
 
 

 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 According to Black’s Law Dictionary, the legal definition of 
death is as follows: 

The cessation of life; the ceasing to exist; defined by 
physicians as a total stoppage of the circulation of 
the blood, and a cessation of the animal and vital 
functions consequent thereon, such as respiration, 
pulsation, etc.1 

 

Death, according to this definition, is precise and 

unambiguous—when the body ceases functioning. 

However, in 1968 a Harvard Medical School Ad Hoc 

Committee (comprised of ten physicians, an historian, and a 

theologian) sought to re-examine this definition in light of 

advancements in medical technology. In their report, they 

stated: 
 

From ancient times down to the recent past it was 
clear that, when the respiration and heart stopped, 
the brain would die in a few minutes; so the 
obvious criterion of no heart beat as synonymous 
with death was sufficiently accurate. In those times 
the heart was considered to be the central organ of 
the body; it is not surprising that its failure marked 
the onset of death. This is no longer valid when 
modern resuscitative and supportive measures are 
used. These improved activities can now restore 
‘life’ as judged by the ancient standards of 
persistent respiration and continuing heart beat. 
This can be the case even when there is not the 
remotest possibility of an individual recovering 
consciousness following massive brain damage.2 

 

Despite both acknowledging the traditional notion of death 

and accepting it as appropriate in its own time, the 

committee ultimately deemed it unfitting for the modern 

medical climate. Contemporary medical techniques are able 

to restore a heartbeat without the mind, able to breathe for a 

patient without functioning lungs, and able to feed a patient 

unable to move. These practices restore life, as defined by 

bodily functions—by a heartbeat or a flutter of the eyelids—

but are not always able to salvage what constitutes living in 

any practical sense.  
 
Clear-Cut-Decision 
 

While clearly needed and appropriate, this change in the 

legal definition of death has triggered an onslaught of 

ideological issues concerning the legal nature of death, the 

ability of government to regulate it, and just how patients, 

doctors, and family members are permitted to bridge the 

gap between brain death and traditional death. Legal cases 

concerning a patient’s right to refuse medical treatment (or 

more commonly a patient’s “right to die”) generally fall into 

four classifications. The first, “the patient with decision-

making capacity” and the second, “the patient without 

capacity but who had earlier expressed treatment preferences 

for end-of-life care” result in very few complications.3 For 

example, in the Matter of Re Eichner the court ruled that the 

respirator be removed from an incompetent 83-year-old 

suffering from brain damage and in a vegetative state due to 

clear and convincing evidence from statements made by the 

patient when competent that “he did   not want to be 

maintained in a vegetative coma by use of a respirator.”4 

 

Courts across the nation have consistently maintained the 

right of a competent patient to refuse medical treatment as 

long as the interest of the patient is properly balanced against 

certain state interests—including the preservation of life, the 

prevention of suicide, the protection of third parties, and the 

preservation of the ethical integrity of the medical profession. 

The Fourteenth Amendment states that “no State shall 

deprive any person of life, liberty, or property without due 

process of law.”5 This clearly indicates that every person has a 

liberty interest under the due process clause; however, this 

private interest must be balanced against relevant state 

interests. 

 
Not as Clear-Cut 
 

Now, for the third classification, consider a patient, once 

competent but now incapacitated, who has made no previous 

“expression of treatment preferences.”6 In this instance, 

courts have articulated standards for proxy decision making 

wherein an individual other than the patient would assist in 

decision-making for the patient. Generally speaking, case law 

has followed the trend that merely losing the ability to 

implement the right to refuse medical treatment does not 

necessitate the loss of the right itself. Instead, another person 

can exercise the right on the patient’s behalf. However, 

acceptance of proxy (or “substituted”) judgment varies from 

state to state. 

 

For example, In re Westchester County Medical Center on 

behalf of Connor, the New York Court of Appeals refused to 

accept anything less than the clearly expressed wishes of a 

patient. In addition to rejecting the proxy’s attempt at refusal 

of medical care by “substitute judgment,” the court granted 

an order to insert a feeding tube into a 77-year-old woman 

rendered incompetent by a series of strokes over the objection 

of her family members.7 The court reasoned that the 

substituted judgment approach was discordant with its 

“fundamental commitment to the notion that no person or 

court should substitute its judgment as to what would be an 

acceptable quality of life for another.”8 

 

In complete contrast to the New York decision, the California 

Court of Appeals permitted the removal of a feeding tube 

from a 44-year-old man in a persistent vegetative state as the 

result of an auto accident In the Matter of Conservatorship of 

Drabick. Citing a state probate statute, the court argued that 
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state law allowed the proxy to order the withdrawal of life-
sustaining treatment “when such a decision was made in 
good faith based on medical advice and the conservatee’s 
best interests.”9 Framing the discussion in terms of respect 
and dignity, the court contended that respect for individual 
is best upheld by allowing a proxy “to make a decision that 
reflects a patient’s interests more closely than would a purely 
technological decision to do whatever is possible.”10 
 

Even Less Clear-Cut 
 
Lastly, for the fourth classification, consider the patient who 
was never competent to make end-of-life decisions: a child or 
mentally disabled person.  
 
In Superintendent of Belchertown State School v. Saikewicz, 
the court justified withholding chemotherapy from a 
retarded 67-year-old man suffering from leukemia on the 
basis of both the right to privacy and the right to informed 
consent.11 The court ruled that it was irrational to ground 
choices on what one thinks the never-competent would have 
chosen. However, because “the value of human dignity 
extends to both,” they implemented a “substituted 
judgment” policy whereby a “best interest” standard was 
adopted that obliged the proxy to make the decision in the 
patient’s best medical interest (in coordination with an 
attending physician).12 ”  
 
In the Matter of Conroy, the court pronounced that a “person 
doesn’t lose the right of self-determination merely because 
they cannot sense the violation.”13 They found that as a result 
of this, incompetent individuals retain the right to decline 
medical care. However, the court ruled that the right must be 
exercised by a surrogate decision-maker “using a ‘subjective’ 
standard” when there was clear evidence that the 
incompetent person would have exercised it.14 
 
In the Matter of Storar, the court went in the other direction 
with its ruling that it would be impossible to establish the 
desires of a severely retarded 57-year-old man afflicted with 
bladder cancer. The court ruled that blood transfusions both 
maintained the patient’s mental and physical abilities and 
did not entail disproportionate pain. The court even went so 
far as to state that it would “not allow an incompetent patient 
to die because someone feels it is best for one with an 
incurable disease.”15 
 
Thus, although most courts maintain that a never-competent 
person retains the right to refuse medical treatment, there is 
little if any consensus about how that right should be 
exercised. Some states rely on substituted judgment while 
others attempt to find some subjective standard while still 
more reject the practice altogether. The case history suggests 
that the way a court will rule on a never-competent patient’s 
varies tremendously from state to state and from 
circumstance to circumstance.  

 

Karen Quinlan 

The Matter of Karen Quinlan was one of the earliest cases 
directly addressing the end-of-life issue. On April 15, 1975, 
 
 

Karen Quinlan collapsed at a party for reasons still unclear. 
Although doctors were able to save her life, she suffered 
severe brain damage and lapsed into a coma. According to 
the standards constituting brain death (as set forth by the 
previously mentioned Harvard Medical Ad Hoc Committee), 
Karen Quinlan was not “brain dead.”16 She was, however, 
reliant upon a respirator and in what doctors now call a 
“persistent vegetative state.” Coined in 1972 by Dr. Fred 
Plum, the term applies to “a body which is functioning 
entirely in terms of its internal controls” but without self-
awareness in any substantive or learned manner.17  
 
After profound consultation with his priest and chaplain, 
Karen’s father, Joseph Quinlan, sought appointment as 
guardian of “the person and property of his daughter” in the 
hopes of ceasing all remarkable medical procedures 
sustaining her.18 Although medical consensus conceded that 
due to Karen’s “severe brain and associated damage,” she 
would never be “restored to cognitive or sapient life,”19 
Karen’s doctors opposed her father’s actions. Ultimately, the 
court appointed Joseph Quinlan as guardian of his daughter 
with “full power to make decisions.”20 
 

The court justified this decision primarily due to Quinlan’s 
right to privacy. The court found that the only practical 
method to prevent Karen’s loss of privacy “was to allow her 
guardian and family to decide whether she would exercise it 
in those circumstances.”21 Grounded in the Federal 
Constitution and justified by legal precedent, the court stated 
that in the case of Karen Quinlan: 

 
No external compelling interest of the State could 
compel Karen to endure the unendurable, only to 
vegetate a few measurable months with no realistic 
possibility of returning to any semblance of 
cognitive or sapient life.22 

 

Thus, the court ruled that Joseph Quinlan had the right to 
remove his daughter from a ventilator in order to preserve 
her right to privacy. After Quinlan, however, state courts 
moved away from the privacy justification for refusal of 
medical treatment and towards other rationalizations. 
 

Other Justifications 

Common-Law Informed Consent 

The right of a patient to refuse medical treatment “is a 
function of the importance accorded to autonomy” in 
American courts, society, and culture.23 Consent is central in 
medical care because of the importance that the American 
common-law tradition places on freedom—not only the 
positive freedom to what one wants within certain bounds, 
but also the negative freedom to be free from outside forces 
acting upon oneself. Thus, insofar as the common-law strives 
to protect one from assault—from “unlawful touchings”—it 
also enables one to refuse medical treatment which, in this 
case, operates as an unlawful touch.24 In this same vein, an 
end of life decision—defined as a decision to accelerate death 
whether by active or passive means—is justified by the innate 
American respect for the principle of autonomy and the 
common-law tradition protecting one against assault. 
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For example, in re Estate of Longeway, the Supreme Court of 

Illinois ruled that a 76-year-old woman “rendered incompetent 

from a series of strokes” had the right to the refuse artificial 

nutrition and hydration.25 While the court found the Federal 

right of privacy tenuous, it ultimately justified the decision by 

means of the doctrine of informed consent.26 
 

State Legislation 

As mentioned earlier, in the Matter of Conservatorship of 

Drabick, the California Court of Appeals justified the 

removal of a feeding tube from a 44-year-old man by means 

of a California probate statute. The State Probate Act (of 

California) permitted a proxy to exercise a patient’s right to 

refuse medical treatment “in the event that the ward was 

terminally ill and irreversibly comatose.”27 Thus, states can 

rely, if relevant, on certain statutes and acts passed by their 

legislature. 

 

Nancy Cruzan 
 

On January 11, 1983, Nancy Cruzan was thrown from her 

car after losing control at the wheel. Paramedics found her 

face-down in a water-filled ditch with no vital signs. 

Although doctors were able to rescusitate her, Nancy never 

fully regained consciousness and remained in a persistent 

vegetative state. After hoping for recovery for close to five 

years, Nancy’s family accepted that there was no longer any 

reasonable hope for improvement. The Missouri Supreme 

Court denied the Cruzans’ claims several times. First, the 

court argued that the State Constitution did not provide for 

a degree of privacy that would justify an individual's right 

to refuse medical treatment. Second, the Missouri Supreme 

Court argued that the state’s interest in preserving life was 

especially compelling in Nancy’s case because she was not 

terminally ill but could continue living for almost a normal 

duration. The court also conceded that it was fearful of 

establishing a precedent that would apply not only to 

Cruzan but any number of handicapped people.28 Lastly, 

the Missouri Supreme Court ruled that its rejection was 

based primarily on the fact that there was no “clear and 

convincing evidence that she [Nancy] would not wish to 

continue her vegetative existence” thereby establishing an 

evidentiary requirement.29 After several rounds of rejection 

in Missouri courts, the United States Supreme Court agreed 

to hear the Cruzans’ case. 
 

State and Federal courts are significantly different because 

they seek to answer different questions. State courts have 

any number of sources available to them when making a 

decision including state constitutions, statues, and common 

law. However, the Supreme Court’s only reference must be 

the Constitution because its only task is to decide if a lower 

court judgment accords with the Constitution of the United 

States. Thus, although the Cruzan is commonly referred to 

as the first case in which the Supreme Court considered the 

“right to die,” that is not factually accurate. Rather, in the 

Cruzan case, the Supreme Court decided whether the state  

of Missouri was allowed to prohibit ending Nancy Cruzan’s 

life under the justification that, prior to her accident, she had 

not explicitly stated her feelings about extraordinary life-

preserving medical techniques. 

 

In a 5-4 decision, the Supreme Court ruled in favor of the 

State of Missouri. While the court acknowledged the 

importance of the due process clause and the privacy 

consideration, it ruled that they do “not require a State to 

accept the ‘substituted judgment’ of close family members in 

the absence of substantial proof that their views reflect the 

patient’s.”30 Continuing to agree that the United States 

Constitution would grant a competent person a 

constitutionally protected right to refuse lifesaving hydration 

and nutrition, the court pointed out that Missouri did 

recognize the effectiveness of a surrogate decision-maker in 

certain circumstances. Furthermore, the court asserted that 

there was nothing in the Constitution that prevented 

Missouri from establishing a “procedural safeguard to assure 

that the action of the surrogate conforms as best it may to the 

wishes expressed by the patient.”31 
 

The court also took great care to mention that all states, 

whether requiring explicit statements or more general 

expressions of desire, require “a clear and convincing 

standard of proof for such evidence.”32 There is nothing 

unconstitutional about the idea of substituted judgment in 

and of itself; however, similarly there is nothing 

unconstitutional about implementing a stringent policy 

regulating such judgment either. Indeed, in the Matter of 

Michael H v. Gerald D., the Court maintained the 

constitutionality of California’s privileged treatment of 

traditional family relationships. However, such a ruling does 

not mean that the converse must hold as well. Simply 

because a state may allow favored treatment of certain 

relationships does not mean that the Constitution mandates 

such conduct. 
 

Ultimately, however, the family request was granted by a 

Missouri state court after presenting additional evidence 

proving that Nancy would have, if competent, refused 

medical treatment in the given circumstances. Nancy’s 

feeding tube was removed on December 15, 1990, and she 

died twelve days later.  
 

Terri Schiavo and “the Culture of Life” 

A 27-year-old Florida woman by the name of Terri Schiavo 

has provoked the most recent debates in the right-to-die 

movement. After collapsing in her home due to a potassium 

imbalance, Schiavo lived in a persistent vegetative state “in 

nursing homes, with constant care, being nourished and 

hydrated through tubes.”33 Eight years later, Schiavo’s 

husband petitioned the court to decide whether to 

discontinue feeding; the case didn’t make national headlines, 

however, until Terri’s parents pitted themselves against her 

husband.  As the case stormed media outlets, it became  

less about Terri’s own wishes and more about the political  

10 14 



ramifications of a life or death decision. For the first time in 

the history of the United States, Congress met in a special 

emergency session (March 20, 2005) to pass legislation that 

would apply only to the prolongation of one person’s life—

that of Terri Schiavo.34 President Bush encouraged the 

legislation, and Terri became a symbol for the “culture of 

life.” Her case assumed political importance above its own 

merits. It was no longer about her own wishes with regards 

to her medical care but rather about what the politicians 

could make her life (and death) mean to potential voters. 

 

Even in the midst of all the political maneuvering, what 

needs to be remembered is that conflicts involving the 

refusal of medical treatment for incompetent patients near 

the end of death “are not primarily legal in nature.” On the 

contrary, the law regarding this has been astonishingly 

constant since Quinlan. First, competent patients have the 

right to refuse medical treatment including treatment that 

will save their lives as long as there are no countervailing 

state interests at play. Second, incompetent patients also 

have a right to refuse medical treatment and the self-

determination to do so. However, the choice must be made 

by a competent adult through the appropriate avenues 

advocated and advanced in each state. Whether this entails 

signing an advance directive before an accident can 

happen, making one’s views known to one’s family 

members, or following the necessary steps to implement 

substituted judgment after the accident occurs depends on 

the state in question. If there is no way to ascertain the 

patient’s desires, then treatment decisions are made based 

on the patient’s best interests as determined by a group of 

physicians, family members, and court officials. 
 

What does this mean for risk management professionals? 
 

Encouraging patients to sign advance directives and make 

their wishes known to their family members before an 

accident occurs is the best way of eliminating any 

ambiguity when making end-of-life decisions. If this 

proves difficult, whether because a patient is already 

incompetent or for other reasons, the best practice is 

undoubtedly to know and understand the process. Be able 

to advise patients and their family of their rights, how to 

exercise them, and what to do if they feel those rights are 

being ignored or overlooked. The new definition of death 

has obscured certain facets of medicine; however, the best 

practice is and will remain to be staying as informed as 

possible regarding the process concerning end-of-life 

decisions in addition to encouraging patients to become 

informed.  Finally, careful documentation by the 

practitioner of all relevant information, including 

discussions with family members, will facilitate resolution 

of conflicts if they occur. 
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