylaxis for rheumatic heart disease and
infectious endocarditis. afl of which appear to have
lower rates of cfficacy because they are purposely ad-
ministered to large groups of persons. many of whom
will never be at risk for or identified with the particular
diseases that their treatments are intended 10 prevent.

Qualitutive Aspects

In keeping with the qualiative notion of futility we
propose that any ireatment that mercly preserves per-
manent unconsciousness or that fails to end total de-
pendence on intensive medical care should be regurded
as nonbeneficial and. therefore. futile. We do not regard
futility as “"an clusive concept™ (2). It is clusive only
when effects on the patient are confused with benefits
to the patient or when the term is steetched to include
cither considerations ol S-year survival in patients with
cancer (not at all pertinent to the notion of futility) or
the “*symbolic ™" value to society of treating handicapped
newborns or patienis in persisient vegetative state
(which rides roughshod over patient-centered decision
making) (2).

Here is the crux of the matter. If futility is qualita-
tive, why should the patient not always decide whether
the quality achieved is satisfactory or not? Why should
qualitatively “futile™ results not be offercd to the pa-

" tient as an option” We believe a distinction is in order.

Some qualitatively poor results should indeed be the
patient's option, and the patient should know that they
may be attainable. We believe, however. that other
sorts of qualitatively poor results fall outside the range
of the patient’s autonomy and need not be offered as
options. The clearest of these qualitatively poor results
is continued biologic life without conscious autonomy.
The patient has no right to be sustained in a state in
which he or she has no purpose other thun mere vege-
tative survival: the physician has no obligation to offer
this option or services to achieve it. Other qualitatively
poor results are conditions requiring constant monitor-
ing. ventilatory support. and intensive care nursing
(such as in the example at the beginaing of our paper)
or conditions associated with overwhelmingly suffering
for a predictably brief time. Admittedly. these kinds of
cases fall along a continuum. and there are well known
examples of the most remarkable achievements of life
goals despite the must burdensome handicaps. How-
ever, if survival requires the patient’s entire preoccupa-
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tion with intensive medical treatment, to the extent that
he or she cannot achieve amy other life goals (thus
obviating the goal of medical care). the treatment is
effective but not beneficial: it aeed not be offered to the
patient. and the patient’s family has no right to demand
it.

Specifically excluded from our concept of futility is
medical care for patients for whom such care offers the
opportunity to achieve life goals. however limited.
Thus, paticots whose illnesses are severe enough to
require frequent hospitalization. patients confined to
nursing homes, or paticnts with severe physical or men-
tal handivaps are not. in themselves, objects of futile
treatments. Such paticnts tor their surrogates) have the
right to receive or reject any medical treatment accord-
ing to their owa perceptions of beacfits compared with
burdens.

Some observers might object. as a matter of priaci-
ple. to excluding patient inpul from assessments of
qualitative futility. Others might be concerned that such
exclusion invites abuse. neglect. and a retreat to the
pateraalistic **silent world™ of the past in which doctors
avoided communication with their patients (30). In re-
sponse (¢ the latter objection. we acknowledge that
potential for abuse is present and share this concern.
We would deplore the use of our proposal to excuse
physicians from cngaging patients in ongoing informed
dialogue. Nonetheless. the alternative is also subject to
abuse (for example. when Jegal threats made by patients
and surrogates cow hospitals into providing excessive
care). We reiterate that the distinction between medical
benefit and cffect justifies excluding patients from de-
terminaticn of qualitative futifity. Physicians are re-
quired only to provide medical benefits (o patients. Phy-
sicians are permitied. but not obligated. 1o offer other.
non-medical benefits. For example. a physician is' not
obligated to keep a patient alive in an irreversible veg-
etative stale. because doing so does not medically ben-
efit the patient. Howcver. as noted below., a physician

not yet arrived from afar to pay last respects. Such an
exception could also be jastified 1o facilitate coping and
gricving by family members, a goal the patient might
support {32-36). Although resuscitation may be clearly
futile (that is, would kecp the patient alive in the inten-
sive carc unit for only 1 or 2 more days). complying
with the patient’s wishes would be appropriate. pro-
vided such exceptions do not impose undue burdens on
other patients. health care providers. and the institu-
tion, by directly threatening the health care of others.
We hasten to add. however, that our notion of futility
does not arise from considerations of scarce resources.
Arguments for limiting treatmems on grounds of re-
source allocation should proceed by an entirely different
route and with preat caution in our present open sysiem
of medical care, as there is ro universally accepted
vajue system for allocation (31) and no guarantee that
any limits a physician imposes on his or her patients
will be equitably shared by other physicians and pa-

tients in the same circumstances (37. 38).

Admitedly. in cases in which treatment has begun
already, there may be an emotional bias 1o continue,
rather than withdraw, futile measures (10). If greater
attention is paid at the oatset to indicating futile treat-
ments. these situations would occur less frequently:
however, the futility of a given treatment may not be-
come clear umtil it has been implemented. We submit
that physicians are entitled to cease futile measures in
such cases. but should do so in a manner sensitive to
the emotional investmentis and concerns of caretakers.

What if a hospitalized patient with advanced cancer
demands a certain medication (for example, a particular
vitamin). a treatment tha: the physician believes to be
futile? Several aspects of this demand support its over-
riding the physician's invocation of fwility. Certain
death is expected and. al:hough an objective goal such
as saving the patient’s life or even releasing the patient
from the hospital might be unachievable, the subjective
goal of patient well-being might be enhanced (a placebo-
induced benefit). In this particular sitvation. the effort

may do so op « ds. when poTary
continuance of biologic life achieves goals of the patient
or family.

Exceptions and Cautions

We have attempted to provide a working definition of
futifity. We ulso have drawn attention 10 the ethical
notion that futility is a professional judgment that tukes
precedence over patient sutonomy und permits physi-
cians (o withhold or withdraw carc deemed to be inap-
propriate without subjecting such a decision to patient
approval. Thus, we regard our proposal as representing
the ordinary duties of physicians. duties that are appli-
cable where there is medical agreement that the de-
scribed standards of futility are met. We recognize.
however, that the physician’s duty to serve the best
interests of the putient may require that exceptions o
our approiaches be made under speciad circumstances.

An exception could well be made out of compassion
for the patient with terminal metastatic cancer who re-
quests resuscitation in the eveat of cardiac arvest to
survive tong enough to see a son or daughrter who has

and resources invested ty achieve this goal impose a
negligible burden on the health care system and do not
threaten the health care of others. Thus, aithough phy-
sicians are not obligated ‘0 offer a placebo. they occa-
sfonally do. For example, Imbus and Zawacki (27) al-
lowed bura patients to upt for treatment even when
survival was unprecedented. In this clinical situation.
compassionate yielding imposes no undue burden, be-
cause survival with or without treatment is measured in
days. In contrast. yielding 10 a surrogate’s demand for
unlimited life-support for a patient in persistent vegeta-
tive state may lead 1o decades of institutional care,
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Ethical Issues in End-of-Life Care

Robert M. Walker, MD

The issues associated with appropriate end-of-life interventions involve ethical, moral, and legal decisions by patients and their
physicians.
Background: Physicians who treat patients approaching the end of life often face moral, ethical, and legal issues invoiving shared
decision making, futility, the right to refuse medical treatment, euthanasia, and physician-assisted suicide.
Methods: The author examines cases that involve these issues and also reviews the ethical principles that guide current medical
practice. Issues such as end-of-life ethical questions, the right to life-sustaining therapy, medical futility, the distinction between killing
. and allowing to die, and physician-assisted suicide are discussed.
Results: The principal problem involves the appropriale use of fechnology at the end of life. While deveiopments in technology have
enhanced our ability to prolong iife, issues have also arisen regarding the resulting quality of life, the sometimes marginal benefits to our
patients, and the burdens that this lechnology impases on patients, families, and society.
Conclusions: Legal and ethical issuss continue {o confront patients, courts, and physicians. A better understanding of these issues and
an awareness of the availability of effective palliative care will help physicians, patients, and families adequately address the end-of-life
issues that are an intrinsic part of medical care.
Introduction

Medicine's technical advances of the past few decades have cast a shadow over its long-held ethic of compassionate care. The main
problem has been the appropriate use of technology at the end of life. Should it be used on everyone, regardiess of the chance of
successful outcome or the burdens it imposes? If not, what ethical parameters guide the use and non-use of medical interventions?
These questions are most sharp at the end of fife because the burdens of intervention are often high, the benefits are marginal, and
quality of life is markedly diminished. This article reviews the ethical principles that guide medical practice and then focuses on end-of-life
ethical issues such as the right to life-sustaining therapy, medical futility, the distinction between killing and aliowing to die, and physician
-assisted suicide.

Ethical Principles

The core principles of medical ethics date from antiquity and are commonly labeled "beneficence” and “nonmaleficence.” The principle of
veneficence holds that physicians should aim to "benefit the sick,” while nonmaleficence means to "do no harm™ in the process. These
principles are reflected in medicine's chief goal, which Is to help the sick by returning them to heaith and lessening the suffering and
decline that is often associated with their diseases.! The central question in the care of the dying is the appropriate use of life-sustaining
interventions. In some cases, there is litlle or no benefit to be gained by these intervantions, and yet the potential for significant harm
commonly remains. Ordinarily, when the benefits are clearly outweighed by the potential harms of intervention, the use of that
intervantion is properly regarded as inappropriate. But who has the ultimate authority to decide the matter of appropriateness? Should it

be the physician alone? Should inappropriateness be decided at the policy leve!?

From an ethics point of view, the patient is the one to decide about forgoing life-sustaining interventions, based on the third ethical
principle — patient autonomy. The principle of autonomy, or respect for persons, has its roots in analytic philosophy and has become
synonymous with the concept of self-determination.2 This concept was expressed well by Justice Cardozo in a famous medical
malpractice case: "Every human being of adult years and sound mind has a right to determine what shall be done with his own body."™
The principle of autonomy lies at the root of the medical and legal doctrine of informed consent and also at the root of decisians by

patients to forgo life-sustaining treatment at the end of ife. '

http://www.mofTitt.org/moffittapps/ccj/vén2/article4.htm 4/12/2011



" " H. Lee Moffitt Cancer Center & Research Institute - H. Lee Moffitt Cancer Center & Res... Page 2 of 6

The fourth ethical principle is that of distributive justice, which guides the fair allocation of medical resources. Justice considerations arise
in end-of-life care when one compares the high cost of marginally beneficial end-of-life care to the lack of funding for the basic care of a
large portion of our country’s residents. While the issues surrounding medical costs and the design of just health care systems are
complex and important, they require a social policy level approach and should not be left simply to the physician at the bedside. The
principle of justice is mentioned to set it apart from end-of-life ethics decisions at the bedside. In the current climate of increasing desire
for a dignified death, if a better job were done of honoring patients’ wishes to forgo expensive life-prolonging intervention, then both
justice and autonomy would be served 4

Shared Decision Making

In most cases, ethical treatment decisions should be shared between physician and patient. The physician has an obligation to inform
the patient of established treatment options and then to recommend the treatment he or she believes is in the patient's best medical
interest.® The patient then accepts the physician's recommendation and consents to treatment, chooses an option other than the
recommended one, or chooses to forgo the treatments altogether. In each case, the physician fulfils the ethical obligation to benefit the
_ patient while minimizing ham. The patient, in turn, exercises his or her autonomy in either choosing treatment or refusing it. Even though
this shared decisional process may resuit in conflict, in most cases of treatment refusal the patient’s autonomy should prevail. This does
not mean that the physician should not attempt to persuade the patient to act in what the physician believes to be the patient's best
medical interest, but it does mean that the physician should not attempt to coerce the patient's decision.

The Right to Refuse Medical Treatment

The right to refuse medical treatment is well established in medicine and in law. The legal tradition of the right to be left alone has deep
roots. When cases arose asserting that a patient has a right to be free of unwanted medical intervention, the right was readily recognized
and clearly affired.87 These legal cases can be categorized into four classifications: (1) the patient with decision-making capacity, (2)
the patient without capacity but who had earlier expressed treatment preferences for end-of-life care either verbally or in a written
advance directive document, (3) the patient without capacity who had made no prior expression of treatment preferences, and (4) the
patient who never had the capacity to make treatment decisions. in cases of patients with infact decision-making capacity, courts have
ruled that such patients have the right to refuse medical interventions even when those interventions are life-sustaining. in Safz v
Perimutter,® a competent ventilator-dependent patient with amyotrophic lateral sclerosis wanted his ventilator discontinued and was
allowed by the court to direct physicians to remove the ventilator.

In cases where patients have lost their capacity but had indicated in an advance directive that they did not want life-prolonging
procedures, courts have ruled that their advance wishes shouid be followed. In situations where there is no written advance directive and
the patient lacks decision-making capacity, courts have articulated standards for proxy decision making. This means that an individual
other than the patient assists in decision making for the patient. The courts have reasoned that the loss of capacity to exercise the right
to refuse treatment does not entail the foss of the right itself. They have further reasoned that in order to prevent the right from being
extinguished in a practical sense, another person must exercise the right on the patient's behalf.

In cases where patients have expressed their wishes prior to losing capacity, the proxy decision makers should follow those wishes
rather than make their own judgment about what to do. This is referred to as “substituted judgment” bacause the proxies substitute the
patients’ prior judgment about treatment matters for their own. This is not only an important legal concept, but also one that has practical
application in counseling proxy decision makers at the bedside. Many proxies feel uncomfortable in deciding to forgo life-prolonging
interventions because they see themsalves as deciding between life or death for another person. The actual role of the proxy, however,
is not to make the decision but to help carry out the patients’ wishes. This is relatively easy when the patient has taken the time to
complete an advance directive. in such cases, the proxy's role is often to clarify the interpretation of vague statements in the directive
and to help craft the details of the patient's palliative care plan. Matters can become more difficult when the proxy must recal! past oral
statements by the patient about how he or she wouid want to be cared for in an end-of-life or terminal situation.

In cases where the patient has never communicated thoughts about end-of-life care or has never had the capacity for such thoughts, the
proxy cannot make a substituted judgment since no prior judgment by the patient exists. Despite this, one early court case strained to
apply the substituted judgment standard in deciding whether to authorize chemotherapy to treat leukemia in a 67-year-old never-
competent man with an approximate mental age of 2.9 Most courts, seeing the illogic of basing decisions on the imagined choices of the
never-competent, have rejected this approach as misguided. They have instead adopted the “best interest” standard of proxy decision
making. This standard simply requires the proxy to make the decision that is in the patient's best medical interest. It is not the proxy’s
decision alone; it is a process of shared decision making with the attending physician.

A patient's right to refuse treatment, whether exercised directly or by proxy, is not an absolute right. Many state courts have identified
four social interests that must be balanced against a person’s right to be free of unwanted medical intervention. These are the
preservation of life, the prevention of suicide, the protection of third parties, and the preservation of the athical integrity of the medical
profession. In most treatment refusal cases, these state interests are not found to outweigh a competent adult's right to refuse unwanted
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medical intervention. However, in some cases, the right to refuse treatment is overridden. An example of this is a court-ordered biood
transfusion to save the life of a single-parent Jehovah’s Witness who would ieave minor children as wards of the state if life-saving
transfusion is withheid. In casas such as this, many courts have held that the state’s interest in protecting the children outweighs the
parent’s right to refuse unwanted transfusion, even though the reason for refusing is based on a deeply heid refigious belief.

Forgoing Treatment on the Basis of Medical Futility

It is well established that there is no ethical obligation for physicians to provide treatment that is futile.'0!! The question, however, is what
constitutes futile treatment. Unfortunately, medical futility can have several meanings. Failure to clarify the term can lead to
miscormunication and masking of differing value judgments and biases, thus enabling a subtie form of paternalism.? For example, in
explaining to a patient that cardiopulmonary resuscitation (CPR) would be futile, it is not uncommon for the physician to mean that CPR
would have a very low chance of success, while the patient interprets the meaning of term to be that freatment has no possibility of
success. If the patient then agrees to forgo CPR, the decision will have been based on a misunderstanding. For this reason, itis
important to be explicit about these matters by using plain language instead of hiding value judgments under the cloak of medical futility.

Medical futility concepts can be organized as follows: The first division of futility is divided into the categories of post-hoc futility and
predictive futility. In post-hoc futility, treatment has been tried and has failed. We see in retrospect that a treatment that perhaps held out
some hope has proven to be futile. Post-hoc futility is useless for those who want to use futility as a reason not to try a treatment in the
first place. Predictive futility, on the other hand, involves pradicting that a treatment will be futile and therefore should not be tried.

Predictive futility can be divided into several types: conceptual futility, probabilistic futility, physiologic futility, and doctor-patient goal
disagreements. Conceptual futility is futility based on a particular concept or definition, the example being brain death. The medicolegal
concept of death holds that ventilator-dependent patients who have suffered "imeversible cessation of all functions of the entire brain
including the brain stem" are dead. ' in such cases, the ventilator is by definition a futile intervention because it cannot bring the patient
back to Jife. While "brain death” has become a medicolegal standard in the United States, some have voiced religious objections to the
standard. Because of this, at least two states have passed laws aliowing a "religious exemption” to the brain-death standard. Apart from
religious reasons, cases have occurred where family members simply do not accept that their “brain-dead” loved onae is in fact dead. In
these cases, the law would allow physicians {o discontinue the ventilator without family permission. In practice, howevar, despite the fact
that continued ventilator use is conceptually futile, time is usually given to the family to come to terms with the patient's death before the

’ ventilator is removed.

Probabilistic futifity means that a treatment with a very low chance of success can properly be regarded as futile. For example, some
would call a 1% chance of surviving CPR as futile CPR. This kind of futility is never absclute, and it entails making value judgments
about what risks are worth taking. Because of this, physicians shouid not make unilateral futility judgments because their values may not
reflect those of the patient. Instead, the information should be communicated to the patient, and a process of shared decision making
should be followed.

Physiologic futility comes in two forms. The first is called medical nonsense; the second is medicai impasse. An example of medical
nonsense is a patient’s request for antibiotics to treat a viral upper-respiratory infection. in this case, the physician can unilaterally refuse
to give antibiotics on the ground that antibiotics are a futile intervention. There is no possibility of benefit, while potential for harm
remains. Medical impasse occurs when a person's iliness makes it physiologically impossible for sensible treatments to work. An
example of this is a person with AIDS and pneumocystis pneumonia who develops adult respiratory distress syndrome. if such a person
were to suffer cardiac arrest, ordinarily CPR would be a sensible and indicated response. However, in the case where the infaction has
proven refractory to all available treatments and where gas exchange has become criticafly impaired and is worsening, CPR cannot
possibly be effective. Once acidemia and ischemia produce cardiac arrest, it is physiologically impossible for CPR and cardiac
medication to restore vital air exchange. Thus, there is medical impasse and absolute physiologic futility. In such a case, a physician can
unilaterally decide not to perform CPR on the ground of medical futility.

The last futility concept is doctor-patient goal disagreement. In the case of Heiga Wanglie,4.'5 a ventilator-dependent patient in a
permanent vegetative state, the physician regarded the ventilator as futile because it could not improve and thus benefit the patient. The
patient's husband, however, did not see the ventilator as futile bacause it was keeping his wife alive. In this case, we have a
disagreement between two different goals. The ventilator could not meet the physician’s goal of health improvement, but it could meet
the husband's goal of life prolongation. In such cases where value differences exist about what goals are worth pursuing, the decision
should be a shared one between the doctor and the patient (or the patient's proxy). The physician would not be justified in making a
unilateral decision to discontinue the ventilator. On the other hand, the physician who believes that continued ventilation would be
morally objectionable is free to preserve his or her moral integrity by withdrawing from the case.

Killing vs Allowing to Die
When life-sustaining treatment is discontinued, whether on the ground of medical futility or patient autonomy, there can be uneasiness

about our actions. This often stems from failing to distinguish clearly between causing the patient's death or merely aliowing the patient
to die. in the typical scenaric of a permanently unconscious ventilator patient, the patient is alive until the physician removes the
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ventilator, whereupon the patient soon dies. The proximity of the patient's death to the physician's removal of the ventilator leads some
physicians to wonder whether they have indeed caused the patient's death. By contrast, in the case where the ventilator is never utilized,
dealh is neither caused nor precipitated by the physician but is instead the result of the patient’s disease process. Because of this, many
physicians are more comfortable with not starting treatment than with stopping it.

» The counter to this concem is to regard the ventilator as an optional form of external support. While the ventilator does sustain life, it is
clear that a person who wishes to forgo it has the right to do 30. An unambiguous example is that of an ireversibly incapacitated,
terminally ill patient who had earlier prepared an advance directive stipulating that mechanical ventilation should not be used if his or her
capacity was irreversibly lost and if the disease was terminal. If these criteria are met before the need for ventilation arises, then the
ventilator shouid not be starled. On the other hand, if the ventilator was started before the patient became terminal and irreversibly
incapacitated, the ventilator should be discontinued once these conditions have been clearly met. In discontinuing the use of the
ventilator, the physician is not causing death but is appropriately removing a form of external medical support that the patient refused in
advance. The natural forces of the patient’s iliness continue unopposed once the ventilator is removed, and quite predictably, the patient
dies. The patient's death is caused by the disease rather than by the physician.

Euthanasia and Physician-Assisted Suicide

In the case of euthanasia, the physician takes the patient's life. While the term euthanasia has been variously defined, in this article
euthanasia refers to an act in which a physician directly and intentionally causes a patient’s death by medical means. For example, a
physician commits euthanasia when he or she deliberately injects a lethal amount of potassium chioride into a patient for the express

purpose of terminating that patient's life. Thus described, euthanasia is commonly distinguished from murder because its motive is

merciful rather than malicious; however, it is nevertheless a form of homicide and remains illegal in the United States. When the
physician performs euthanasia with the consent of the patient, it is called voluntary euthanasia. When euthanasia is performed without
patient choice, such as may be the case with incapacitated patients, it is called nonvoluntary or nonchoice authanasia. Involuntary
euthanasia involves performing euthanasia against the patient's wishes.

Physician-assisted suicide is a form of voluntary euthanasia that is legal in the state of Oregan.'® in Oregon, a physician can prescribe a
lethal amount of medication for a patient so that the patient can commit suicide with the medication if he or she so chooses. It is a form of
voluntary euthanasia because the physician agrees to participate in a plan to cause the patient’s death and supplies the lethal
medication that is used to cause death. in voluntary euthanasia, as defined above, the physician acts alone to terminate the patient’s life,
whereas in physician-assisted suicide, the physician and the patient act together to cause the patient's death.

The Hippocratic Oath, to which American medicine has traditionally appealed for its moral bearings, expressly prohibits physician-
assisted suicide and euthanasia. The oath reads, “Neither will | administer a poison to anybody when asked to do so, nor will | suggest
such a course.”V It is telling to note that during the time of Hippocrates, when medicine’s power to effectively treat disease and
ameliorate suffering was far less that it is today, assisted suicide and euthanasia were regarded as radically incompatibie with
physicianhood. This at least suggests that those is favor of physician-assisted suicide and euthanasia have very different ideas about
physicianhood and the moral limits of medicine. It is also telling that the public interest in physician-assisted suicide comes at a time
when the palliative powers of American medicine are greater than they have ever been before. This suggests that perhaps the public is
significantly unaware of the advances and availability of palliative medicine or that palliative care it is woefully underutilized. While this is
no doubt the case for some portion of the public, others in our society wish to have physician-assisted suicide and euthanasia as options
along with the benefits of palliative care. The chief argument for this is based on autonomy, but it is an argument that begs the question
of whether it is proper for a physician to play an active role in causing a person’'s death via lethal doses of medication.

In euthanasia and physician-assisted suicide, the core ethical issue for medicine is the rightfulness or wrongfulness of a physician
intending and acting to cause the death of a patient. Unfortunately, this issue is easily obfuscated. An example of this occurred in Quill v
Vacco, one of two recent federal appeliate court cases that argued for a right to hasten death.'®.'® The Quill opinion argued that a person

has a right to hasten death but that laws prohibiting physician-assisted suicide prevent the équal exercise of this right. This can be

illustrated with an exampile involving two similarly situated patients. Patient A has terminal lung disease and is on a ventilator, while
patient B is terminal with AIDS and is not on a ventilator. According to the Quill court's logic, patient A is able to hasten their death by
directing that the ventilator be discontinlied, while patient B cannot hasten their death because the law regards physician-assisted
suicide as a crime. The court concludes that laws prohibiting physician-assisted suicide were unconstitutional because the laws set up
an inequaiity in the law.

The reality is that there never has been a right to hasten one's death, but a right to refuse unwanted medical intervention has been
recognized: Patient A exercises the right fo refuse unwanted intervention by directing doctors to discontinue the ventitator. Similarly,
patient B exercises the right to refuse unwanted intervention by deciding not to go on a ventilator in the first place. The Quill court's view
that patient A is hastening death by discontinuing the ventilator shows that they do not understand the difference between kilfing and
allowing to die. Furthermore, in suggesting that discontinuing the ventilator hastens death, the court implies that patient A’s ventilator has
somehow become intrinsic to patient A. The reality is that the ventilator is a form of optional external medical support. The decision to
discontinue its use is not a decision to hasten death but a decision to cease forestalling it. Failure to make careful distinctions about
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killing and allowing to die and about hastening and forestalling death add to the confusion surrounding the physician’s role in end-of-life
care.

The Legal Slippery Slope

The US Supreme Court rejected the arguments of the two federal appetlate courts that laws prohibiting physician-assisted suicide were
unconstitutional. 292! However, the Supreme Court did not say that states were obligated to prohibit the practice. This leaves the door
open for states to follow Oregon in legalizing physician-assisted suicide. The Oregon law was careful not to characterize physician-
assisted suicide as a right, but if it is ever deemed to be one in future court decisions, this designation will almost certainly entsil the
extension of this right to incompetent patients, just as has been the case with the right to refuse treatment. With the latter, court after
court has agreed that losing the capacity to exercise a right does not mean that the right no longer exists. Furthermoare, to prevent the
right from being extinguished in a practical sense, some other person must exercise the rights of the incapacitated patient for that
patient. Thus the process of proxy decision making came into being. This same procass could take place with physician-assisted suicide,
especially when the courts begin to see cases involving incapacitated patients who had earlier stipulated that they would want physician-
assisted death in the event of terminal iliness and irreversible loss of capacity.

If physician-assisted suicide is regarded as a right, it will very likely be extended to incapacitated patients in order to avoid the practicat
extinguishing of their rights. However, since the patient will not be able to exercise it, proxy decision making would be utilized. Also, since
the incapacitated patient cannot participate in physician-assisted suicide, it will become the physician’s act alone. Thus we will have
moved to euthanasia. Still further, if this right is extended to the case of the incapacitated terminal patient who left no past wishes, as it
has been in the case with the right to refuse treatment, then we will have legalized nonvoluntary euthanasia. Proxies and physicians will
then be making euthanasia decisions because it is deemed in the patient's "best interest” to be dead. The fact that such potential exists
in our legal system, which judges cases and advances law by ruling on precedent, shouid give us pause. Alternatively, the current
effectiveness of palliative care in addressing the full spectrum of end-of-life issues leaves us with no good reason to throw open the door
of euthanasia that Oregon has left ajar. Efforts should instead be put toward optimizing the use of palliative care and making it available
to all who need it.
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