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f people need a liver for transplantation, it makes a huge difference where
they live. For example, in New York
City the mean waiting time is 511 days,
but across the river in northern New Jersey
it is only 56. The reason has to do with the
allocation system put in place by the United
Network for Organ Sharing (UNOS), the
private organization that holds the federal
government contract for the organ procurement and transplantation network in
the United States.
UNOS classifies patients by the severity
of their illness, Status 1 being the most
serious. Status 1 patients have acute fulminant liver disease with a life expectancy of
fewer than seven days. Status 2 patients
are also seriously ill, usually hospitalized.
(Patients with serious, chronic liver disease, including alcoholic cirrhosis, have
recently been moved from Status 1 to a new
subcategory called Status 2A, while those
previously in group 2 are now categorized
as 2B). Status 3 involves less serious illness,
usually homebound patients. UNOS
allocates organs in order from the most to
the least serious status. Within the same
status, waiting time is also considered.
In addition, the allocation system takes
geography into account. There are 61 local
organ procurement organizations (OPOs)
in the United States. Before a recent modification, an organ acquired by an OPO was
used locally, if possible, even if it went to a
Status 3 patient. Only if it could not be
used locally did it get transported outside

the area. It then went to others in the
same region, one of 11 geographical areas,
again allocated in order of severity. Finally,
if no one in the region could use it, it was
allocated nationally. This meant that less
ill local people had priority over the most
urgent cases at the regional or national level.
Within each status locally, persons in the
same blood group as the liver donor get
priority. This combination of preference
for the sickest patients, local priority and
blood group preference explains why it is
plausible that Mickey Mantle, who was in
Dallas, Texas got a liver so quickly even
though several thousand people had been
on the national waiting list longer.
In April 1998, while this locals-first
system was in place, the federal Department of Health and Human Services
(HHS) issued a mandate that organs
be allocated based on uniform medical
criteria and over a large enough area so
that organs would go to people who need
them most. In effect, HHS was responding
to the widely publicized disparities insisting that there be greater equity in the
allocation system, giving organs on
the basis of need rather than geography.

The UNOS utilitarian response
The leadership of UNOS has resisted going
to a more national list. Their arguments
have been utilitarian. They believe more
good can be done in the organ transplantation system if much of the local priority in
allocation is retained. They make several
(Continued on Page 2)
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claims. First, they have claimed that using
organs locally encourages more donation.
They think people will be more willing to
donate organs if they believe their neighbors will get them. Several states, including
Louisiana, South Carolina, Wisconsin and
Oklahoma, have, in fact, passed laws
requiring organs to be kept within state
boundaries if they can be used there.
Second, they point to the potential deterioration in organs with the longer ischemia
time (time that tissue is without blood
flow) that would be required for transport
to more distant patients. Third, they claim
that placing organs in the sickest patients
will be less efficient because patient survival
will be less. All of these are meant to be
arguments that local priority results in more
favorable consequences even if it means
allocating organs inequitably, because
patients who are equally ill have radically
differing prospects for getting an organ.

The HHS response
The HHS and other defenders of the
mandate disagree with some of these
empirical claims. They point out, for
example, that it is not clear that family
members will be less willing to donate if
organs will go to more needy persons in
a more distant city. They point out that
some transport of organs to a different
region may not involve significant increases
in ischemia time compared to allocations
within an OPO catchment area. Some
hospitals where organs are procured may
be hours away from the site where transplantation will take place. The data about
greater graft and patient survival times if
transplants go to less sick patients are also
controversial. HHS has claimed that one
computer model led to the conclusion that
300 lives a year could be saved with
broader allocation areas.
These efforts to refute the UNOS
utilitarian arguments on utilitarian terms
challenge the claims about which type of
allocation will do the most good. The real
ethical dispute, however, is over whether
the national organ system should necessarily strive for the absolute maximum
number of years of life from the organs
procured. If maximizing years of lifeadded comes at the expense of significantly

greater inequities, the defenders of the nonutilitarian principle of justice are willing
to forego some efficiency, particularly if
the added benefits from an inequitable
system are controversial or modest, and
the unfairness is profound; justice-based
approaches intentionally sacrifice utility
to make the system more fair. In this case,
that would mean moving away from an
exclusive priority for local allocation in
the direction of a more national list in
which the sickest category of patients gets
organs before those whose need is less
urgent regardless of geography. In fact, as
HHS Secretary Donna Shalala has pointed
out, this probably would not actually
require a single national list, but rather
exchanges within a region or perhaps
across certain regional lines. The HHS
requirement is that the geographical areas
be reconfigured so that waiting times are
made more fair.

The economics of the controversy
Not all local transplantation centers
support the locals-first priority. The
University of Pittsburgh has, in fact, been
the most visible promoter of the reallocation. It has even been suggested that
Pittsburgh had a hand in the HHS action.
At the December 1996 HHS hearings
that opened the discussion of reassessment
of liver allocation, at least 20 of the 110
people who testified had an association
with Pittsburgh, either as surgeons,
researchers or other personnel, or as transplant patients or family members. The
University of Pittsburgh would have its
interest served by a reallocation. Because
of the fame of its program and its willingness to take difficult cases, it has many
very ill patients waiting for organs. The
local Pittsburgh procurement organization
cannot possibly meet its need for organs,
while other OPOs have enough organs so
that patients in lower status groups can
get them. Organ transplantation is big
business for hospitals. More organs mean
more work for surgeons and more income.
The smaller programs that dominate
the UNOS decision-making process also
have a significant financial and clinical
interest in maintaining the current local
priority. If other OPOs lose organs to
Pittsburgh and other large programs,
the number of transplants they can do will
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decline, income will decrease, and, in some
cases, programs may actually cease to be
economically viable. Some programs may
not even be able to continue to meet the
numerical requirements necessary to continue their training programs. Thus both
the large and the small programs have substantial economic and clinical interests in
how this ethical and policy debate turns out.

The sociology of the controversy
The ethical stances are not only related to
the economic interests of the various institutions; they are also related to the professional identities of the participants in the
debate. It is clear that UNOS, which is
influenced by the large number of relatively
small programs, is also dominated in many
of its policy processes by transplant surgeons, while HHS is more heavily influenced by nonphysicians. It is clear that
physicians, especially surgeons, have strong
tendencies toward ethical reasoning based
on consequences. Their Hippocratic tradition focuses on benefits and harms for
patients. When they shift to more policyoriented questions, they continue to tend
to be consequence maximizers. The most
relevant evidence is the vote of the UNOS
ethics committee in which all the physicians
voted for the consequentialist positions.
Conversely, the nonphysicians voted as
nonconsequentialist proponents of a more
liberal political philosophy. They were
more concerned about matters of respect
for autonomy and fair distribution of
scarce social resources.
Therefore, the debate between HHS
and UNOS tends to mirror the controversy
between the commitment to maximizing
good consequences that prevails in the
UNOS structure and the more robust
commitment to equity even at the expense
of efficiency that is more central to the
current Democratic administration.
At this writing, a preliminary adjustment has been made by UNOS to attempt
to respond to the HHS mandate. In June
1999, it rearranged its priority list for
liver allocation so that regional Status 1
patients come before local patients of
lower degrees of urgency. This will mean
that OPOs with few Status 1 patients will
have to ship their organs to other centers
within their region if those centers have
qualifying Status 1 patients awaiting
(Continued on Page 8)

The legal column:

Pregnant women and their fetuses: legal and ethical issues
By Jane Greenlaw, JD
Director, Division of the Medical Humanities
University of Rochester School of Medicine and Dentistry
Rochester, NY

S

hould healthcare providers intervene
when a pregnant woman’s behavior
poses a threat to her fetus? This
question is not new to physicians and others
who provide prenatal care, but it is arising
with increasing frequency. Some pregnant
women refuse recommended interventions, such as cesarean sections, and some
drink alcohol, smoke cigarettes or fail to
conform to prescribed dietary restrictions.
While we accept the rights of competent
adults to engage in risky behaviors and to
refuse medical treatment, and while we
recognize that states will intervene on
behalf of born children whose parents are
acting against their interests, neither of
these two approaches seems to fit perfectly
in the cases involving pregnant women.
Among the most troubling cases are
those of pregnant women who use illegal
drugs. Medical, social and political
institutions are struggling to develop
appropriate responses to these problems.
This fall, the United States Supreme
Court will hear arguments in a South
Carolina case involving this complex issue.
In the late 1980s, nurses and doctors
providing prenatal and obstetrical care to
primarily poor, African-American women
at the obstetrical clinic at the Medical
University of South Carolina noticed a
high number of babies born with medical
problems due to maternal cocaine abuse.
To address the problem, a task force was
formed, which included a prosecuting
attorney who advised that since a viable
fetus is considered a person under South
Carolina law, a woman who ingested
cocaine after the 24th week of pregnancy
was guilty of the crime of distributing a
controlled substance to a minor.
In the fall of 1989, a policy that had
been developed by the task force was
instituted. The policy identified a “profile,”
or list of indicators, of prenatal cocaine
use: separation of the placenta from the
uterine wall; intrauterine fetal death; no
prenatal care; late prenatal care; incom-

plete prenatal care; preterm labor without
an obvious cause; a history of cocaine use;
unexplained birth defects; or intrauterine
growth retardation without an obvious
cause. When any one of these indicators
was present, the policy provided that the
woman’s urine would be tested for cocaine
without her knowledge or consent. Women
who tested positive for cocaine were
informed in writing that they would be
arrested if they did not report for free
drug treatment.
Some civil rights groups later brought
legal action against the clinic on behalf of
the women who were arrested, claiming
primarily that the involuntary urine tests
violated the Fourth Amendment constitutional prohibition against unreasonable
searches. A federal District Court ruled in
favor of the clinic; in July 1999 the Fourth
Circuit Court of Appeals affirmed the
decision, ruling that the circumstances fit
within the “special needs” exception, which
allows a Fourth Amendment intrusion
that “serves special governmental needs.”1
This exception explicitly does not apply
to searches that result in criminal prosecutions, however the court was persuaded
that the primary goal of the clinic’s policy
was not to prosecute the women, but to
encourage them to get treatment, thereby
serving a special governmental need.
It is difficult to predict how the U.S.
Supreme Court will rule on this issue.
However, if the Court affirms that a
pregnant woman’s constitutional rights
are diminished because of the viable fetus
she carries, that decision could have
important implications. It is worth noting
that in the United States, nearly half of the
state jurisdictions have had cases attempting to prosecute women whose prenatal
behavior caused serious harm or death of
their fetuses, and virtually all of these
attempts have been rejected by the courts,
because the criminal statutes proscribe
causing harm to persons, not fetuses.2
Whatever the Supreme Court’s ruling,
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it is unlikely to change the professional
standard that is reflected in the practice
guidelines put forth by the American
College of Obstetrics and Gynecology
(ACOG) and the American Medical
Association (AMA).3,4 Both of these organizations advocate for recognizing the
autonomy of the pregnant woman, using
the strength of the clinician-patient relationship to persuade the patient to accept
recommended treatment and to comply
with prenatal instructions that are designed
to maximize the likelihood of a good
obstetrical outcome for both “patients.”
Both the AMA and ACOG positions call
attention to the long-term negative effects
that could result from coercive treatment
of pregnant women: turning the clinicianpatient relationship into an adversarial
one; pitting the interests of the pregnant
woman against those of her fetus; reducing the likelihood that the woman will
seek postnatal care for herself and her
baby; and diminishing the likelihood that
the woman will seek prenatal care if she
has future pregnancies. These authorities
recognize that there could be drastic circumstances, which would warrant resort
to the legal system, but recommend that
this should be seen as a last resort.
Interestingly, the only comprehensive
report on this subject in the medical
literature to date shows that obstetricians
rarely attempt to use the law to force
treatment in situations involving pregnant
women, despite the fact that nearly half of
those surveyed believed that there could
be cases in which forced compliance would
be warranted. The survey included
responses from most of the U.S. hospitals
with obstetrics teaching programs, and
found only 14 cases in which court authorization was sought for obstetrical interventions — 11 cesarean sections, two
hospital detentions, and one intrauterine
transfusion. Authorization was granted in
86 percent of the cases.5
(Continued on Page 4)

Ask the ethicist:

When the school bus driver is a drinker
uestion: A 47-year-old man has
been seen intermittently by a
psychiatrist for anxiety and
excessive use of alcohol. He
completed detoxification programs several
times but has been erratic in keeping his
office appointments. At the time of his
most recent visit to his psychiatrist, he
admitted to drinking three liters of wine
every evening, often supplementing this
with a few beers. He told the psychiatrist
that he is currently working as a school
bus driver, doing the early morning shift.
He says he never drinks in the morning
and does not believe his driving is
impaired. He has had no accidents and
has never been charged with driving while
intoxicated. The psychiatrist is reluctant
to violate his patient’s confidentiality but
would be unable to forgive himself if
children on the school bus were killed or
grievously injured because he did not
notify the school that one of their drivers
was drinking excessively. How would you
advise the psychiatrist?

Q

R

esponse: Patient confidentiality
may not be what it used to be,
but physicians in general, and
psychiatrists in particular, continue to
take it seriously. Only when a third
party’s interest is seriously at stake should
a physician consider violating confidentiality. The case of the 47-year-old alcoholic
man should certainly make his psychiatrist
consider breaching confidentiality by
notifying the school about the risk posed
by his patient’s drinking. But how does

the psychiatrist decide whether or not to
actually violate the confidentiality of his
or her patient?
Generally speaking, if the sacredness
of confidentiality is put on one side of the
scales, then the seriousness, specificity and
likelihood of the danger to the third party
must be placed on the other side. In this
case, the potential consequences of drunk
driving are extremely serious. A driving
accident could kill or maim innocent
children riding the bus as well as other
drivers or pedestrians. And, is a specific,
clearly identifiable third party at risk?
You bet — a school bus full of children.
How likely it is that a tragedy will
occur is a tougher issue, because it
involves speculation and judgment. First,
is the patient telling the truth? The
patient admits to heavy drinking, but
denies driving while drunk. He says he
has no arrests for drunk driving and is
accident free. But substance abusers are
known to minimize the extent of their
problem, especially when something
dear like a job or relationship is at stake.
The judgment of likelihood, then, rests
with a decision on whether or not to
trust the patient. I wouldn’t.
At best, the bus driver admits to a
serious drinking problem. He has failed
detoxification several times. He misses
appointments. Maybe he isn’t drunk in
the morning. Maybe he doesn’t have
withdrawal symptoms or a horrible
hangover while he is driving the kids to
school. Maybe. But that’s not good
enough. Either the patient resigns his

job or the school authorities must be
told. But there are a few other questions
that should be answered.
Why is the patient seeing a psychiatrist anyway? If he is seeking help voluntarily for his anxiety and excessive use of
alcohol, I would explain to him that
those conditions cannot be successfully
treated while he is actively drinking. No
psychiatric treatment is possible without
detoxification and abstinence. The
patient has already started missing
appointments. I doubt there is anything
therapeutic going on here. I would offer
the patient the option of telling the
school officials himself and voluntarily
entering a detoxification program. If he
were willing to do so, I would go to bat
for him with the system as best I could
and continue to be his physician. If he
were not willing, I would call the school
and tell the patient to come back to see
me when he was ready to quit drinking.

Stuart J. Youngner, MD
Professor of Medicine, Psychiatry
and Biomedical Ethics
Case Western Reserve University
Director, Clinical Ethics Program
University Hospitals of Cleveland
Cleveland, OH

O

utcome: Neither the school nor
the bus company was notified
that the patient was drinking
excessively.

Legal (Continued from Page 3)
Most pregnant patients are highly
motivated to achieve compliance with the
recommendations of their obstetrical care
providers; there is ample anecdotal evidence that women who smoke, drink alcohol and are inattentive to nutritional
needs abstain from these behaviors during
pregnancy, even if they are unable to continue their healthier habits after giving
birth. Indeed, the characteristic compliance of pregnant women may even cause

them to accept interventions they do not
need. There is much in the literature to
support the view that obstetrical interventions, such as cesarean sections, are
overutilized and frequently performed
unnecessarily, providing evidence that this
is a much more common problem than
that of pregnant women refusing recommended treatment or failing to comply
with directions.6
There is little doubt that the best way

to achieve optimal maternal and fetal
outcomes is to maximize the availability
of good prenatal and obstetrical care for
all women. ■
Ferguson v. City of Charleston [No. 97-2512 (4th
Cir. Ct. App.)] 1999.
2 Reproductive Freedom News, Vol. 8, No. 11, p. 7
(December 1999).
3 ACOG Committee on Ethics, Committee
Opinion Number 55, “Patient Choice: MaternalFetal Conflict” (Washington DC: American College
of Obstetrics and Gynecology, October 1987).
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Ethics and the humanities:

Wrongful Death: A Memoir
By Sandra M. Gilbert
W.W. Norton and Company, New York/London, 1995, 364 pages

W

rongful Death is the skillfully
written, often poetic, story of
the death of the author’s
husband due to medical malpractice. It
is a tale of traumatic loss, unanticipated
grief, loving recollections, and near
vengeful anger. The two major protagonists — the culpable urologic surgeon who
lied and trivialized, and the aggrieved
widow who sued him for malpractice and
then salted the wound by writing this book
— leave little ground for reconciliation.
Elliot Gilbert was 60 years old, in
robust health and chairman of the English
Department at the University of California at Davis when he was diagnosed
with localized prostate cancer and admitted to his university’s medical center for a
radical prostatectomy. He jokingly reassured his family, “the chair of urology can’t
kill the chair of English.” Unfortunately,
he was wrong. A little more than 24 hours
after he was admitted to the hospital,
Elliot Gilbert was dead.
The urologic surgeon told the shocked,
bereaved family that his patient had a
heart attack. That was a lie, because Elliot
Gilbert had bled to death. The surgeon’s
lie shapes Gilbert’s story almost as much
as the fact of her husband’s death; anger is
woven into her grief. She tells her dead
husband, “they killed you sweetheart” and
quotes Pliny the Elder, “Only
a physician can commit homicide with
complete impunity.” Her anger is
magnified because no one will accept the
blame for her husband’s death. She says,
“Responsibility in the often miraculous
but always highly technologized realm of
modern medicine is so dispersed, so fragmented, that finally it accrues to no one.”
In telephone calls to the depressed and
traumatized woman, the urologic surgeon
establishes himself as a monument to
insensitivity. “For you this is unpleasant,
awful, but believe me, for me it’s shattering.” And, “Just thought I’d call to tell
you the surgery was a complete success ...
We got it all out.” Gilbert comes closest
to understanding the man who killed
her husband when she allows that the

Review by David Steinberg, MD

surgeon’s “anesthetized” response to her
plight might be explained by an experience
“perhaps too shattering to acknowledge.”
Gilbert’s personal mission, to find
out what happened to her husband, is
only partly successful. She blames “stonewalling,” though by settling her lawsuit
she gave up the chance for the trial that
might have given her the missing answers.
Nonetheless, she garnered enough information for a reasonably accurate formulation of the pivotal event.
After surgery, at about 2:15 p.m., Elliot
Gilbert was transferred to the recovery
room. At that time his hematocrit, a test
that measures the volume of red blood
cells, was a modestly low 32 percent. At
3:05 p.m. Elliot Gilbert’s systolic blood
pressure fell to a worrisome 72 mm Hg.
Although another hematocrit was sent
promptly to the laboratory and the result
could have been available within minutes,
no hematocrit was noted until 6:30 p.m.
— an unexplained delay of more than
three hours. That hematocrit was an
alarming 17 percent, and shortly afterward
a frightening 13 percent. The dramatic
fall in hematocrit is best explained by
massive bleeding. What isn’t explained
is the more than three-hour delay that
probably cost Elliot Gilbert his life. Why
didn’t any of his doctors look for the
result of the 3:05 p.m. hematocrit? It
can’t be because they didn’t know better;
all doctors know that a fall in blood pressure can mean bleeding. To explain the
fatal delay we must, with the help of
conjecture, probe the often banal nature
of medical error.
The urologic surgeon could have been
so overly confident of his skills that he
was blinded to the possibility that he
erred and left behind a bleeding, severed
blood vessel. Or perhaps his mind was
elsewhere. About two hours before Elliot
Gilbert died the surgeon “walked away”
to go to a meeting; it could have been an
important meeting and thinking about it
might have been distracting. Responsibility
for Elliot Gilbert’s care probably was delegated to residents or fellows in training.
5

It’s possible that one of them wrongly
assumed one of the others had seen the
hematocrit and said nothing because it
was satisfactory. Or maybe when Elliot
Gilbert’s blood pressure temporarily rose
after he got intravenous fluids they
became complacent and simply forgot
about the hematocrit. Elliot Gilbert
probably died an “absurdly unnecessary
death” because human weakness and
fallibility allowed a small error, but one
with awesome consequences — confirming for Gilbert “the randomness of life
and death.”
Gilbert’s outraged feelings are understandable because she lost her husband
and suffered grievously; but is hers the
only legitimate perspective for judging
the urologic surgeon? Elliot Gilbert’s
hypotension was but one problem for the
surgeon who on any given day might also
confront, in other patients, blood in the
urine, flank pain, an obstructed ureter, a
mass in the kidney, a tumor in the bladder, a lodged renal stone, a narrowed renal
artery. To manage these problems he must
make numerous decisions, many of them
critical. Multiply his decisions of a day by
his weeks, months and years in practice
and ask whether out of this enormous
mass of doctoring we have the right to
expect success in each and every instance.
We should abhor medical error. We should
establish systems to prevent it. We should
set limits on what we will tolerate. But on
judgment day, we need to acknowledge
human fallibility, including the understandable but morally indefensible
impulse to lie to cover up one’s mistake.
Wrongful Death is an engrossing story
and arguably the best starting point for an
exploration of medical error. It reveals the
burden on innately imperfect physicians
not to err, the flesh and blood agonies of
medical mistakes, and our often angry,
litigious and ultimately unsatisfying
responses when things go wrong. It also
reminds us of the power of the pen, which
in aggrieved and skillful hands can
immortalize our mistakes. ■

Dialogue:

Bioethics: then and now

B

ioethics appeared in the world of
medicine in the early 1970s, and
as Allan Brandt rightly notes
(Lahey Clinic Medical Ethics Newsletter,
Spring 2000), has grown into a remarkably vigorous discipline. Professors of
bioethics exist in most medical schools,
courses are taught not only to medical
students but to undergraduates and a continual stream of books and articles is
devoted to the topics of the field: death
and dying, experimentation with humans,
genetics and reproductive technology.1 I
must agree with Brandt that the form it
has taken since its beginnings has stressed
the relationship between physicians and
patients, to the neglect of the structure of
the institutions within which that relationship occurs. He proposes that “the
bioethics that emerged in this period
[from the 1970s until today] might not
be a particularly good ‘fit’ for the range
of moral and ethical dilemmas currently
confronting American medicine.”2 I will,
in this short commentary, explain why bioethics took the route that it did and suggest the route it must take in the coming
decades if it is to become a better “fit” in
the world of medicine and healthcare.
Brandt correctly identifies the starting
point of bioethics’ journey: the “insular
world of medical research and a paternalistic tradition in medical practice.”
Persons encountered the medical world as
patients or, much less frequently, as subjects of research. In both, physicians exercised great power. They held what one
scholar called “professional dominance,”
that is, they could decide what constituted disease, who might have access to
treatment and whether that treatment
was only for the patient’s benefit or for
the advancement of science.3 Although
physicians have been paternalistic and
authoritarian throughout the history of
medicine, the extraordinary transformation of medicine by science and technology
has reinforced these traits. This was due,
perhaps, to the very nature of science and
technology. Science is arcane; scientists are
masters of intricate information expressed
in private languages. Technology is complex; only those with exact skills can apply

it. Scientific knowledge and technical skill
insures that decisions about its use and
application will become the prerogative of
its possessors.
Also, as medical knowledge became
more scientific, it became incorporated in
the insistent movement of science to
acquire more, and more certain, knowledge. The practice of medicine was
wrapped into the practice of research, and
patients became, usually without their
knowledge and consent, the subjects (or
objects) on which the hypotheses of the
scientists and the new treatments of
physicians were tested. Medicine, through
the first half of the 20th century, was
proud that it had become “scientific,” and
certainly patients were the beneficiaries
of many innovative discoveries that were
translated into care. At the same time,
those patients remained outside the process
of decision-making that ultimately affected
them deeply.
The occurrence of certain highly visible
events, such as the Nazi concentration
camp experiments and the American
Tuskegee studies, were catalysts for debate
over the ethics of experimentation. At the
same time, many patients felt oppressed
by the technology that prolonged rather
than alleviated their suffering. Certain
innovative interventions could save and
prolong their lives, but at the same time,
imposed severe constraints on the quality
of those lives. Renal dialysis was one of
these two-edged swords. Introduced in
the early 1960s, it saved from certain
death patients with permanently failed
kidneys but confined them to a regimen
of perpetual dependence on a machine and
recurrent bouts of fatigue and dialysisrelated illness. Many persons gladly bore
these inconveniences; others found life
with them to be intolerable. Some
patients committed “dialysis suicide” by
terminating or neglecting their regular
treatment. New ventilatory techniques
sustained life and breath but sometimes
the light of life, in the mind and the
affections, was dimmed or gone. The
miracle technologies were not “fixes.”
They often imposed changes in the quality
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of life that persons felt they should decide
to accept or reject. Gradually, in medical
care and in research, the idea of informed
consent emerged as a legal standard. The
technology that had reinforced the paternal
authority of physicians became an instrument that patients could decide to employ
in their own behalf.
Bioethics appeared within that social
context: technology giving physicians
more power to treat than they had ever
possessed; patients feeling the need to
control the effects of that power in their
lives. However, the initial bioethicists
were not, for the most part, physicians.
They were theologians and philosophers:
scholars with a knowledge of academic
ethics but only observers of medicine
(except when they, like most mortals,
became patients). They appreciated the
need for scientific advance but deplored
the depreciation of the freedom of persons
who were the sources of that advance,
namely, the experimental subject.
Theologians of note, such as Paul
Ramsey of Princeton, and philosophers
of repute, such as Hans Jonas of the
New School of Social Research, undertook
to revise the ethics of medicine in ways
that would counteract medical authoritarianism and paternalism.
These scholars, and those who followed
them, introduced into medical ethics a
quite novel view. Those who practiced
medicine had constructed medical ethics.
These practitioners reflected on the
personal and social conditions that would
conduce to a successful healing and a
successful practice. Only rarely did they
employ the concepts and the methods of
the philosophers and theologians who
ruminated on the moral life. However, the
first bioethicists were formally trained in
those concepts and methods and explicitly
brought them to the analysis of the new
questions about medical authority and
about life and death.4 Ramsey drew on
theological notions of covenant, the
mutual compact between Yahweh and the
People of Israel, to frame a notion of
covenantal fidelity between doctors and
their patients, research scientists and their

subjects. Jonas imported notions of classical
European philosophy into his development
of the ethics of responsibility between
scientists and subjects. Other theologians
and philosophers who entered the bioethical debates evoked ethical arguments
from their disciplines. In general, those
arguments emphasized the freedom,
authenticity and responsibility of individuals. They slighted the broader settings of
politics, economics and culture within
which human actions take place because,
at that time, their disciplines attended
much more to personal action and interpersonal relationships than to social
structures and institutional structures.
In the ensuing years, the perception of
the nature of the problems of bioethics
has shifted from the interpersonal (which
is still important) to the institutional.
The authority of medical managers has
usurped the authority of physicians and
the rights of patients. The use of technology is contingent on policy and financing
as much, or more, than on medical need.
The rights of patients are debated now,
not just by philosophers, but also by congressmen whose opinion is deeply
colored by political ideology. It is clear
that the broader social and institutional
contexts are crucial to understanding
and ameliorating ethical problems.
Contemporary bioethicists have recognized the overemphasis on the ethics of
autonomy and desire a richer appreciation
of the ethics of justice. They are working
at the reconstruction of a discipline that
will have stronger conceptual tools to pry
open the problems created by the social
and economic structures of modern health
care. However, this is a work in progress
and, with few exceptions, bioethics does
not yet “fit” these problems in the same
way that the early bioethics “fit” the
problems of emerging technology.
I have written about bioethics as a
discipline, that is, the work produced by
scholars employing shared methods of
analysis and using specialized terminologies to express the results of their analysis.
However, there is another bioethics. It
exists in the media, in political debates,
in the meetings of hospital committees,
in the anxious discussions of patients,
families and doctors over treatment and
care, in the corporate planning of biotech-

nology companies and in many other
places. This is not a bioethics of formal
concepts and analytic methodology. It
borrows bits and pieces from disciplinary
bioethics, talking about informed consent,
risks and benefits, equity, rights, and the
like. It knows something of the issues,
such as physician-assisted suicide, genetic
therapy and cloning. But it is a bioethics
carried on by concerned people, aware
of the problems and desirous to see them
resolved in some fashion. This is the
discourse of bioethics rather than the
discipline. The questions asked by Brandt
about the deeper impact of bioethics are,
as he said, answerable only by a fuller
assessment. However, it seems to me that
these questions are much more vigorously
discussed in the many settings of bioethical discourse than ever in the past.
Some of that discourse has led to specific
social change, such as the enactment of
Oregon’s law about physician-assisted
suicide and the same state’s policies on the
rationing of healthcare resources. But
even where specific evidences of change
are absent, the problems are broadly and
openly and intelligently discussed. In
the long run, bioethics as a discipline is
justified to the extent that it introduces
into public discourse ideas and ideals that,
through the means open to a democratic
society, move social, institutional and
economic powers in directions that better
reflect those ethical ideas and ideals.

Albert R. Jonsen, PhD
Emeritus Professor of Ethics in Medicine
School of Medicine
University of Washington, Seattle
1 Jonsen AR. The Birth of Bioethics. New York:
Oxford University Press, 1998.
2 Brandt AM. Bioethics: then and now. Lahey Clinic
Medical Ethics Newsletter Spring 2000.
3 Freidson E. Professional Dominance: the Social
Structure of Medical Care. New York: Atherton Press,
1970.
4 Jonsen AR. A Short History of Medical Ethics. New
York: Oxford University Press, 2000.

Withdrawing life-sustaining
therapy

R

obert Veatch (Dialogue, Lahey
Clinic Medical Ethics Newsletter
Spring 2000) quarrels with my
decision to delay implementation of a
7

surrogate’s recommendation to withdraw
life support from a 30-year-old woman
with three children who has a 50 percent
chance to survive given further therapy.
Her husband believes, without any
documentation other than his own verbal
report, that the patient would prefer death
to survival with residual paralysis. Veatch
and I agree that a surrogate without legal
standing does not have the same power
to direct therapy as a competent adult
patient, but his solution to disagreement
about recommendations is to seek guidance through the courts. I have both
practical and theoretical comments.
As a practical matter, the courts are
not equipped to provide counsel within
the time frame necessary for rapidly evolving clinical situations. What is the likely
outcome of petitioning the court, which
appoints a guardian, who familiarizes
himself with the facts of the case, interviews the participants and then makes a
recommendation to the court which then
issues a ruling? Even more intolerable
delays! This will be worse for the family
than a negotiated trial of continuing
therapy with ongoing reassessment of the
patient’s status.
As a theoretical matter, I disagree
with the premise that underlies Veatch’s
recommendation, that patients must be
protected from their physicians by an
adversarial process. Physicians and their
patients often have different perspectives
but almost always share a common interest, namely, the best quality care for the
patient. The response to conflicting opinions is not to flood the courts with petitions, but for physicians to learn better
how to communicate with patients and
their families and how to negotiate the
inevitable disagreements.
Veatch says that the physician “... does
not have custody of the patient.” Of
course not. However, we physicians do
have a responsibility to serve our patients,
a responsibility best met when both parties
work cooperatively. ■

Thomas J. Prendergast, MD
Assistant Professor of Medicine
Dartmouth Medical School
Hanover, NH

Livers (Continued from Page 2)
organs. UNOS has recently announced that it proposes to replace the current Status 2A,
Status 2B and Status 3 levels of urgency with a continuous numerical scale based on the
patient’s risk of mortality calculated from a model developed by the Mayo Clinic that utilizes the prognostic factors of creatinine, billirubin, prothrombin time and disease etiology.1
It remains to be seen whether inequities will remain among waiting times from one
region to another, and whether inequities in waiting times will continue to exist from one
local OPO to another for lower status patients. One suspects that HHS may not be
satisfied with the relatively modest change UNOS has made thus far. One thing is clear,
however, the debate is not only pitting one transplant patient against another and one
OPO against another, it is also one pitting consequence-maximizers against those willing
to sacrifice good outcomes to make a national organ system more equitable. I have spent
my career arguing that consequentialist ethics must be subordinated to certain deontological ethical duties, including the duty to allocate scarce resources to the worst off. Hence,
as an egalitarian, I would favor the minimizing of the influence of local priority and
endorse the HHS position. If I were a consequentialist, I would be ambivalent because the
data seem to pull both ways. ■
1 Heiney DA. Memo to UNOS members and interested persons Re: UNOS policy proposal for public
comment and announcement of a UNOS public forum on liver allocations. August 24, 2000.

Further reading
UNOS Policies 3.6.4.1 <www.unos.org>.
United States Department of Health and Human Services. Organ Procurement and Transplantation Network:
final rule, 42 CFR Part 121. Federal Register 1998; 63:16296-16338.
UNOS News Release, February 27, 1998; UNOS. Response to HHS Concerns about UNOS Statements Regarding
the Regulations. September 17, 1998. <www.unos.org>.
Veatch RM. Urgency vs. geography: the controversy between UNOS and Donna Shalala. In Veatch RM.
Transplantation Ethics. Washington, DC: Georgetown University Press, 2000:363-387 (in press).

Legal (Continued from Page 4)
4 Cole HM. Legal interventions during pregnancy. Court-ordered medical treatments and legal penalties for
potentially harmful behavior by pregnant women. JAMA 1990;264:2663-70.
5 Kolder VE, Gallagher J, Parsons MT. Court-ordered obstetrical interventions. N Engl J Med
1987;316:1192-6.
6 See, e.g., Young D. A new push to reduce cesareans in the United States. Birth 1997;24(1):1-3; Luthi JC,
Dolan MS, Ballard DJ. Evidence-based healthcare quality management in obstetrics and gynecology. Clin
Obstet Gynecol 1998;41(2):348-58; Public Citizen’s Health Research Group. Unnecessary Cesarean Sections:
Curing a National Epidemic. Washington, DC, 1994.
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