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nyone examining the last three
decades in the history of medicine,
healthcare and biotechnology can
identify both longstanding zones of ethical
conflict and areas of relatively stable social
norms. Morality is neither fully stable and
ordered or dominated by conflict.1 With
some topics, individuals from many different
cultural, religious, philosophical and political
traditions are able to reach shared understandings. In other instances, cultural and
religious differences play an important role in
generating and perpetuating moral disputes.
Serious moral conflicts occur in Canada,
the United States, New Zealand and Australia, but they rarely threaten to destroy the
entire social order.
Contemporary liberal democracies are
multicultural, multifaith, pluralistic societies. Globalization is dispersing individuals,
families and larger social networks from
small geographic niches to cities and towns
around the world.2 Most democratic societies
contain multiple political traditions with
very different understandings of social justice,
individual liberty and conceptions of the
common good. Similarly, the religious landscape in many societies is remarkably variegated. In Chicago, Miami, New York and
Los Angeles, it is possible to visit mosques,
temples, churches, synagogues and other religious institutions serving as gathering places
for innumerable religious communities.
These communities often have very different
understandings of health, illness, suffering,
death, dying, aging, medicine and healing.
Most of us live in multifaith societies.3
Despite the multifaith, multicultural
nature of contemporary societies, the most
well-known and widely used methods and
theories in bioethics make some very large
assumptions about the existence of shared,
common moral norms or intuitions held by
all “reasonable” or “moral” individuals. For

example, the principlist ethical framework
of Beauchamp and Childress assumes the
existence of a “common morality” that can be
found throughout history and across different
cultural settings. The “common morality,”
they argue, “contains moral norms that bind
all persons in all places; no norms are more
basic in the moral life.”4 Describing the contents of the common morality, Beauchamp
and Childress write:
Since virtually everyone grows up with a
basic understanding of the institution of
morality, its norms are readily understood.
All persons who are serious about living a
moral life already grasp the core dimensions
of morality. They know not to lie, not to
steal property, to keep promises, to respect
the rights of others, not to kill or cause harm
to innocent persons, and the like.4

Without engaging in comparative, crosscultural analysis or detailed historical research,
Beauchamp and Childress make empirical
claims about the universality of the common
morality. Acknowledging that “amoral,
immoral or selectively moral persons” do not
recognize the common morality, Beauchamp
and Childress insist “we believe that all persons in all cultures who are serious about moral
conduct do accept the demands of the common
morality.”4 Developing this claim, they state,
“we think it is an institutional fact about
morality, not merely our view of it, that it
contains fundamental precepts. These fundamental precepts alone make it possible for
persons to make cross-temporal and crosscultural judgments and to assert firmly that
not all practices in all cultural groups are
morally acceptable.”4 Individuals persuaded
by common morality approaches rarely pause
to consider whether the empirical claims of
proponents of the common morality approach
are accurate. However, there is a crucial difference between making normative claims about
Bioethics continued on page 2
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how humans ought to act and making transhistorical, cross-cultural claims about the
empirical status of particular moral practices.
Beauchamp and Childress assume that “virtually everyone” is raised with a basic understanding of various moral norms. While these
claims might coincide with what we would
like to think about human nature and human
conduct, they ignore historical and anthropological research challenging such broad generalizations about moral practices. Notions of
property and private possessions are culturally
shaped. Lying, deception and nondisclosure
can be sanctioned in particular social contexts.
Deliberately inflicted violence against the
innocent is a staple of human history.
Beauchamp and Childress, along with
other proponents of common morality
approaches, provide a very sunny view of
human nature and a common moral sense
operating across societies and throughout
time, but rarely provide anthropological, historical or sociological evidence in support of
these claims. Let me emphasize that I am not
taking issue with the substance of morality
typically described by common morality theorists. Clearly, I am not making an argument
for lying or harming the innocent. Rather,
I am challenging the common and unsubstantiated assertions that we can find broad
empirical support for the common morality
through time and across different cultural
settings.5,6,7,8,9
The problem with the “common morality” framework of Beauchamp and Childress
is that it ignores the powerful role of culture
and religion in shaping very different understandings of morality, family life, illness,
suffering, healing and death. They make
numerous assumptions about what individuals find “intuitive.” Principlist bioethics
has yet to grapple in a serious manner with
the scholarship on “local knowledge” and
the cultural shaping of “common sense.”
Principlist bioethics largely overlooks the
challenges posed by the work of such anthropologists as Clifford Geertz and Richard
Shweder.10,11
Though I am critical of the empirical
claims made by Beauchamp and Childress, I
can sympathize with their effort to develop a
cross-cultural, universal core of moral norms
that can be used to judge cultural practices
around the world. What critic of the common
morality approach would want to defend
many of the practices Beauchamp and Childress oppose? Still, the substance of the common morality is vaguely described and the
challenges posed by plural moral traditions are
underestimated. The ethical framework of
Beauchamp and Childress offers limited
insight into how the principles of biomedical
ethics are supposed to resolve conflicts where
fundamental differences exist concerning what
it means to be a thoughtful, moral individual
and member of a particular community.
2

Much like principlists, case-based proponents of practical moral reasoning, also
known as “casuists,” similarly assume that
humans share a common morality providing
cross-cultural moral intuitions and maxims
about ethical and unethical practices.12 Casuists, like principlists, minimize the powerful
role of cultural and religious norms in shaping different understandings of what constitutes “common sense” approaches to ethical
issues. Proponents of case-based “clinical”
moral reasoning have yet to fully grapple
with the challenges of case-analysis and policy formation in multicultural, multifaith
societies. Case-based moral reasoning relies
upon the existence of widely shared tacit
moral knowledge. However, with many subjects, the moral intuitions of some citizens
can be quite at variance with what other
interlocutors find ethical and reasonable.
Just as cultural and religious pluralism
raises challenges for principlists and casuists,
more “emotivist” modes of reflecting upon
ethical issues underestimate the significance
of different cultural models of “common
sense” moral reflection. Leon Kass, chair of
the President’s Council on Bioethics, makes a
detailed case for “the wisdom of repugnance.”13 Much like the work of principlists
and casuists, Kass’s discussion of the intuitive
wisdom of repugnance insufficiently attends
to the cultural and historical variability of
reactions of “disgust” and “revulsion.” The
wisdom of “repugnance” can have only limited usefulness as an effective guide for moral
deliberations or the creation of social policy
when individuals have markedly divergent
responses to whether a particular practice or
phenomenon is “repugnant.”
Having briefly noted how different
approaches in bioethics pay little attention to
the role of culture and religion in shaping
understandings of moral practice, I would
like to consider just one example of an issue
where religious and cultural norms often play
a role in generating different understandings
of what constitutes “ethical” conduct.
While many moral norms have broad
public support, substantial backing in courts
and legislatures, and endorsement in hospital
policies and professional codes of ethics, there
are other topics where substantial disagreement exists. In Canada, the United States and
many other countries, for example, ethical
disputes persist concerning “medical futility”
or questions about what constitutes “appropriate” forms of end-of-life care when
patients or family members demand medical
care deemed “nonbeneficial” by healthcare
providers. Within North America, the debate
concerning how to craft policies and respond
to individual cases reveals very different
understandings of how best to care for seriously ill patients. Some disputants insist
upon the importance of respecting religious
and cultural norms concerning doing everything possible to keep a patient alive. Other
commentators emphasize the significance of
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the quality of life of patients and the ethical
obligation to treat patients with dignity.
They argue that there are moral limits to
demonstrating respect for cultural and religious differences.
Debates over medical futility are not
reducible to religious and cultural conflicts.
However, cultural and religious norms sometimes lead family members to request further
medical interventions to preserve life regardless of quality-of-life considerations, provide
an occasion for a “miracle,” or meet obligations imposed by religious doctrines and
texts.14,15 Bioethicists are free to contest the
religion-based moral claims of family members. Still, bioethicists need to recognize that
these family members have very clear moral
intuitions of their own about what it means
to act responsibly when a family member is
ill. Reference to “moral intuitions” or “common sense” does not provide much help in
such situations.
Longstanding debates are not limited to
disputes concerning end-of-life care. Such
topics as the ethics of embryonic stem cell
research and stem cell therapies, germline
gene therapy and physician-assisted suicide
reveal tremendous public controversy. Citizens from different cultural, religious, political and philosophical traditions differ over
how various biomedical technologies are best
regulated. While I dwell upon the topic of
“medical futility,” many other examples
could be provided of ethical disputes where
cultural and religious norms play important
roles in shaping diverse understandings of
what constitutes ethical, responsible conduct.
Too often, bioethicists exaggerate their
capacity to bring longstanding ethical
debates to ultimate closure. They mistakenly
claim that morality is settled, orderly, and in
a state of reflective equilibrium when this
account tells only one part of a very complex
story. In pluralistic societies, we find both
relatively stable social norms as well as conflicting understandings of how we should live
and die. Several of the dominant approaches
in bioethics rely upon the notion of shared,
common, intuitively obvious moral norms.
However, many of the issues addressed by
bioethicists reveal the existence of disagreements over what constitutes “common sense”
moral reasoning. Disputes about ethical
issues in medicine, healthcare and biotechnology often occur along cultural and religious fault lines. Such conflicts emerge in
clinical settings, the deliberations of advisory
bodies and professional organizations, and in
legislative arenas.
We need to better recognize limits to
bioethics and acknowledge that finding
common modes of addressing ethical issues
is very difficult in multicultural, multifaith,
heterogeneous societies. There are some
ethical issues that simply do not seem to be
near “closure” or “resolution.” Canonical
methods, theories and other tools of ethical
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Ask the ethicist:

Does preoperative consent include postoperative complications?
uestion: A 73-year-old man underwent elective surgery for repair of
an enlarging abdominal aortic
aneurysm. He was a married, retired heavy equipment operator
with grown children and grandchildren. He
understood the need for surgery and its attendant risks, and consented. The surgery was
complicated by excessive bleeding, hypotension and a perioperative myocardial infarction. He required prolonged postoperative
intubation and sedation. After he had been
intubated for 18 days, his wife explained to
the surgeon that he would not wish to continue to receive mechanical ventilation “with
no recovery in sight.” The surgeon was uncertain if he would recover but stated recovery
was possible and he believed the patient’s
preoperative consent included consent for
postoperative complications such as he now
had. The patient had no written advance
directives or surrogate appointments. How
would you advise the Ethics Committee?
esponse: For ease of discussion, I
will assign names to the principals:
Mr. and Mrs. Miller (patient and
spouse), Dr. Reilly (surgeon), and Ms.
Dumont, MSN (ethics consultant). Ms.
Dumont should review Mr. Miller’s chart
and talk with his nurses, and also meet separately with Dr. Reilly and Mrs. Miller. Ms.
Dumont’s objectives are to explain the
process and purposes of ethics consultation,
and to listen, repair possibly damaged relations, correct misunderstandings, establish
respect and trust, and clarify controversial
“facts of the case.”
Preoperative consent is one such fact.
“Valid informed consent” requires communication between physician and patient that
accentuates disclosure of information, understanding, trust and permission. They must
discuss diagnosis, the particular surgery,
risks, probable and possible outcomes, patient’s goals, and the likely course if surgery
is not performed. This might be encapsulated
in a written form and should be documented
by Dr. Reilly in a narrative progress note.
Preoperative consent typically authorizes
surgery and interventions necessary to save
the patient’s life intraoperatively, immediately
following surgery and for a postoperative
period should there be an emergency. Its
exclusive governance ends when the patient
is judged medically and surgically stable or
when the patient needs therapies that require
new consents.
Ms. Dumont should seek evidence of Mr.
Miller’s specific expressed preferences to treat
postsurgical complications because—if existent—they strengthen Dr. Reilly’s desire to
treat despite the patient’s failure to improve.

If they are lacking, she should request Dr.
Reilly to review both his reasons for continuing invasive interventions and the goals of
this plan, because a simply principled confidence in preoperative consent is misplaced.1
Perhaps Dr. Reilly thinks that Mr. Miller
—in conversation and on a signed form—
gave blanket consent. “Blanket consent” is
both a concept and a practice that often
accompanies but also contraindicates the
essentials of informed consent.2 Conceptually
it seeks authentication of general actions,
risks, outcomes and goals not mutually
addressed by physician and patient prior to
surgery. It is typically expressed in phrases
such as “treat as necessary,” “unforeseen conditions,” “unanticipated consequences (or
complications),” and “any further procedure…any other therapeutic procedures…”
In practice it often appears in consent forms
that hospitals require patients to sign. Widespread practice notwithstanding, blanket
consent detracts from the essentials of informed consent.3 Also situations such as Mr.
Miller’s typically include some postoperative
actions that require new permissions, for
example, additional surgeries, transfusions,
cardiac catheterization, pacemaker, lumbar
puncture.4 And, these consents had to have
been sought from a different person, his wife,
because Mr. Miller is incapacitated, and as he
did not name a surrogate, Mrs. Miller is the
legitimate decision maker. Existing blanket
consents should not be presumptively dismissed, but the claim that blanket consent
governs all sequelae of surgery carries a high
burden of proof.
In this vein, consider that consent is primarily a patient-centered action, not—as
implied in blanket consent—a waiver of professional liability or a medical blank check.
Informed consent attends to a patient’s contemporaneous bodily integrity, rights, dignity,
intelligence, preferences, interests, goals and
welfare insofar as the patient’s preferences,
interests and goals are known and clearly
understood by decision makers. Excessive
reliance on preoperative consent mistakenly
falsifies these priorities by implying that a
first consent is prescient or that patients’ circumstances, and hence their rights, interests
and goals cannot change. But these claims
are implausible, and so a typical preoperative
consent does not rise to the level of governance of, as might be construed in Dr.
Reilly’s view, a last will and testament.5
Now consider a second contested fact of
the case: “recovery.” Preoperative consent
notwithstanding, Mr. Miller is imperiled
with progressive, preoperative conditions,
dire surgical complications, an inability to
breathe, and sedation to unconsciousness 18
days postoperatively. Experienced clinicians

see a few of these patients get better, so neither Dr. Reilly’s optimism nor Mrs. Miller’s
pessimism are prima facie unreasonable. Ms.
Dumont should seek her own understanding
of the patient’s condition and prognosis and
explore all parties’ views of these variables.
For example, what are Mr. Miller’s prospects of survival to discharge from the ICU,
an intermediate unit and the hospital? To
nursing home or home? With what intensity
of outpatient care? With what likelihood of
emergency readmissions? With what concurrence with his preoperatively expressed preferences and goals? Do Dr. Reilly, the consultants, Mr. Miller’s nurses, and Mrs. Miller
have the same understanding of these matters? If not can this distance be closed or
shortened? If it can, Ms. Dumont should
clarify agreed-upon goals and propose a timetrialed plan of life-sustaining treatment in
which everyone hopes for the best but Dr.
Reilly accedes to Mrs. Miller’s wishes if Mr.
Miller fails to improve as agreed upon within
the timeframe.

James E. Reagan, PhD
Clinical Ethicist
Enfield, NH

O

utcome: A time-limited trial of
therapy for an additional five days
was suggested by the ethics consultant and agreed upon by the patient’s wife.
When he failed to improve during that time,
his life-sustaining therapy was withdrawn as
requested by his wife, and he died. ■
1Would

that Dr. Reilly had encouraged Mr.
Miller to write a Durable Power of Attorney for
Health Care, and that this priority be emphasized to surgeons as a professional standard of
care in seeking informed consent from high-risk
patients.
2President’s Commission for the Study of Ethical Problems in Medicine and Biomedical and
Behavioral Research. Making Health Care Decisions, Volume One: A Report of the Ethical and Legal
Implications of Informed Consent in the Patient-Practitioner Relationship. Washington, DC, 1982.
0Leaman TL, Saxton JW. Preventing Malpractice.
New York: Plenum Medical Book Company,
1993.
0Miller RD. Problems in Hospital Law, Sixth Ed.
Rockville, MD: Aspen Publishers, 1990.
0Woodside FC, et al. The Law of Medical Practice
in Ohio. Rochester, NY: The Lawyers Co-Operative Publishing Company, 1989.
3President’s Commission, 106 ff.
4Hospitals’ governing bodies decide which interventions require specific informed consents. Practice is typical—predictable—but not universal.
5Miller writes, “Courts have ruled that these
[blanket] forms are not evidence of consent to
major procedures because the procedure is not
specified on the form.” p.247.
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The legal column:

The Texas “futility” procedure:
no such thing as a fairy-tale ending

F

or years, physicians and other clinicians, ethicists, hospital attorneys and
administrators have struggled with a
problem characterized as “medical futility.”1
The term typically refers to end-of-life
situations in which patients or their representatives demand aggressive medical interventions that caregivers object to providing
because they believe that the interventions
will not benefit and may even harm patients.
In such circumstances, clinicians’ professional
judgment and fidelity to their traditional role
as healers, as well as their duties to allocate
healthcare resources responsibly, weigh
against providing interventions they view as
medically inappropriate. The controversy
derives when patients or their representatives
perceive clinicians’ judgments to conflict
with their autonomous right to identify and
pursue their healthcare goals. They may also
criticize clinicians’ judgments for prejudice
or inaccuracy in the prognostication of medical outcome. In the absence of direction
from courts or legislatures identifying the
consequences of withholding or withdrawing
life-sustaining treatments sought by patients,
many institutions developed policies for dealing with clinical futility disputes.2,3
September 1, 1999, marked the effective
date of legislation in the state of Texas that
bears directly upon clinical management of
patient-driven requests for medically inappropriate or futile treatment. Under the
Texas Advance Directives Act (the “Act”),4
failing to honor a patient’s “healthcare or
treatment decision”5 (whether that decision is
communicated via a living will, by the
patient’s representative, or by the patient)
exposes the health professional to disciplinary
action by the appropriate licensing board and
any other action available under state law.6
However, the Act grants immunity from disciplinary action and criminal or civil liability
to health professionals who follow a statutorily prescribed procedure for “failing to effectuate” the patient’s decision.
Section 166.046 of the Act directs that
an attending physician’s refusal to honor a
patient’s treatment decision “shall be reviewed
by an ethics or medical committee.”7 The
patient shall be given life-sustaining treatment during the review. Other than prohibiting the attending physician from being a
member of the review committee, the statute
offers no additional detail about either the
composition of that committee or the steps of
its decision making process.
4

Section 166.046 also lists the patient’s or
representative’s rights during the review
process. The patient or representative must be
given 48-hours notice of the meeting called to
discuss the controversy, “unless the time
period is waived by mutual agreement,” and
is entitled to attend the meeting. Per revisions completed in June 2003, notice to the
patient or representative must include a written description of the review process.8 The
recent revisions also created a registry, maintained by the state healthcare information
council, “listing the identity of and contact
information for healthcare providers and referral groups … that have voluntarily notified
the council they may consider accepting or
may assist in locating a provider willing to
accept transfer of a patient”9 under these circumstances. This registry must be provided to
the patient or representative upon notice of
the meeting. Finally, Section 166.046 states
that the patient or representative is entitled to
receive a written explanation of the decision
reached during the review process.
If the review committee affirms the attending physician’s judgment that the requested
treatment is inappropriate, life-sustaining
treatment must be provided for 10 days following the notification to the patient of the
committee’s decision in writing. During the
10 days, the patient may transfer to a physician
who is willing to provide the controversial
treatment. The patient’s physician and personnel at the current facility shall make reasonable efforts to assist in arranging the patient’s
transfer, if transfer is possible. After the 10th
day, the physician and facility “are not obligated to provide life-sustaining treatment”
unless ordered to do so by a court. The statute
instructs that a court may extend the 10-day
period “only if the court finds, by a preponderance of the evidence, that there is a reasonable
expectation that a physician or healthcare
facility that will honor the patient’s directive
will be found if the time extension is granted.”

Reflections on the Texas procedure
The reassurance against civil, criminal or
disciplinary liability given to providers who
follow Section 166.046 before withholding
or withdrawing life-sustaining treatment is
powerful, particularly when the previous
ambiguity of legal consequences often prevented clinicians from fulfilling ethical
obligations against providing medically inappropriate care. The promise of immunity, of
course, is not guaranteed; plaintiffs can chal-
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By Anne L. Flamm, JD
The University of Texas
M. D. Anderson Cancer Center
Houston, TX
lenge a provider’s adherence to Section
166.046 or more generally dispute the reasonableness of actions taken. Texas courts
have yet to contribute case law addressing
Section 166.046,10 leaving institutions to
forge their own policies from its relatively
sparse procedural guidance. However, the
existence of the legislatively-defined process
shifts the “futility” controversy out of the
state of impasse that existed previously.
The process offers other advantages.
Requiring review of a physician’s decision
inherently affirms that the physician’s
authority is not absolute and that decisions
should be without unfair bias. Mandatory
notice and the opening of the review to
patients and their representatives suggest the
need for reviewers to consider patient values
and preferences along with medical factors.
The requirement of openness to patients and
families also conveys to healthcare professionals the need to make decisions transparently
and to communicate effectively. Finally, the
10-day grace period promotes patient choice
—or at least its value—since the practical
options for dying patients are likely limited.
So long as one accepts that futility controversies require balancing competing interests and
some compromise of values, the Act offers a
pragmatic and cautious approach to resolving
futility problems in the clinical setting.
So far, only one Texas medical center has
published data concerning their experience
with the procedural mechanism.11 Ethics consultants at Baylor University Medical Center
reported generally positive experience after
two years of practice with the Act, in which
six cases proceeded through the statutory
mechanism. In their experience, no family
member challenged the hospital’s process in
court, and many family members expressed
their endorsement once “the law” indicated
life support should be stopped. They also
noted that the explicitness of the process
encouraged physicians’ willingness to confront futility situations, promoting safeguards
and accountability as decisions are reached.
Fine and Mayo11 articulately described that
the legally sanctioned process advances futility problems by imposing boundaries: conceptual boundaries on parties who may
believe they have authority over controversial
decisions, and temporal limitations on how
long a disagreement may stall action.
While my observations are anecdotal, as a
clinical ethicist at M. D. Anderson, I
The legal column continued on page 11
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Ending dialysis:
New perspectives on end-of-life considerations
This is an edited and updated transcript of a
forum presented by the Harvard Medical School,
Division of Medical Ethics, in November 2004.
It was moderated by Walter M. Robinson, MD,
MPH, Assistant Professor of Pediatrics and
Social Medicine, and Associate Director of the
Division of Medical Ethics, Harvard Medical
School.

W

orries over the expense of providing dialysis to those with chronic
renal failure ignited a prominent
and early public debate in American medical
ethics. Publicity regarding the Seattle “God
Committee,” which attempted to provide
social criteria for the rationing of dialysis,
eventually led to the remarkable decision by
Congress to provide full funding for the End
Stage Renal Disease (ESRD) program in the
early 1970s. In the eyes of some, our government stepped in to buy our way out of an
ethical dilemma. At present, it is clear that
the ESRD program bought us time, but
could not erase the ethical issues. In the mid
1990s, a series of reports demonstrated that
for 10 percent to 20 percent of those who
died with ESRD, a conscious decision had
been made to discontinue dialysis prior to
death; the news was greeted with shock by
some and relief by others.1 These reports, and
the subsequent debate over the place of palliative care in chronic renal disease, signaled
that dialysis had at last entered the “real
world” of life-prolonging therapies in which
the most difficult issues of withdrawing and
withholding therapy, quality of life, and palliative care cannot be solved by an uninterrupted funding stream.2 Surveys and clinical
experience have suggested that discontinuation of dialysis often produces a “good”
death, one that is pain-free and peaceful. In
this light, our forum today will explore this
“new” issue in the withdrawal of life-prolonging treatment, and draw comparisons to
other examples of end-of-life decisions.

Lewis M. Cohen, MD, PDIA Faculty Scholar
and Psychiatrist, and Medical Director of the
Renal Palliative Care Initiative at Baystate
Medical Center, Springfield MA
I offer this case as an illustrative example
of many of the issues that we might consider
in this Forum. The patient is a 49-year-old
woman, who has had diabetes for the past
20 years, and has been on dialysis for the last
THE MEDICAL ETHICS FORUM

eight months. She has had a stroke, coronary
artery disease and a myocardial infarction.
She suffers from a degree of blindness, several neuropathies, and lately her hands have
been giving her difficulty. She is also having
trouble swallowing. I first saw this woman
after she had skipped dialysis for three
weeks. Apparently, one of the nephrologists
led her to believe that if she refrained from
dialysis for a length of time, she would be
dead. Her living presence at our first meeting suggested that she obviously had some
residual kidney function. At this point, she
confessed to her family her intentions to die.
During the course of the hospitalization,
she was very clear with me and with the
nephrologists that she really wanted to stop
this treatment. The family, which included
three adult children, stood firmly opposed to
it. Unfortunately, they were equally unprepared to hear what we had to tell them.
Despite their mother’s sad condition, she was
clearly competent to make her own treatment
decisions. She had the capacity to weigh her
options and judge likely outcomes. Moreover,

Surveys and clinical experience
have suggested that discontinuation
of dialysis often produces a “good”
death, one that is pain-free
and peaceful.
when it came to treatment, this was her decision and not the family’s. I will never forget
these adult children turning to me and saying, “You call yourself a psychiatrist? You are
absolutely crazy. She is depressed. She is out
of her mind. She cannot make a decision for
herself and you of all people should be able to
understand that.” From her family’s perspective, her decision to end treatment was clear
evidence of her mental incompetence. Yet,
from our best measures she was fully competent, even if her choice conflicted with her
family’s wishes. Their mother was discharged
from the hospital with the understanding
that the treatment team would not force her
to undergo dialysis against her wishes. I can’t
remember if we called on hospice at that
point, and to be honest, the lack of coordina-

tion with hospice in these cases remained a
true shortcoming until recent years. The
woman returned home and died within
10 days.
With this case digest in mind, let me
outline a few of the broader considerations
and goals of the Renal Palliative Care Initiative. I will begin with the most fundamental
one and then report on some of the research
that we have conducted. Many years ago,
one of my mentors at Massachusetts General
Hospital told me: “A good death is the kind
of death one would want, if one had the
choice.” This principle seems to most of us
nearly incontestable and it has guided much
of our effort to define criteria which dialysis
physicians and nephrologists could employ
when discussing a choice to end dialysis.
Two factors, which often lead to withdrawal of treatment, are a heavy symptom
burden and a limited life expectancy. ESRD
patients comprise a population that typically
suffers under a tremendous symptom burden, rendering daily life rather unpleasant.
Insomnia is extraordinarily common and
many experience severe muscle cramping
and pains of different sorts. Itching is an
equally common phenomenon, along with
nausea, vomiting and poor spirits. Our data
indicates that among the roughly 300,000
patients undergoing dialysis in any given
year, about 65,000, or 23 percent, will die.
This mortality rate might at first seem
discouraging, until you consider that nearly
all of these 300,000 would die without this
treatment.
The introduction of dialysis is often told
as a success story, representing a life-saving
treatment that we employ with remarkable
outcomes. By all accounts, dialysis has saved
hundreds of thousands of ESRD patients
from a premature death and given many of
them an opportunity to lead very productive
and satisfying lives. However, the patient
population has changed from what it was
30 years ago, and more and more we are
deciding to dialyze very elderly people. In
fact, the 65-year-old-and-up group is the
fastest growing sector of the dialysis population. As a result of this shift, nephrologists
now treat patients with increasing comorbidities, such as diabetes, hypertension and
the myriad other conditions common in an
aging cohort.
Dialysis continued on page 6
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Dialysis — continued from page 5
Upon beginning dialysis, the remaining
life expectancy of a patient is somewhere
between one-eighth to one-third that of a
person in the general population without
ESRD, matched by age, gender and race.
At the onset then, the dialysis patient faces
a prognostically shorter survival time than
those without ESRD. A few comparisons can
make this fact a bit more meaningful: the
risk of death for a 45-year-old dialysis patient in any year is 20 times that of person of
the same age who does not need dialysis.
Average survival time for a 50-year-old male
beginning dialysis is five years, and the
75-year-old beginning dialysis could be
expected to have two more years before
death.
I will now return to the studies we conducted at Baystate Medical Center. We
began our research with two working
assumptions: first, that a good death is
preferable to continued suffering; and second, that patient autonomy should be the
cornerstone of end-of-life decisions. Our
study targeted several specific questions:
Which dialysis patients (or their families)
actively choose to end dialysis? Can we
define a “good death” or distinguish it from
a “bad death?” What are the typical symptoms following dialysis discontinuation?
What is the prevalence of depression or even
clinical suicide? We carried out our study at
eight sites in the United States and Canada,
involving 131 patients who died after withdrawing from dialysis. We contacted 79 subjects, and conducted 23 patient interviews
and 76 family interviews. We employed
multidisciplinary teams to track chronic
dialysis patients, whom we interviewed as
soon as they made the decision to end treatment, and then every three days until the
patient died. Following the death, we made
contact with the caretaker—a staff member
at the nursing home, a relative or a visiting
nurse—in order to gain a deeper understanding of the experience.
In this effort, we also created a measurement tool to distinguish good deaths from
bad deaths, a “quality of dying tool” based
upon clinician judgments and information
we obtained from patient and family interviews. Three dimensions of a “good death”
are noteworthy. First is survival time after
ending treatment. Most patients want death
to come quickly, and on average, ESRD
patients will typically be dead by the eighth
day, many after only two or three days.
(Some, unfortunately, can last a month or
more.) The second factor was pain and suffering, and nearly everyone we interviewed
defined a good death as one without significant pain. And, finally, we considered psy6

chosocial factors, such as family support of
treatment termination.
Our study reached a number of conclusions.3 For our determination of “who”
chooses to terminate dialysis, we employed
the data the government collects from every
dialysis unit on every patient. Nephrologists
are required to complete a fairly extensive
form, and issue a death certificate upon
nearly every death. In the aggregate, patients
who choose to terminate dialysis are white,
elderly, diabetic and very ill. However,
among our eight clinics, we found a remarkable divergence in the percentage of patients
who decided to stop dialysis prior to death,
from 8 percent in one clinic to 53 percent in
another.
As for the quality of death, we found that
seven-eighths of the patients withdrawing
from dialysis experienced a good death, with
a noticeable portion having a “very good”

… we also created a
measurement … a “quality of
dying tool” based upon clinician
judgments and information we
obtained from patient and
family interviews.
death. Typically, their discomforts were
mild. During the final 24 hours of life, 42
percent of the patients had some pain (with
only 5 percent reporting severe pain); 30
percent were agitated; 28 percent had muscle twitching, or myoclonus; and 25 percent
had shortness of breath, or agonal breathing,
characteristic of terminal breathing in all
patients, not just our study group.4 Nonetheless, it was this collection of symptoms,
along with the fact that one-eighth of our
patients experienced a “bad death,” that
prompted me to establish a demonstration
project devoted to integrating palliative care
within the dialysis population.
In 2002, an End-Stage Renal Disease
Workgroup, sponsored by the Robert Wood
Johnson Foundation’s Program for Promoting Excellence in End-Of-Life Care, published a final report that discusses many of
these issues at length.5 The Workgroup,
under the direction of Alvin H. Moss, MD,
professor of medicine and director of the
West Virginia University Center for Health
Ethics and Law, developed instruments for
measuring quality of life and quality of
death among ESRD patients. Similarly, the
Renal Physicians Association and the American Society of Nephrology have adjusted
their guidelines for withdrawal of treatment
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to accommodate many of the ESRD Workgroup’s recommendations, including a new
attention to palliative care.6 I had a small
role to play in their efforts, and these magnificent guidelines have been widely distributed. I’ll end my presentation with this
thoughtful quote from Thomas Brown:
“Many have studied to exacerbate the ways
of death but fewer hours have been spent to
soften that necessity.” I have been one of the
fortunate few to have spent five years studying ways to soften death.
Theodore I. Steinman, MD, Staff Physician
in the Nephrology Division, Beth Israel
Deaconess Medical Center, and Clinical Professor of Medicine, Harvard Medical School
At the onset, I should mention that I
intend to broaden our discussion today to
include considerations of both initiation and
withdrawal of dialysis.7 I also believe that
we should look at the role that disparities in
healthcare play in this process. ESRD has a
disproportionate effect on the minority population in the United States. African Americans make up 12 percent of the total population, yet they represent 33 percent of the
ESRD population. Most patients who choose
to end dialysis are Caucasian. Therefore, we
find racial differences in two aspects of
ESRD—prevalence and the decision to discontinue dialysis. The possible reasons for
these disparities are multifactorial. With
regards to prevalence, the African American
population may have a higher frequency of
certain gene deletions that lead to severe
hypertension. Hence, the disproportionate
finding of hypertension as a cause for chronic
renal failure in African Americans. Concerning possible socioeconomic issues, there are
many potential contributing situations that
lead to an increased incidence of ESRD in
the black individual. Certain psychosocial
factors can influence the course of the disease, including alcohol intake, substance
abuse and smoking. All of these topics
should be part of our exploration of the initiation and withdraw of dialysis.
In 1973, Congress passed Public Law 92603, providing federal funds for all dialysis
patients in America. The Act represents the
first and only instance of Medicare covering a
specific disease. As a result of this law, African Americans, Native Americans, Asians
and Hispanics have the same access to dialysis as the Caucasian population. Yet, equal
access because of funding support is not the
only consideration, and Public Law 92-603
may have actually delayed contemplation of
the more difficult decision involving
whether dialysis is always the best choice for
the individual with chronic kidney disease.
Allow me to offer a brief scenario, one
that is familiar to every nephrologist. About
THE MEDICAL ETHICS FORUM

15 years ago, I was called to the intensive
care unit with a request to dialyze “Mrs.
Jones.” When I arrived, I found an 85-yearold woman who had been in a nursing home
for the last 10 years. She presented with
severe dementia and chronic kidney failure
as a consequence of pneumonia, malnutrition
and a host of other comorbid conditions. She
had just been transferred from the nursing
home to the hospital, and the house staff,
noting that she was uremic, requested that
she be dialyzed. After evaluation of the
patient, I told the house staff that dialysis
was inappropriate. I told them a dialysis procedure can be accomplished, but it will not
improve her quality of life. But they
protested: “Her son, Sheldon, wants everything done for his mother. Sheldon insists
dialysis be done.” I held my ground, and
requested to speak to the son.
Sheldon, who had not seen his mother for
10 years, flew up from Miami. I informed
him that renal failure represented the culmination of multiple organ failure. If I dialyzed
his mother, she might live another few days
but it would not change the natural course
of her disease. Even so, Sheldon said “Dialyze
her, just dialyze her.” In my opinion, Sheldon’s
decision arose from his guilt at not having
seen his mother in years and was not a
decision based on love and caring. I refused
to dialyze her because it simply constituted
poor care. Finally, in a moment of frustration
I looked at him and asked, “How much do
you hate your mother?” When Sheldon
stepped back with horror, I said, “you must
hate her a lot because you will be torturing
her by demanding this procedure.” I gathered that our short conversation relieved
some of his guilt, and Sheldon agreed with
my recommendation. We did not initiate
dialysis and she died peacefully.
I give this example in order to illustrate
some of the difficulties in weighing the
burdens of renal replacement against the
possible benefits. We would all agree that
patients should be afforded the greatest
degree of autonomy possible in making
treatment decisions. Nonetheless, we are
equally obliged to “do no harm.” Before a
nephrologist asks a patient, or his or her
family, if they would like to initiate dialysis,
the nephrologist needs to determine if the
procedure is medically appropriate. The key
question is whether the patient will derive
overall benefit from the procedure. If this is
not the case, then dialysis may be doing
something to the patient, rather than something for the patient.8 Additionally, if a
physician decides against dialysis, he or she
has the obligation to carefully explain their
reasoning to the patient or the family.
For the nephrologist, patient and family
member, there are several factors to weigh.
THE MEDICAL ETHICS FORUM

Dr. Cohen already mentioned comorbidities,
so I will only echo his sentiments. We
should consider whether the primary illness
is due to a non-renal cause. For example, if
someone has a metastatic cancer with a very
limited life expectancy, we might only be
prolonging their misery rather than providing relief. Then again, many cancer patients
have done quite well on dialysis. Clinical
judgment must come into play. We should
also determine if the technical process of
dialysis can be done safely. Dialyzing someone with severe heart disease or severe malnutrition (as reflected by a very low serum
albumin) can lead to many complications
that make the procedure extremely difficult.
The technical challenges of dialysis can be
likewise found in demented patients, who
often become agitated and pull out their
lines, endangering not only themselves but
also the nursing staff or other dialysis
patients in close proximity.
When I speak with patients who have
ESRD, I often try to explain their predicted
mortality and life expectancy rates. For
example, according to the US Renal Data
System, if an ESRD patient has recently had
an acute myocardial infarction, they have a

reach a score of 8, or a 12-fold increase in the
relative risk of death. And, for each decade
over 40 years of age, you add a score of 1.
Assuming you are able to engage in a dialogue with the patient or family, this information can be invaluable.
Before we become too confident about
our prognosticative powers, I will admit
that the longer that I have been in the field
of dialysis, the less able I am to accurately
predict outcomes, even with the Charlson
Comorbidity Index. As a result, I have taken
to the practice of developing a contract with
the patient and family when it is unknown if
the patient will derive benefit from dialysis.
One month of dialysis, or 13 treatments,
will usually determine patient benefit (or
lack thereof) from the procedure. If, at the
end of the month, the patient is still unable
to participate in activities of daily living
(feed, dress oneself, or use toilet facilities
unassisted) we can be pretty sure that the
quality of life will not improve beyond that.
These contracts include specific endpoints
and movement toward particular goals. The
contract allows the patient and the family to
realize that continuing dialysis will bring
little benefit.
Walter M. Robinson, MD, MPH, (Moderator)

In countries with closed or
national healthcare systems,
ESRD patients confront a full
set of rules governing dialysis.
60 percent one-year mortality. One with an
above-knee amputation faces a 73 percent
one-year mortality rate. Accurate data aid
the patient’s ability to make an informed
choice.
It is our role to try to quantify the factors
that can lead to severe or poor outcomes
with dialysis. Using the Charlson Comorbidity Index,9 an increase of 1 in the index
increases the relative risk of death by 1.5
times. Fortunately, the index is not difficult
for most patients and their families to understand. For example, a history of cardiovascular disease (e.g., myocardial infarction,
congestive heart failure, peripheral vascular
disease, prior stroke) yields a score of 1.
Evidence of pulmonary disease, connective
tissue disease, peptic ulcer and liver impairment also adds 1 to the score. Diabetes without end-stage renal disease, and without
other organ damage, and also a tumor without metastasis and some forms of lymphoma
scores a 2. With the number of comorbid
conditions common to severe liver disease or
AIDS (not simply HIV), it is not difficult to

Assistant Professor of Pediatrics and Social Medicine,
and Associate Director of the Division of Medical
Ethics, Harvard Medical School

In our consideration of these issues, it
might be helpful to reflect on a few of the
broader historical and ethical aspects of dialysis. Initially, we should note the remarkable
nature of the ESRD Program. Dialysis represented the first working organ replacement,
one that proved extremely difficult to ration.
Moreover, the kinds of prognostic criteria
that Dr. Steinman mentioned were not yet
available. As a result, physicians could not
assign this scarce recourse based on any
sound medical criteria. In Seattle, individual
doctors ceded this rationing authority to
what was deemed the “God Committee.”10
This body, comprised of community leaders,
clergy members, hospital administrators and
physicians, developed a scoring system to
evaluate deserving ESRD patients. Given the
absence of any sound medical criteria, however, the Committee resorted to such factors
as church attendance or family support to
make their decisions.
As some of you may remember from the
late 1960s, Shana Alexander, a reporter for
Life Magazine, published a widely read
account of the “God Committee” and its
work.11 The publicity from this article produced a near revolution in medical ethics,
one that initiated many of our contemporary
debates about medical treatments. It also so
Dialysis — continued on page 8
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Dialysis — continued from page 7
unnerved members of Congress that they
attempted to buy their way out of the
predicament by requiring Medicare to cover
the cost of dialysis. In retrospect, we know
that Congress grossly underestimated the
scope and price of this policy. They envisioned a limited program, one that would
provide dialysis for young and reasonably
healthy people. As a patient grew older, their
access to dialysis would be removed in favor
of a younger person. Yet, because Congress
included the dialysis provision in Medicare,
and only the dialysis provision, they effectively avoided the frightening specter of
medical rationing. In countries with closed
or national healthcare systems, ESRD
patients confront a full set of rules governing
dialysis. By contrast, in America we have no
shortage of dialysis machines or beds.
My second point involves the place of
emotions and professional roles in medical
ethics. The choice to dialyze or not to dialyze
a person’s elderly mother draws upon the
emotional realm of not only the relatives,
but also of the physician. Regarding the use
and discontinuance of high-technology
interventions, physicians will typically go to
great lengths to avoid a feeling of moral
agency, to avoid the sense that their actions
resulted in death. Instead, they look to
ensure that the patient was “allowed to die”
after the treatment ended, not because they
ended it, even if the two events are nearly
simultaneous. A physician will say: “I
removed the ventilator and allowed him to
die.” But for many of us, we assume a moral
responsibility for making these kinds of
decisions. In initiating dialysis we may feel
that we have made a promise to a patient
about what is going to happen, and it is very
difficult to avoid feeling guilty when we persuade families to discontinue that treatment.
The guilt derives from both our unarticulated feeling that we were unable to rescue
them and from the unease that our decision
was at the very least a proximate cause of
death, if not the actual cause of death.
The third issue is one that I will only
mention briefly, and it refers to the remarkable economic or structural externalities of
dialysis. It is the single therapy with a continuous funding stream; there is simply no
question that dialysis pays for itself. As a
result, we have created not only a whole set
of specialized physicians, but also a set of
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equipment manufacturers, a set of nurses and
a set of freestanding facilities. There is an
entire social structure to support the continuation of this practice, and we should be
careful to judge if this system might influence our decisions to either use or not use
dialysis. Off hand, I am in no position to
say that we use more dialysis because there
is a continuous system of reimbursement.
It could equally be the case that our freedom
from economic concerns enables us to make
truly rational decisions. However, we do
know that when a hospital buys a new CT
scanner, CT scanning increases, and when
it buys a new MRI scanner, the number
of MRIs increase. “If you build it, they
will come.”

… dialysis physicians and
nephrologists will likely move
away from a series of prognostic
equations and towards a
process for discussing with
patients when to initiate and
when not to initiate dialysis
in the first place.
My final point is actually a question:
Is this a new debate or an old one? Upon
listening to Drs. Cohen and Steinman, I
couldn’t help but feeling that we have
already discussed this issue. Substitute the
word ventilators for dialysis machines and
we can return to the hot debates of the late
1980s and early 1990s. In these earlier
debates, there was a lot of discussion about
the meaning of futility. Superficially, futility
was defined as that state when the provision
of care was no longer beneficial to the
patient. Unfortunately, no one could define
that state. It was like pornography; you
knew it when you saw it but it defied simple
definition. Some sought to construct numerical scales for futility with much of the same
goals as the Charlson Index that Dr. Steinman
mentioned. Yet, even these tools seemed
arbitrary. Futility is in the eye of the beholder.
Family members might not think it is
futile to keep mom alive. Her presence
means something to them, and no amount

LAHEY CLINIC MEDICAL ETHICS Spring 2004

of evidence from the past 100 patients under
similar conditions is persuasive. As a result,
dialysis physicians and nephrologists will
likely move away from a series of prognostic
equations and towards a process for discussing with patients when to initiate and
when not to initiate dialysis in the first
place. ■
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Ethics and the humanities:

Dirty Pretty Things:
a narrative frame for black market organ sale
Written by Steven Knight
Directed by Stephen Frears
Miramax Films, 2002
Available on DVD
Self-styled ‘brokers’ arrange the sale of
organs to patients who can pay. Kidneys
are the most commonly traded organs,
and in most cases, poor persons in
developing nations sell their kidney to
a wealthy patient. The cost … can run
over $100,000 but the person actually
selling an organ often sees very little
of what amounts to a tremendous
fortune.
— “The Black Market in Organs”
Express News, University of
Alberta

I

n our brave new world, national boundaries and borders have shifted, information flows freely and instantly across
continents, and various cultures meet, clash,
fuse and intertwine. Dazzling advancements
in medical science and biotechnology surpass
imagined expectations and, in doing so,
demonstrate knowledge, skills and powers
once thought beyond human capabilities.
Numerous scientists around the world are
engaged in active research with transplantation, cloning and stem cell research, and their
reports are often accompanied by journal and
news reports, reaction by the public and policy makers, and considerable commentary by
bioethicists.
Just as writers and artists like Donne,
Shakespeare, Brueghel and Milton became
important record keepers for a society emerging from the stagnant Middle Ages to the
blinding light of the Renaissance, contemporary writers, artists, and increasingly, film
makers are intent on revealing changes
wrought by our own shift from what had
become familiar Industrial Age patterns to
the Informational or Transformational Age
we have currently come to know. Expansive
times of discovery, innovation, migration,
information and commerce are as challenging
and stimulating to artists as they are to scientists. As John Donne observed in the 17th
century, when another long-standing paradigm was giving way to change, “the new
philosophy calls all in doubt.”
In dark theaters many films force audiences to pay attention to ideas on the periphery, to examine ourselves and our society, and
to be moved by potent moral issues. Swirling
currents of change give rise to debates about
new conditions, social movements, postcolonial studies, and speeded-up access of

Review by Lois LaCivita Nixon, PhD, MLitt, MPH
Director, Masters Program in Bioethics and Medical Humanities
College of Medicine, University of South Florida, Tampa
information and transportation. Not all
images or outcomes are positive or hopeful
but a good film story, such as the one
described below, can function as a powerful
tool for exposing problems affecting marginalized persons that ultimately affect all levels
of society.
Dirty Pretty Things, a recent film directed
by Stephen Frears, exemplifies some disturbing intersections of globalism, biotechnology
and amoral behaviors brought about by abuse
and greed. This story, like others including
Death and the Maiden, Lone Star, Philadelphia, Whose Life is It Anyway, Requiem for a
Dream, and Traffic, utilizes the postmodern
genre of film to concretize social and ethical
dilemmas also considered in tabloid headlines, textbooks and at professional conferences. The film’s astonishing revelations
about black market organ trafficking and
views of gritty reality for society’s poorest,
most vulnerable, and barely visible populations, invite audiences to see, sort through
details, formulate explanations, question
motivations, and understand more fully
political, social and ethical choices and
consequences.
A very dark side of London is depicted in
the film, a place where everything is for sale,
at a price: prostitution, drugs, and most central to the story, black market sale of human
organs. The compelling and suspenseful narrative focuses on five characters connected in
one way or another to Hotel Baltic, a seemingly proper hotel by day, a site of depravity
at night. Okwe, an illegal immigrant physician from Nigeria with no work papers,
who has left home under harrowing circumstances, struggles with two menial jobs—
driving a taxi during the day and working at
night as the hotel’s front desk clerk. At the
hotel he befriends and assists one of the
chambermaids, Senday, another immigrant
from Turkey, also without papers and at risk
of deportation, but also subject to sexual
compromise and abuse.
Other figures include the hotel manager,
the Russian doorman, and the Croatian prostitute. That they all have roots in places other
than London underscores the overriding
theme of alienation and loss of identity. In
one way or another all are immigrants, alien
figures in the substrata of London’s vast
underbelly, the people nobody sees. “Our
guests,” observes the sleazy manager, “are

strangers—they leave dirty things, we make
them pretty.” Without the work performed
by the constant churning groups of lower
class workers cleaning toilets, washing dishes
and sewing in sweatshops—in the hopes of
gaining first-class citizenship—our own lives
in London, New York, Paris or Miami would
be quite different and less “pretty” than what
we now experience.
For some time into the film the director
uses his lens to focus audience attention on
the nightmarish settings of lower class workers living at the edge, people living in a dirty,
dark and frightening world just below the
surface we occupy. After spending time exploring the subterranean abyss with characters whose lives seem hopelessly lost, the film
story moves in another direction to show just
how vulnerable—and valuable—these people
are to those who seize on opportunities to
profit.
During the night, while checking on an
obstructed and overflowing toilet in one of
the hotel rooms, Okwe’s unclogging efforts
produce a removed human organ. Shocked
by this discovery but in no position to alert
authorities, he and other staff engage in
whispered conversations. Soon they learn
about secret operations arranged by the
hotel’s manager, the procuring middleman in
the deal, who has taken advantage of hotel
rooms and his employee pool of illegal immigrants to establish a lucrative organ-forpassport trade. Unqualified figures function
as incompetent surgeons succeeding—or
sometimes failing—in their closeted labors.
All donors, of course, are undocumented,
invisible, expendable, and beyond the knowledge and jurisdiction of the law. They, but
particularly their desired “spare” part, are
reduced to commodity status for those willing to pay large sums of money.
Frears’ story, however horrible, is not science fiction. When we fail to ignore the poor,
provide education and healthcare, and support human worth and dignity, we can expect
the quality of our own lives to diminish.
When we read about organ cannibalism or
the sale of “body parts” in Iran, Tokyo and
California, we should be grateful to Stephen
Frears for providing ethicists with a grim but
useful framework for discussions that must
occur. ■
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Dialogue:

The total artificial heart and the morality of killing

T

he words and concepts we use
make intellectual discourse possible;
but language is not simply an inert
enabler; it can resonate emotionally charged
implications, and not only facilitate discourse, but also influence it. In his discussion
of the total artificial heart (TAH), Veatch
engages two high voltage concepts, “killing”
and “death.” (“The total artificial heart: Is
paying for it immoral and stopping it murder?” Lahey Clinic Medical Ethics, Winter
2004, {www.lahey.org/ethics/}.) He would
alter the definition of death to avoid the
direct “killing” that would follow stopping
or removing the TAH and seems more comfortable if those acts could be conceptualized
as merely permitting “the dying process to
continue.” These linguistic maneuvers raise
interesting questions.
According to Veatch, stopping mechanical ventilation or dialysis may allow death to
“proceed unabated” but these maneuvers do
not directly cause death. However, the functioning of the artificial heart “actually is the
basis for saying life continues.” According to
the cardiac definition of death, one dies when
heart function ceases irreversibly; therefore,
terminating an artificial heart kills directly
and immediately, “as certainly as injecting
potassium into the ventricle.”
Veatch proposes changing the definition
of death to “one relying only on brain function loss.” Stopping the TAH would then no
longer be the immediate cause of death and
would “turn out to be no different from stopping any other life-supporting treatment.”
Veatch, it seems, would agree with stopping
or removing a TAH if that intervention was
“deemed disproportionately burdensome” but
he is intent on avoiding the accusation of
direct intended killing.
Before consigning “killing” to the trashcan of immoral acts, the concept warrants
further exploration. Although Veatch mentions “liberals” for whom direct killing may
under certain circumstances be morally justified, he has done a disservice by implying in
his title that killing is equivalent to “murder.” “Killing” is a more complex phenomenon with a spectrum that includes: genocide,
mass-murder, first degree murder, second
degree murder, manslaughter, second degree
manslaughter, the execution of criminals,
euthanasia and killing in battle and selfdefense. Could the termination of life supports be more honestly construed as yet
another form of “killing” but one that under
appropriate circumstances might be justified?
The removal of a mechanical ventilator,
stopping dialysis and stopping an artificial
heart all lead to death. There is a cause and
effect relationship. When you remove a
mechanical ventilator from a person with ter10

minal cancer, they don’t die of cancer, they
die because they stop breathing. When you
stop dialysis in a demented man, he doesn’t
die of dementia, he dies of renal failure. Cancer and dementia may be the initiating factors, the root problems that ultimately lead
to death, but they are not the immediate
mechanism of death.
Veatch’s desire to avoid direct killing also
warrants examination. Whether an act causes
instantaneous direct death, as when stopping
a TAH, or delayed death, as after removing a
ventilator or stopping dialysis, may not be
morally significant. If a man is pushed off the
roof of a high-rise building he doesn’t die
directly and instantaneously; nonetheless, we
don’t allow that the push merely enabled him
to die of gravity.
It is not uncommon for surrogate decision
makers to express the feeling that removing
life-supports is tantamount to killing their
relative. We use convoluted language to convince them of the importance of their good
intentions and that they are simply allowing
the patient to die of some underlying disease.
Perhaps we should acknowledge the truth in
their intuitions. If the removal of burdensome therapy is construed as a justified form
of killing, it should not meet automatic public disapproval precisely because the absolute
rejection of killing is not a widespread belief.
Intention is important, but the use of
intention to exculpate a bad effect that can be
foreseen is problematic. In double effect
whether an act is moral or immoral can depend on the psychological predisposition of
the actor. The same act may be judged differently depending on the actor’s state of mind.
Intentions can be murky, complex and difficult to decipher. Should the intention to relieve pain become suspect if it briefly crosses
the actor’s mind that the patient might be
better off dead?
If the heir to his uncle’s fortune surreptitiously disconnected his uncle from a
mechanical ventilator, most people would
consider that killing; but if the ventilator is
disconnected by a nurse or physician, Veatch
might call it enabling death from another
cause. That the identical act can be considered both killing and not killing is a troubling inconsistency. Let’s for the moment
confront reality bluntly and label the removal
of life-sustaining treatment “killing” and see
where that leads us.
I first propose a new category of life,
“medically contingent life.” This concept
defines people who are alive only because of
an active medical intervention. The removal
of that intervention will directly and in a
short time lead to death. This would place
people dependent on ventilators, on dialysis
and on a TAH in the same category. The con-
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cept might require further elaboration, but
by defining life differently among a specific
group of people, the boundary of any permissible killing is drawn and restricted. A form
of “killing”—let’s tentatively call it “termanasia”—would be defined as that which
consisted of the removal of life-supporting
treatment from people whose lives are “medically contingent.” Just as killing in selfdefense may be justified, killing by the
removal of life-supports from people living
“medically contingent lives” might also be
justified as long as defined appropriate rules
are followed.
Veatch and I seem to have reached the
same conclusion; we both agree a TAH can
be stopped or removed when that is appropriate. Veatch would arrive at that conclusion
by altering the definition of death so that
removal cannot be considered intended direct
killing. I would arrive at the same conclusion
by allowing that removal is a specific form of
killing, albeit justified killing. I have also
downplayed the moral significance of direct
versus indirect killing and expressed some
reservations concerning the exculpatory
power of intention.
It might be argued, in another testament
to the power of language, that to justify
killing in one sphere facilitates its justification under other circumstances. It’s important to refrain from drawing conclusions that
go beyond what is actually stated in an argument. If the removal of life-supports under
appropriate conditions from people leading
“medically contingent lives” is acknowledged
as justified killing, it does not follow that
killing under other circumstances is also
being justified.
At this point readers might legitimately
ask whether I believe what I have written.
Have I concocted this discussion merely to
illustrate that the legitimacy of an act can be
a function of how we use language? As a
physician who struggles against death, do I
want to endorse a form of killing? And do I
want to be in a position where I have to tell a
woman whose husband is hopelessly ill with
metastatic cancer that she ought to kill him
by allowing the removal of his ventilator? My
answer to both of these questions is no. I feel
conflicted because I believe we have an obligation to use language as precisely and accurately as possible. When we alter and distort
language to facilitate an ulterior motive, the
line that separates honest discussion from
manipulation and propaganda begins to blur;
but honesty can be brutal.
I think we more closely approximate
moral reality when we consider the removal
of burdensome life-sustaining medical interventions as its own category. We can call it a
category of killing but should judge it on its

own terms rather than describing it as analogous to something else, such as other forms
of killing or enabling the dying process. The
interventions that sustain medically contingent life should from their initiation themselves be considered to be morally contingent
on their benefits outweighing their burdens.
Veatch has argued elsewhere in favor of a
higher brain definition of death.1 I have bypassed that argument and only mean to say
that justification for stopping or removing a
TAH should not be the reason to alter the
definition of death.

David Steinberg, MD
Chief, Section of Medical Ethics
Lahey Clinic Medical Center, Burlington, MA
1Veatch

RM. Transplantation Ethics. Georgetown
University Press, 2000:70.
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esponse: David Steinberg has challenged my approach to stopping an
implanted total artificial heart (TAH).
Since death is traditionally understood as
irreversible heart stoppage, deactivating
TAHs could plausibly be understood as
direct, active killing. I pointed out that, with
a proper understanding of the definition of
death, stopping TAHs could still be classified
as only an indirect killing.
Steinberg points out that there is an alternative: confronting the traditional activekilling/forgoing distinction directly. We
could simply accept that some patients
might actively end their own lives by authorizing TAH stoppage and that some surrogates might instruct physicians to actively
kill their loved ones. If active killing were
potentially morally acceptable, we could
admit these patients were killed when their
machines were turned off, but deny this was
wrong.
My analysis was not as antithetical to
Steinberg’s position as he thought. I stated
that there were three options: We could follow the “liberals” accepting that direct,
active killing can be justified. We could follow the “conservatives” and acknowledge that
turning off TAHs is morally unacceptable
active killing. I proposed a third option: limiting death to brain death so that stopping
the TAH becomes indirect killing, a forgoing
of life support that would indirectly lead to
death when (and only when) brain function
ceases irreversibly. This does not require
adopting a higher-brain definition; merely
acknowledging that heart-stoppage alone
doesn’t count as death. Our multiple-option
definition has always been wrong. Now we
have a reason to acknowledge it.
Steinberg assumes I reject options one and
two in favor of option three. But I didn’t quite
say that. It is true that option three is only
needed in the TAH context if one wants to
retain the possibility of stopping the TAH
without directly causing death, but I have for
the last decade been perplexed over the ques-

tion of whether the traditional active-killing/
forgoing distinction can be sustained. I put
forward the third option for those who end up
supporting the traditional formulations, but
still believe stopping the TAH can be moral.
While I am open to Steinberg’s liberal
alternative of legitimizing active, direct
killings, for both practical and theoretical
reasons I remain skeptical. First, as a practical
matter, the active-killing/forgoing distinction is remarkably robust. It has withstood
political attacks for at least a century and in
the US no jurisdiction has yet overturned it.
While Oregon has legalized active selfkilling, no other state has followed suit and
Oregon militantly retains a prohibition on
merciful homicides. Even the Netherlands
continues to prohibit merciful homicides of
those who do not persistently and voluntarily
request to be killed. Hence, in the case of an
incompetent patient, in no place in the world
would stopping a TAH be legal if it is conceptualized as an active, direct killing.
Of course, Steinberg can argue that this
does not make the distinction valid. In order
to make his case, Steinberg needs to defend
more than merely active, direct killing by
TAH stoppage. Imagine someone with a

TAH who has made a competent, adequately
informed decision to stop the machine and
has authorized a physician to do what is necessary to get it stopped.
There is another problem with Steinberg’s
solution. Physicians can be forced by patients
or valid surrogates to stop life-support, but
surely cannot be forced to kill their patients.
My proposal serves the interests of a patient
whose physician was unwilling to kill, but
would be obliged to withdraw life-support
by turning off a TAH.
The underlying problem is that something remains very troublesome about killing
another human being. Some of us have even
gone to the extreme of rejecting (at least
prima facie) all human killing and have
become pacifists. Of course, if killings by
omission are conceptualized as being included in this prohibition, the norm would
be impossible to follow. (We all omit lifesupport for starving people throughout the
world every day.) Hence, we have trumped
up an active-killing/forgoing distinction that
provides a more-or-less bright line that sorts
into two group behaviors leading to death.
For those who have not chosen pacifism, the
Dialogue — continued on page 12
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appreciate the process itself. Futility controversies are upsetting, time-consuming and
emotionally draining for clinicians and
patients alike, and having procedural guidance that enables the controversy to progress
is beneficial. From the perspective of institutional participants, I consider as positive the
protection of physician integrity, and in cases
in which withholding or withdrawal occurs,
clinicians’ release from feeling that they are
causing pain and suffering. While some
might criticize the review board’s authority,
the process promotes professional responsibility when the conclusion permits the death of
a dying patient, a burden of decision making
I see as more appropriately placed on the
physician than on a family member in crisis.
Shadowing the advantages of the statutory
review process, however, is the nature of
futility controversies. The very presence of
the controversy means that crucial relationships are jeopardized, good intentions are
challenged, and sacred values are threatened.
All involved in a futility controversy make
substantial investments—of time, energy, as
well as physical resources—from which the
dividend is either the patient’s continuation
with burdensome illness and treatment, or
death. Even within M. D. Anderson’s limited
experience,12 the emotional reactions of participants, whether staff, patients or family
members, to the review board’s final decisions
have varied; within one family or medical
team, gratitude, relief, resignation and anger
often coexisted. As one might predict from
the outset of a true, end-of-life dilemma, resolution cannot produce a happy ending. ■

1I adopt the term “futility,” despite its flaws, in
this article for the sake of brevity.
2Halevy A, Brody BA. A multi-institution collaborative policy on medical futility. JAMA
1996;281:937–41.
3Schneiderman LJ, Capron AM. How can hospital futility policies contribute to establishing
standards of practice? Camb Q Healthc Ethics
2000;9(4):524–31.
4Texas Health and Safety Code, Subtitle H. Title
2, Chapter 166.
5Section 166.002(7). 2003 revisions clarify the
Chapter applies to decisions on behalf of minors.
6Section 166.045.
7Unless otherwise stated, statutory quotes are
from Section 166.046 of the Act.
8Section 166.052. The statute suggests a form
for the explanatory information.
9Section 166.053. The registry, updated online
as of February 2, 2004, contained one physician’s contact information.
10One case from the Texas Medical Center
reached a hearing stage by a judge, but the case
resolved clinically before the court issued any
ruling. See Murphy B. Comatose man dies after
battle over life support; Family cited spiritual
beliefs. Houston Chronicle 23 March 2001.
11Fine RL, Mayo TM. Resolution of futility by
due process: early experience with the Texas
Advance Directives Act. Ann Intern Med 2003;
138:743–6.
12Since the legislature acted in 1999, M. D.
Anderson has had only four cases reach the
review process. Numerous factors contribute to
the infrequency, one of which is that institutional policy guides clinicians and patients and
families first to use other conflict-resolution
avenues.
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deliberation in bioethics glide over deep social and moral conflicts rather than acknowledging
the depth of ethical controversies found in pluralistic societies. Bioethics has its limits. Perhaps
it is better to recognize these limits than to claim that some method, theory or technique of
reasoning is available that will magically resolve longstanding moral conflicts. ■
1Turner

L. Zones of consensus and zones of conflict: Questioning the “Common Morality” presumption in bioethics. Kennedy Inst Ethics J 2003;13(3):193–218.
2Giddens A. Runaway World: How Globalization is Reshaping our Lives. New York: Routledge, 2000.
3Sowell T. A Conflict of Visions: Ideological Origins of Political Struggles. New York: Basic Books, 2002.
4Beauchamp TL, Childress JF. Principles of Biomedical Ethics. New York: Oxford University Press,
2001;3–5.
5Carrithers M, Collins S, Lukes S (eds). The Category of the Person: Anthropology, Philosophy, History.
Cambridge: Cambridge University Press, 1985.
6MacPherson CB. Political Theory of Possessive Individualism: Hobbes to Locke. Oxford: Oxford University
Press, 1964.
7Nisbett RE. The Geography of Thought: How Asians and Westerners Think Differently…and Why. New
York: The Free Press, 2003.
8Nisbett RE, Cohen D. Culture of Honor: The Psychology of Violence in the South. Boulder, Colorado:
Westview Press, 1996.
9Schmidt B, Schroder I (eds). Anthropology of Violence and Conflict. London: Routledge, 2001.
10Geertz C. The Interpretation of Cultures. USA: BasicBooks, 1973 and Available Light: Anthropological
Reflections on Philosophical Topics. Princeton, NJ: Princeton University Press, 2000.
11Shweder R. Why Do Men Barbecue? Recipes for Cultural Psychology. Cambridge, MA: Harvard University Press, 2003,
12Jonsen AR, Toulmin SE. The Abuse of Casuistry: A History of Moral Reasoning. Berkeley: University of
California Press, 1988.
13Kass L. The wisdom of repugnance. The New Republic 1997; June 2:17–26.
14Orr RD, Genesen LB. Requests for “inappropriate” treatment based on religious beliefs. J Med Ethics
1997;23(3):142–7.
15Brett AS, Jersild P. “Inappropriate” treatment near the end of life: conflict between religious convictions and clinical judgment. Arch Intern Med 2003;163(14):1645–9.
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active killing of unjust aggressors is sometimes added as another qualification, but the prohibition on the active, direct killing of the innocent is remarkably stable, in spite of its logical
ambiguities.
In claiming that stopping TAHs is forgoing rather than active, direct killing, I speak to the
substantial majority who retain these bright lines, but still see stopping a TAH as acceptable. I
am willing to continue conversing with the minority preferring my first option, but the evidence is that that position is not selling. Even if it does sell, it opens the door to a much broader
range of active killings than I was addressing. I am yet to be convinced that legalizing active
merciful homicide is the way to go. ■
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