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The biological basis of morality

By David Sloan Wilson, PhD

Professor, Departments of Biology and Anthropology

volution and morality often seem
E to occupy opposite corners of

human thought. After all, words
such as ‘bestial’ refer to the very worst
things that people do to each other. If we
are mere beasts, what is to prevent us
from behaving in a bestial fashion? So
many people are reluctant to accept the
theory of evolution, or to connect it to
anything relevant to their own lives, for
fear of the perceived dire moral implica-
tions if it were true.

The actual relationship between evo-
lution and morality is more complex and
interesting. Evolution can explain our
capacity for moral behavior in addition to
our capacity for immoral behavior, and
understanding the biological basis of
moral systems can make them stronger
rather than weaker.

Every year I explain the biological
basis of morality by asking my students
to tell me what they associate with
morality. One side of the blackboard
becomes filled with their suggestions:
charity, generosity, altruism, forgiveness,
courage, honesty. There is very little dis-
agreement about what constitutes good-
ness, at least on a broad scale. Then I ask
for immoral traits and I can barely write
fast enough to list their suggestions on
the other side of the board: selfishness,
deception, murder, cowardice, hypocrisy.

“What will happen if we place the
epitome of a moral person and the epit-
ome of an immoral person together on a
desert island?” I ask my class. The answer
is a no-brainer. The moral person will
become shark food within days. Then I
ask a second question: “What will hap-
pen if we put a group of moral people on
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one desert island and a group of immoral
people on another desert island?” The
answer to this question is also a no-
brainer. The moral people will work
together to escape the island or turn it
into a little paradise, while the immoral
people will turn their island into a living
hell. Now my third and final question:
“What will happen if we add a few
immoral people to the moral island and a
few moral people to the immoral island?”
The answer to this question is not so
easy, but is some messy combination of
the decisive answers to the first two
questions.

As simple as this class exercise might
seem, it shows that there is nothing
unbiological about the golden rule, the
ten commandments, and all the other
virtues preached by religious and ethical
traditions around the world. Societies
that adopt these virtues will survive and
reproduce fabulously well and usually are
encouraged to do just that by the injunc-
tion to be fruitful and multiply. The
main problem with explaining morality
as a biological adaptation! is its vulnera-
bility to subversion from within. What
we call immoral is parasitic and preda-
tory on what we call moral. There’s
trouble in paradise as soon as the first
immoral person paddles over to Virtue
Island.

The formal version of my class exer-
cise is called multilevel selection theory.
Natural selection can operate among
individuals within social groups (within-
group selection), but it can also take
place among social groups within a larger
population (among-group selection).

Morality continued on page 2
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Within-group selection tends to favor
the traits that we associate with
immorality, that benefit the self at the
expense of others and the group as a
whole. Among-group selection tends

to favor the traits that we associate with
morality, which benefit others and the
group as a whole, often at the expense
of the self.

Species differ in the degree to which
their properties have been molded by
within- vs. among-group selection. Social
insects (bees, wasps, ants and termites)
are famous for their altruism and service
to their colonies. What this means in
evolutionary terms is that most traits in
social insects evolved by increasing the
fitness of the entire colony, relative to
other colonies (among-group selection),
rather than by increasing the fitness of
the individual insect, relative to other
insects within the same colony (within-
group selection). However, some traits in
social insects have evolved by within-
group selection, such as workers laying
their own eggs rather than participating
in the economy of the hive. Other traits
have evolved to prevent these “cheating”
behaviors. Despite the many differences
between social insect colonies and human
social groups, the mix of cooperative,
exploitative and policing activities in
social insect colonies has an unmistak-
ably human appearance.

Biological systems consist not merely
of two tiers (individuals and groups) but
many tiers. Individuals are themselves
groups of lower-level units such as genes
and cell lineages, and social groups are
nested within larger groups and multi-
species ecosystems. When multilevel
selection theory is applied to the entire
multitier hierarchy, striking discoveries
result that cause our own moral systems
to be seen as part of a much larger pic-
ture. For example, most genes and cell
lineages evolve by increasing the fitness
of the whole organism, relative to other
organisms, but some evolve by spreading
at the expense of other genes and cell
lineages within the same organism. Just
like cheating bees and individuals
regarded as immoral in human groups,
these “selfish” elements are favored by
natural selection within their collectives
but undermine the collective as an adap-
tive unit. We regard them as diseases but
they are not foreign organisms that have
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invaded our bodies; instead they are a
part of us that succeed at the expense of
the rest of us, rather than by contribut-
ing to the communal effort! Examples
include cancers and genes that subvert
the usually fair process of meiosis. In the
case of meiosis, division usually assures
that all genes comprising an individual
have the same chance of being repre-
sented in the gametes. The phenomenon
of meiotic drive involves genes that
“cheat” by subverting the “fair” rules of
meiosis, getting into more than 50 per-
cent of the gametes, but often decreasing
the fitness of the individual as a result.
Similarly, evolution in foreign disease
organisms can favor traits that cause
some strains to succeed at the expense of
other strains within the same host, or by
causing the entire disease population
within the host to spread to new hosts.
These examples of multilevel selection
have important medical implications, in
addition to their relevance to the study of
morality.

Until very recently (by evolutionary
standards) our ancestors lived in small
groups who hunted and gathered for a
living. Just as for bodies and beehives,
traits could evolve by benefiting individ-
uals at the expense of others within the
same group, or by benefiting the whole
group relative to other groups. Both
levels of selection have been important
in human evolution, which may well
explain our morally ambivalent nature.
We are capable of perceiving what is
good for others and acting accordingly at
least some of the time, but we are also
sorely tempted to behave in ways that are
regarded as immoral. We have a passion
for evaluating the moral conduct of those
around us and often judging them more
harshly than we judge ourselves. Finally,
even our limited capacity for morality
has a disturbing way of stopping at the
boundaries of our groups, giving way
to behaviors such as genocide that are
judged as the ultimate in immorality
by the members of other groups.

Cultural evolution can be a multilevel
process in addition to genetic evolution.
A few years ago I encountered a religious
passage written 350 years ago that stated
“True love means growth for the whole
organism, whose members are all inter-
dependent and serve each other ... We
see the same thing among the bees, who
all work with equal zeal gathering

honey.” This comparison between a body,
a beehive and a religious community
made me wonder if multilevel selection
could make as much sense of religious
groups as the other collective units of
life. I believe that the answer is “yes.”2
In addition, the same evolutionary
principles can explain other human
social organizations—such as politically
and ethnically defined groups—leading
to a truly general theory of “unifying
systems” in our own species and in life
in general.

The possibility that human moral
systems (religious and otherwise) can be
explained as a product of evolution has
only recently become an active field of
inquiry and will surely be regarded as
controversial against the background of
previous intellectual traditions, religious
and secular alike. In addition to chal-
lenging conventional views of religion, it
also challenges major paradigms in the
social sciences, such as individual self-
interest as a grand explanatory principle.
However, far from threatening basic
moral values, an evolutionary theory of
“unifying systems” can strengthen them
and lead to practical solutions to modern
societal problems. After all, if morality
is an adaptation that can evolve under
appropriate social and environmental
conditions, and if evolution can take
place by fast-paced cultural processes in
addition to slow-paced genetic processes,
then by establishing the appropriate con-
ditions we can influence the future course
of moral evolution. [

1 Moral behavior, such as members of a group
altruistically helping each other, confers an evo-
lutionary survival advantage. Moral systems
have therefore evolved through natural selection

and are deeply rooted in biology rather than
simply in reason or religious revelation.

2 Wilson D S. Darwin’s Cathedral: Evolution,
Religion, and the Nature of Sociery. Chicago,
University of Chicago Press, 2002.
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Ask the ethicist:

Conflicting roles for the physician

uestion: A 42-year-old custodian

with diabetic neuropathy was

treated for sepsis. A clot formed

around an intravenous catheter

and anticoagulation was instituted. He
was confined to bed and chair, transfer-
ring with assistance. He had repeatedly
fallen at home, but had refused to enter a
nursing home. In the past 10 years, he
had been hospitalized often under the
care of an internist or her partner. The
internist convinced him to execute a
health care proxy. His advance directives
included not being kept alive by mechan-
ical ventilation. Estranged from family
and friends, he begged his doctor to serve
as his health care agent. She reluctantly
agreed. He named her partner as alter-
nate. Despite his sometimes idiosyncratic
thought patterns, his physicians agreed
that he had decisional capacity. A hospital
consultant noted that a doctor may not be
both attending physician and health care
agent for the same patient. The internist
told the patient that if he were to become
incapacitated, she would turn his care
over to her partner and become his health
care agent.

That evening, the patient tried to
return to bed without help and fell. No
one called the internist and she first
learned of the fall on rounds the next
morning. Later that day, the patient
complained of a headache. A CT scan
showed small hemorrhages in the frontal
lobes and a small subdural hematoma.
Eighteen hours after he fell, the patient
received vitamin K and fresh frozen
plasma to reverse anticoagulation. A
neurologist advised transfer for possible
surgery. The patient consented to intuba-
tion and ventilation for transport with
assurance that, if his condition worsened,
he would not be kept alive by mechanical
ventilation. On arrival, he was unrespon-
sive. A repeat CT scan showed massive
bleeding in the brain. The neurosurgeon
concluded that evacuation of subdural
blood would not improve the patient’s
clinical condition.

Did the internist make the right
choice by agreeing to become the
patient’s health care agent? Can problems
arise from that decision?

esponse: At first blush, this case
appears to support the correctness
of the physician’s decision to

serve as the patient’s health care agent:
when she transferred the patient for
neurosurgical care she ceased to be his
attending physician. Soon thereafter,
when he became comatose, she became
his legally appointed decision-maker,
empowered to speak with the same
authority he formerly possessed.! By
conveying the patient’s wishes as
gleaned through direct conversation
and his written directive, she could, if
necessary, compel the surgeons to
withdraw life-sustaining treatment.

There are, however, problems with
the case. If physicians and proxies,
even when well-intentioned and well-
prepared, never disagreed about a
patient’s care, there would be no need
for surrogacy. Here, both roles are
embodied in a single person, internalizing
any disagreement. If the first scan had
showed what the second one showed,
and neurosurgery had refused to accept
the patient, the internist might have
felt conflicted.

She could have chosen to remain his
attending physician to pursue treatment,
because the outcome remained in doubt:
the concept of futility is controversial
and, when tested, may not receive legal
support.2 Physicians who ignore advance
directives usually claim that the direc-
tives are not operative because the situa-
tion is not “hopeless” or the condition is
not “terminal.”3 Some states foster this
kind of evasion by restricting the agent’s
authority to “terminal illness” or “per-
manent” coma. The state in which this
patient lived (New York) however, does
not make such restrictions.

Paradoxically, by abrogating her role
as attending in favor of that of agent, the
internist could gain greater control over
the outcome of the case. She might,
however, hesitate to carry out the
patient’s wishes. His fall and the delay in
reversing anticoagulation no doubt
intensified her conflicc. With his history,
he should perhaps have been watched
constantly from the time of admission.
Moreover, it would be hard to argue

that, after he fell, he did oz suffer fur-
ther harm from failure to reverse antico-
agulation promptly. The perceived
threat of a lawsuit, brought by a dis-
tanced family, might sway the internist-
as-agent toward aggressive treatment
rather than strict adherence to the
patient’s directives. Despite her prior
assurance to her patient, she had the
legal right to decline to serve as his
health care agent when the time came.
That might have been the wiser choice.

In 24 states and the District of
Columbia, a principal’s “doctor” (or
“attending” or “supervising” physician)
may not serve as health care agent.4 New
York and New Jersey indicate that the
doctor may be one or the other but not
both at the same time. As in this case,
interpretation remains debatable.
Arguably, a person designated as agent-
to-be becomes the agent only if and
when the principal becomes medically
incompetent. Only the District of
Columbia makes it clear that a principal
may not appoint an agent who is his or
her physician on either the date of sign-
ing or the date on which the document
takes effect.

Arguing against such restrictions,
Rai, Siegler and Lantos> claim that
“managing potential conflicts serves
patients better than denying them the
right to choose {their agent].” As this
case shows, it is difficult for the physician
to assume both roles, even sequentially.

| Etbhicist continued on page 12 |
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A medical ethics forum from Harvard Medical School:

Why Oregon matters: death, assisted suicide and the
principle of double effect

This is an edited and updated transcript of a
Sorum presented by the Harvard Medical
School Division of Medical Ethics in May
2002. It was moderated by Susan Block,
MD, chief of adult psychosocial oncology ar
the Dana Farber Cancer Institute and
Brigham and Women's Hospital.

approved a referendum making physi-

cian-assisted suicide legal for terminally
il patients. After multiple legal challenges,
the Oregon Death with Dignity Act went
into effect in Ocrober 1997. Bur the debate
did not end there. In November 2001, U.S.
Attorney General _Jobn Asheroft attempred to
use the anthority of the federal Drug
Enforcement Agency to stop Oregon physi-
cians from writing lethal prescriptions.

Iﬂ November 1994, Oregon voters

The Oregon Death with
Dignity Act

Linda Ganzini, MD, professor of psychia-
try at the Oregon Health Sciences University

I'm going to focus on data from a
variety of studies we performed in Ore-
gon between 1994 and 1997, and since
enactment of the Oregon Death with
Dignity Act in 1997.

The Death with Dignity Act allows a
terminally ill person to request a lethal
prescription of medication for the pur-
pose of self-administration. There are a
series of safeguards: a second physician
must certify that the patient is termi-
nally ill; if there is concern that the
patient has a mental disorder, there needs
to be a consultation with a psychiatrist or
psychologist; there is a 15-day waiting
period during which the patient must
make two oral and one written request;
and all prescriptions must be reported to
the Oregon Health Division.

All physicians who prescribe under
the Act are required to notify the Oregon
Health Division and provide documenta-
tion that the legal requirements are met.
To date, there have been 129 deaths by
assisted suicide under the Act.!
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People initially thought this was a
vote for how bad palliative care and care
of the dying were in Oregon. And there
were concerns that with something as
simple as assisted suicide there would not
be any impetus to improve care of the
dying. What we found, in fact, is that
even at the time the Death With Dignity
Act passed, Oregon was already ahead of
the curve in care of the dying and has
continued to be ahead of the curve. It has
a very high rate of hospice care: currently
36 percent of all Oregonians die in hos-
pice care, and only 2 percent of Oregoni-
ans lack insurance for hospice. Not
surprisingly then, the vast majority—
78 percent—of patients who died by
assisted suicide were enrolled in hospice.
Also, Oregon has the highest per capita
morphine use, perhaps because there are
fewer barriers to narcotic prescribing.

In our survey of Oregon physicians,?
we found that 33 percent thought that
between 1994 and 1999 hospice had
become more available, even though
there has been no increase of hospice
availability at all. Thirty percent said
they were referring patients to hospice
more often, while only 2 percent said
they were referring less frequently. In our
survey of physicians who had taken care
of at least one terminally ill patient, over
70 percent said they had improved their
recognition of depression in the termi-
nally ill, improved their knowledge of
pain medications, and felt more confi-
dent about pain medication. Two studies
have explored why patients request
assisted suicide: In one, physicians filled
out information on 143 patients request-
ing lethal prescriptions.3 In the other,
hospice nurses and social workers filled
out information on 119 patients who
received a lethal prescription.4

When we asked the hospice nurses
and social workers to compare patients
receiving lethal prescriptions to other
hospice patients, only 15 percent
reported that the requesting patients
had more pain than other hospice
patients, and only 10 percent reported

that these patients had more shortness

of breath. About 40 percent reported
that these patients had fewer of those
symptoms compared to other hospice
patients. This finding indicates that it’s
not uncontrolled physical symptoms that
drive patients to make these requests.

So what is it?

Nurses and physicians both agreed
that many requesting patients thought
existence was pointless, their quality of
life was poor and they were ready to die.
But the big reasons, according to hospice
nurses, hospice social workers and physi-
cians, were fear of loss of independence
and wanting to control the circumstances
of death. Here are some quotes from
various physicians on why these patients
made these requests: “Exerting his will
over his last moments was what was
important.” Another physician who
opposed assisted suicide but had gotten
several requests: “These were individuals
who wanted control of their lives and it
was a control issue. And they stated it up
front. It had nothing to do with the care
they were getting, and they would return
to it and return to it and you could say
‘We're doing all we can. We’re making
this commitment to you. We’re going
to try to take care of you.” But they sort
of fixated on ending their life from the
get-go.” This is another one: “I think
her big fear was loss of control. She
wanted to control things up to the end.
She wanted to plan it. She wanted things
to go the way she wanted. She did not
want to wait.”

The legal debate

Robert Burt, JD, Alexander Bickel
Professor of Law at Yale Law School

I want to briefly give you some basic
information about the current legal
struggle between Attorney General John
Ashcroft and the state of Oregon.

In November 2001, John Ashcroft said
that in his estimation he had the authority
to revoke the license of any physician
who prescribed lethal medication. He
drafted a regulation that would apply only




to Oregon. The regulation provided that
any physician who prescribed medication
for lethal purposes and reported this fact
to a state health agency would have his
license revoked. The only place in the
country where any physician would be
motivated to report such a prescription to
a state health agency is Oregon. The state
of Oregon immediately took Ashcroft to
federal court, challenging his statutory
authority to issue this regulation. In April
2002, a U.S. district judge in Oregon
overturned Ashcroft’s interpretation, rul-
ing that the attorney general did not have
the authority that he claimed under the
statute. [The case is currently on appeal in
the U.S. Court of Appeals for the 9th
Circuit. ed.}

Here, briefly, are the substantive argu-
ments on each side. Under the 1970
Controlled Substances Act, any prescrip-
tion for a controlled substance—which
includes barbiturates and opioids—must
be issued for a “legitimate medical pur-
pose by a practitioner acting in the usual
course of his professional practice.”
Ashcroft claimed that prescribing a
controlled substance for the purpose of
hastening death was not a legitimate
medical purpose.

In 1984, the Congress passed an
amendment to the Controlled Substances
Act, which provided that the attorney
general may revoke any practitioner’s
license for prescribing any controlled
substance if the attorney general deter-
mines that “the issuance of such registra-
tion would be inconsistent with the
public interest and would constitute con-
duct which may threaten the public
health and safety.” It’s quite clear that in
1984 Congress was very concerned about
the cocaine epidemic and the street use of
drugs. Congress wasn’t thinking about
assisted suicide—nobody was. Nonethe-
less, the statutory language didn’t just
say “street use of drugs or narcotics for
criminal purposes.” It thus seems to me
that Ashcroft has a reasonable argument
based on the 1970 Act and the 1984
amendment. Having said that, it seems
to me that the opponents have a stronger
contrary case.

In ruling against Ashcroft, the Ore-
gon federal district judge put forward a
two-pronged argument. First, he said,
when you look at the statute, it clearly
isn’t about assisted suicide at all, so it
doesn’t apply to physician prescription of

lethal medication. Second, he said, there
are important federalism concerns that
must guide the interpretation of the
congressional act. A sovereign state has
solemnly decided that within its bound-
aries assisted suicide is to be legalized.

The Congress itself has not explicitly
spoken to this issue. There were attempts
to pass statutes that did explicitly speak
to this issue, but the Congress didn’t pass
them and our federal system is meant to
ensure respect for state autonomy to
some significant degree. In my judg-
ment, the district judge’s interpretation
of the statute was reasonable and should
be upheld on appeal.

Let’s assume, however, that, in the
future, Congress explicitly amends the
statute to say, “We find that there is a
violation of the Controlled Substances
Act for anybody prescribing lethal med-
ication.” A few years ago, it would have
been clear that Congress had constitu-
tional authority to do this, but based on
recent Supreme Court rulings, it is no
longer clear that Congress has this
authority. The Supreme Court has been
increasingly constraining congressional
authority in order to protect states’ free-
dom of action. There is a long tradition
of federal drug regulation, and a few
years ago that fact alone would have car-
ried the day for congressional authority.
But today the question is wide open.

It seems clear that the Oregon district
judge was right to interpret an ambigu-
ous statute in favor of the state’s freedom
of action. In effect, the district judge said
that if Congress really wants to forbid
use of controlled substances for assisted
suicide, the Congress must say so with-
out ambiguity—and then the courts will
consider whether Congress does or does
not have constitutional authority in this
matter.)

The principle of double
effect

Nicholas Christakis, MD, MPH, PhD,
professor of medical sociology in the Depart-
ment of Health Care Policy, Harvard
Medical School

I was asked to comment on the princi-
ple of double effect and its relevance to
palliative care and physician-assisted sui-
cide. So let me begin by stating that I
believe that our intentions matter. It’s
not only the outcomes of our actions, but

our intentions that are extremely impor-
tant. I have to say at the beginning that I
believe in the doctrine of the double
effect and I'm deeply committed to the
use of drugs in the care of terminally ill
patients.

The doctrine of double effect is an
idea that has a very ancient Catholic root,
primarily substantiated by St. Thomas
Aquinas. It was, needless to say, initially
propounded in areas that had nothing to
do with medicine. According to the doc-
trine, a person may licitly perform an
action that he foresees will produce a
good and a bad effect, provided that four
conditions are met. Number one, that
the action in itself, from its very object,
be good or at least indifferent. Number
two, that the good effect and not the evil
effect is intended. Number three, that
the good effect not be produced by
means of the evil effect. You can’t do
something bad in order to do something
good that follows on from it. And num-
ber four, that there be a proportionately
grave reason for permitting the evil
effect. The doctrine originally found use
in nonmedical contexts such as in discus-
sions of the permissibility of killing
civilians during wartime. And according
to the doctrine of double effect, while it
is never permissible to intend to kill
civilians, it is permissible to anticipate
the inadvertent killing of civilians in the
conduct of warfare. Just because a bad
side effect can be foreseen does not mean
we are obliged to avoid the action.

Often this sort of double effect
argument is seen by its critics as rank
sophistry justifying horrible actions.
Some have argued that there is an exten-
sion that may help mitigate this. In his
book _Just and Unjust Wars,6 Michael
Walzer argued that it is not enough that
one is not #rying to kill innocent civil-
ians. One must affirmatively try 7oz to
kill them and this means that soldiers
have to assume a certain risk, an affirma-
tive risk, in order to protect the unin-
tended killing of innocent civilians.

In the euthanasia example this would
technically mean—if we take this argu-
ment seriously—that when we use mor-
phine or other drugs to relieve pain, we
would have an affirmative duty to try to
mitigate the effects of the morphine in
accelerating death. So we would give the
person the morphine and immediately

Orvegon continued on page 6 |
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start mechanical ventilation to stop the
effect of morphine in decreasing the
respiratory effort of the patient. Or we
would treat pneumonia that might result
from the patient’s decreased respiratory
effort. If we were to hesitate to do this,

it would reveal that we actually desire to
relieve the pain in terminally ill patients
in two ways: the direct effect of the mor-
phine or other drug in relieving pain,
and the indirect effect of the drug in
accelerating death. It would mean that
we were hiding behind the fig leaf of
double effect. We would intend both
effects but we would say we're only
intending one, because if we really didn’t
intend both effects we would take affir-
mative actions to countermand the indi-
rect effect. I am not suggesting that we
should avoid morphine, or that we
should, as a clinical matter, take the steps
mentioned here; rather, I am pointing
out a philosophical implication of certain
types of clinical care. As a palliative care
doctor, I have little problem with the
‘side effects’ of pain relief.

One of the other key problems in using
the doctrine of double effect to justify or
excuse ourselves from accelerating a
patient’s death or causing some other evil,
is the problem of self-deception. My
impression has been that many physicians
who use these drugs say, in a kind of
winking fashion, “I'm just using it to
treat the pain. And I really don’t intend
for the patient to die, even though I know
the patient is going to die.” I have a sense
that maybe they are either deceiving
themselves or attempting to deceive me,
knowing full well that the patient is
going to die, perhaps even intending that
the patient dies, but conveniently being
able to say “Oh, I don’t intend that the
patient die.” So the authenticity of the
claim of lack of intention can be called
into question. Once again, I am not
opposed to the use of helpful drugs, even
if they accelerate death; rather, I am draw-
ing attention to the cogency with which
we apply the doctrine of double effect.

Palliative care
Eric Krakauer, MD, PhD, associate
director of the Palliative Care Service at
Massachusetts General Hospital

Although I studied philosophy before
medical school, I never thought seriously
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about the principle of double effect until
I was confronted as a medical resident
with clinical dilemmas in caring for hos-
pitalized patients with life-threatening
illnesses. I sometimes think of double
effect as my most important tool in
providing palliative care. It has been
suggested that double effect is unneces-
sary for palliative care. This suggestion
ignores the fact that patients facing
terminal illnesses often are both very frail
and suffering from severe pain or other
symptoms. This certainly is the case in
my practice at a tertiary care center.
Although the limited available data
indicate that opioids used carefully do
not hasten death, it happens sometimes
that a patient dies shortly after receiving
a dose of opioid deemed to be the mini-
mum dose necessary to relieve pain or
dyspnea and carefully chosen to mini-
mize the risk of side effects. And often
very large doses of opioid pain medica-
tions or sedatives are needed. The princi-
ple of double effect provides an ethical
basis for any clinician—including those
morally opposed to physician-assisted
suicide or euthanasia—to proceed with
aggressive efforts to assure comfort for
such patients as long as the patient
wishes to be comfortable and accepts

the attendant risk that death may be
unintentionally hastened.

The principle of double effect allows
clinicians to assure patients that they do
not have to suffer. Guided by this princi-
ple, I can use any required dose of pain
medication and, if necessary, anesthetic
agents for patients whose symptoms I
cannot control by any other means. I can
tell patients that they do not have to suf-
fer and I can allay their fears that ade-
quate treatment may not be available.

I find Dr. Ganzini’s data fascinating
and a little surprising, specifically the
fact that in Oregon it seems that severe
symptoms were not a main motivating
factor for requests for physician-assisted
suicide. Although the available data
might suggest otherwise, I still think
that if good palliative care were always
available, and if palliative sedation
guided by the principle of double effect
were available for the most extreme cases
of refractory distress, this would reduce
requests for physician-assisted suicide.

Finally, I think that Attorney General
Ashcroft’s action is a dangerous and
unnecessary intrusion by the government

into the patient/doctor relationship. It
threatens physicians in such a way that
they may be inhibited from providing
adequate palliative care for fear of losing
their ability to practice and maybe also
from fear of criminal prosecution. The
result would be that patients would suf-
fer more than they already do.

Discussion

Robert Burt: I find Dr. Ganzini’s data
very intriguing and I, too, am struck by
the absence of symptomatic complaints
and of the conventional instrumental jus-
tifications for physician-assisted suicide.
When you look back to the way the
debate has been conducted on behalf of
assisted suicide, the image put forward
always was an incurably suffering person
who has no other way out except by
physician-assisted suicide. But that’s not
the way it’s playing out in Oregon. Most
people, as the data indicate, are not suf-
fering from a recognized symptom, but
they want very much to be in control.
My own view is that death mocks that
ambition for all of us, and in our culture
we are particularly offended by that
mockery. We want to be in control about
everything, including the ultimately
uncontrollable reality that we’re all
going to die. So if we're not talking
about symptom relief but instead the
wish to control, and that wish involves us
in legitimizing practices which may be
fine for some people but has deleterious
consequences for others who are more
vulnerable, I would say that’s not an ade-
quate ground. I don’t think as a commu-
nity that we are obliged to give you the
illusion of control over death just because
you want it.

Linda Ganzini: It’s important to under-
stand that this is a group of people for
whom not being in control and being
dependent on others is a source of incred-
ible anxiety. It’s an interesting group of
people who have had some damaging
experiences in their lives where being
dependent on others, such as parents, was
a source of over-control and a source of
humiliation. They compensate for this by
going through life with different kinds of
attachments and that works well for
them. They’re quite successful in their
communities. In Oregon this fierce inde-
pendence is admired. I don’t think you




can underestimate the extraordinary anx-
iety and suffering they have at the
thought of being dependent on other
people at the end of life. Whether you
agree about assisted suicide or not, I
think that their voice needs to be heard
and integrated into what we do.

Question: Dr. Ganzini, prior to your
data we had worried that the kinds of
people who would participate in physi-
cian-assisted suicide were those who had
no connections, who were alone and had
no one to care for them, particularly peo-
ple who didn’t have hospice care. Is it
correct that your research has demon-
strated that actually it is the loners and
the radical individualists who opt for
physician-assisted suicide, not the people
in pain? And if you think that’s true,
isn’t there something pathologic about
people who would rather die than
depend on someone else?

Linda Ganzini: Within psychiatry
there’s a general rule that what consti-
tutes a mental illness is something that
causes suffering and interferes with your
ability to work and to love and to play.
This is a group of people who, along that
continuum, vary. I can tell you that in
those spheres, despite their injuries,
they’re often quite successful in life and
although many of them have smaller net-
works, some have very large networks; in
fact, they are the patriarchs and the
matriarchs of those networks. I think the
better way to look at it is, that within
mental health, we see people as having
levels of coping mechanisms. Some are
more mature than others. And clearly it
is a higher level of maturity to allow one-
self to be cared for by other people. But,
on the other hand, you just can’t say
these people have a mental illness. They
represent people who have strong control
issues. As several patients said to me, “I
don’t want no goddamn hospice nurse
wiping my butt.” It’s problematic to
admire people their whole life for certain
characteristics and then, only in the final
few months of life, say that this is sud-
denly pathological.

Question: What's frightening me is the
muddying of the water between physi-
cian-assisted suicide and palliative care.
Clearly, in physician-assisted suicide they
want the doctor to give them the pre-

scriptions for it. They could get a gun.
They could do it many other ways if they
really want that.

Eric Krakauer: Certainly one can say
that a lot of people could find some other
means for committing suicide. But the
patients I take care of often are so debili-
tated and so ill that they cannot. They
may have very little control over much of
anything.

Question (intensive care unit nurse):
In palliative care, the intent is comfort,
controlling pain, and the side effect often
is death. But I believe in my heart, and
this is oftentimes expressed to me by the
patients I care for, the biggest fear that
drives the desire for physician-assisted
suicide is pain. And if people have confi-
dence that their physicians can control
their pain and keep them comfortable,
the desire for death as an alternative to
that pain is not there, and oftentimes
they leave this world very nicely.

Susan Block: Remember what Dr.
Ganzini started out with: 98 percent of
people in Oregon have access to health
care and to palliative care, including hos-
pice care. Most of the patients she inter-
viewed were in hospice, so their pain
issues had been ameliorated because they
were getting good palliative care. So it’s a
different kind of population than you
would see in the hospital where we don’t
do as well with pain control.

Question: Recently, there have been
three well-publicized suicides, and I was
struck by the laudatory editorial com-
ments about those actions. It seems to
me this is a major change in our society
and that 10 or 15 years ago there would
instead have been negative comments.
Somehow this is related to this whole
issue and I just wonder if any of the pan-
elists have any comments.

Nicholas Christakis: I think there is
increasing acceptance of euthanasia or
“self deliverance” in our society and this
acceptance has arisen for a host of rea-
sons, including that death has become
seen as preferable to the alternative. The
alternative here being a cartoonish depic-
tion of a death in an intensive care unit
that is highly technologized, dehuman-
ized, institutionalized, depersonalized.

And death is seen as more desirable. The
contrast between death and end-of-life
care has been heightened to the point
where we see these things—such as
euthanasia or suicide—as legitimate
choices in our society.

One of the fascinating things is that
in our society today we see little virtue in
suffering. And to the extent that we
devalorize those who are suffering, we
make it harder for them to suffer. It’s
regarded as a reprehensible state, and the
sufferer becomes an unwelcome member
of our society, both because he or she
makes us uncomfortable and because
there’s something wrong with the person.
And it can lead to a belief in a kind of
Norman Rockwellesque depiction of
physician-assisted suicide: the kindly
doctor with the little black bag gently
administering morphine to patients
dying peacefully at home. U
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The legal column:

The Wendland case: on families and fantasies

left Robert Wendland comatose for

well over a year. Hoping for his
recovery despite the odds, his wife,
Rose, wanted him to receive all available
treatment. Some 16 months after the
accident, Robert regained consciousness,
but was left profoundly and perma-
nently physically and mentally disabled.
Despite receiving months of therapy,
Robert remained paralyzed on his right
side; he was aphasic and could not mean-
ingfully communicate even with assistive
devices. His wife and children never saw
that he recognized them. He could not
perform any activities of daily living; he
could not swallow and so needed a surgi-
cally implanted tube to get food and
water. Nevertheless, he could at times
follow some simple commands but only
with much coaching and then only
inconsistently. He could at one point
operate an electric wheelchair on his
own, although he could not avoid obsta-
cles in his path or reverse course if he
bumped into a wall. Clearly, Robert
lacked the mental capacity to make
contemporaneous decisions about his
life and future.

Almost two years after the accident,
Rose, whom the attending physicians
had always turned to for consent for
Robert’s continued treatment, decided to
stop the administration of food and fluid
to him through the feeding tube. This
decision came after Robert had pulled
this tube out of his body four times and
his physicians had told her he would
never get any better. Based on previous
conversations with him regarding such
matters and his values, she and her chil-
dren (as well as his brother with whom
he was close) were convinced that Robert
would not want to live under these
circumstances and would refuse to be
kept alive by medical treatment.

Her decision was challenged in
court by Robert’s estranged mother
(“estranged” because the court heard
uncontradicted sworn testimony that his

I n the fall of 1993, an auto accident
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mother had not set foot in Robert’s and
Rose’s home in the 10 years prior to the
accident and that their children did not
recognize her as their grandmother). The
trial judge ruled that Rose could not
legally stop his tube feedings. Ulti-
mately, the California Supreme Court
ruled that Rose lacked the legal authority
to refuse tube feedings on her husband’s
behalf that would have allowed him to
die.! Had Robert used a durable power of
attorney for health care to give Rose his
medical decision-making authority or if
had he left formal, written instructions
about future treatment or about who
should make medical decisions on his
behalf, the Court stated (albeit somewhat
grudgingly) that his choice should have
been respected.

In the absence of a durable power of
attorney or another formal document, the
Court concluded that the incompetent
patient’s constitutionally protected right
to life and right to privacy require that
his surrogate prove by “clear and con-
vincing evidence” that either the patient
previously had refused the treatment in
question under the exact circumstances
he now is in or that stopping treatment
is in his best interest. (For reasons very
hard to understand given that everyone
must have the same constitutional rights,
the Court exempted conscious, terminally
#ll incompetent patients and permanently
unconscious patients from the reach of its
ruling.) As Rose had not produced evi-
dence sufficient to meet either of these
standards, the Court ruled that she could
not refuse tube feeding. Consequently,
the Court required that all life-sustaining
treatment (including, of course, the tube
feeding) must continue despite the sin-
cere conviction of Robert’s closest family
members that he would not want such
treatment or to live under the heavy bur-
dens his injuries imposed on him. The
extent of this burden was confirmed by
the two independent medical experts
hired by Robert’s own lawyer: both
found that he evinced experience of noth-

Santa Clara University, CA

ing other than frustration, pain and dis-
comfort, irritability, aggressiveness
towards others, and unhappiness.

Close family members will find the
Court’s standard of proof nearly impossi-
ble to meet. The patient must have
expressed his or her wishes very precisely
in order for the family to be able to uti-
lize them. The family must be able to
show that its incompetent relative
“would desire to have his life-sustaining
medical treatment terminated under the
circumstances in which he now finds himself”
(emphasis added). As none of us has a
crystal ball, it is purely a fantasy to think
that the typical person will be able to
predict the future and express his wishes
so precisely.

One lesson from Wendland is very
familiar: every adult ought to formally
designate a person who will have clear
authority to act as her surrogate to make
medical decisions on her behalf when she
cannot do so herself. But despite excel-
lent reasons to create a durable power of
attorney or another legally recognized
form of advance directive, the over-
whelming majority of Americans have
not done so. Despite serious efforts to
educate the public and promote advance
directives, only some 10 tol5 percent of
Americans have one—and many of these
cannot be found at the crucial time or are
found to be legally invalid. Why this is
true is nowhere as important than it sim-
ply is true—and will almost surely con-
tinue to be so into the future.

Most Americans count on their close
family members being able to make
medical decisions for them if they cannot
do so themselves, but Wendland ignores
this reasonable and common expectation.
Close family members should presump-
tively be the ones who decide when it is
right to forgo treatment of their incom-
petent relative. They treat the patient as
an individual person because they know
her the best, care for her, and have her
best interests at heart. The Latin root of

| Legal continued on page 12|




Ethics and the humanities:

So Far From God

By Ana Castillo
Penguin/Plume, 1994

na Castillo’s So Far From God
tells the story of two packed
decades in the life of a Chicano

family living in a lictle New Mexico
town. Sofi and her four daughters live a
life that is both traditional and strange.
Their stories raise, among other things,
the question of how illness and death are
embedded in social and political realities,
as well as how narrative frequently poses
interpretative challenges.

Sofi’s youngest, La Loca, age 3, is
pronounced dead following a seizure.

At her funeral, La Loca rises out of her
casket and is resurrected. “The lid had
pushed all the way open and the little
girl inside sat up, just as sweetly as if
she had woken from a nap, rubbing her
eyes and yawning. ‘sMami?’ she called,
looking around and squinting her eyes
against the harsh light. ... as Father
Jerome moved toward the child she lifted
herself up into the air and landed on the
church roof.” La Loca has come back to
pray for the townspeople and lives to
become an adult.

Esperanza, the oldest, is a news broad-
caster and is sent to Saudi Arabia to cover
a war. During her time there she is
killed. (“Tor ... tured,” La Loca tells her
mom two weeks before the army sends an
official letter). Later in the book, Esper-
anza appears many times in “ectoplas-
mic” form to individual members of the
family (except the hyper-rational Fe).

Fe despises Esperanza’s “La Raza” poli-
tics, and seeks material security above all
else. She marries her accountant cousin,
Casimiro, and acquires “the long-
dreamed-of automatic dishwasher,
microwave, Cuisinart, and the VCR,
which she had bought herself with her
own hard-earned money from all the
bonuses she earned at her new job.” Fe’s
job involves cleaning parts for the
weapons industry, where all the women

workers get severe headaches daily (and
receive ibuprofen from the factory nurse),
miscarry and have hysterectomies at
young ages. But the women are afraid to
speak up because the pay is “too good.”

As she is promoted, Fe works with
more and more dangerous chemicals and
her symptoms become unbearable. She is
diagnosed with cancer and calls the med-
ical treatment “torture.” A chemotherapy
catheter (to treat liver and lung cancer) is
misfed to her brain. This causes Fe to go
“around feeling for seventy-one days and
seventy-one nights like her brain wanted
to pop out of her skull and ... they only
kept insisting that it was all due to
stress.” Fe’s illness and death are rooted
in realities of the plant’s deliberate
deception, the illegal exposure of its
workers to lethal chemicals, and the
complicity of the weapons industry.

The promiscuous, heavy-drinking
Caridad, who is beaten and mauled, and
barely put back together at the hospital,
is later mysteriously cured—made whole
and beautiful again—and she becomes a
healer. With the tutelage of dofia Felicia,
the curandera, Caridad learns about diag-
nosis and natural remedies, “... many
had as much to do with the body as with
the spirit; and aigre, which could be
translated to a number of things, the
most common being gas.”

On a pilgrimage with dofa Felicia,
Caridad falls in love with a nameless
woman, but then drops out of sight for a
year, living in a cave as an ascetic, long-
ing for “la Woman-on-the-wall.” Instead
of the isolation she craves, people flock to
her looking for miracles. She finally
returns home to continue as a healer. She
also becomes a channeler, giving voice to
thoughts from the spirit world.

Later, she and “la Woman-on-the
wall” find each other and end their lives
“flying off the mesa.” To the surprise of
everyone, there were “no morbid

Review by Ann Folwell Stanford, PhD

Associate Professor, School for New Learning
DePaul University, Chicago, IL

remains” at the bottom. “There was
nothing. Just the spirit deity Tsichinako
calling loudly with a voice like wind,
guiding the women ... down, deep
within the soft, moist dark earth where
Esmeralda and Caridad would be safe and
live forever.”

As an adult, La Loca spends long
hours at the stream below the family’s
house playing her fiddle and talking to a
gauzy woman who looks quite a bit like
the mythical La Llorona. Loca falls ill and
Dr. Tolentino (who attended Northwest-
ern University Medical School) diagnoses
full-blown AIDS. He offers a “trata-
miento” to make Loca more comfortable,
if Sofi and Loca wish. Using only holy oil
and his hands to open Loca’s abdomen,
he pulls out a blood clot, cystic fibroids
and an ovarian tumor. Just a slim red
mark across Loca’s belly remains. As La
Loca sickens, a mysterious “Lady in Blue”
(who no one else sees) visits her, “just
making her feel better when she couldn’t
get out of bed no more.” One night the
Lady appears and sings as Loca goes to
sleep in her arms, smiling as she closes
her eyes for the last time.

I can’t possibly do justice to Castillo’s
wonderful book in the small space of this
review, and it is important to say that it
is not a “representational” book; that is,
it does not necessarily represent “Latino”
experiences of illness. What the novel
does do, however, is to draw on Latino
culture and traditions as it explores how
illness is frequently embedded in social
and political contexts, as well as the
interesting question of how the reader
untangles the many threads of narrative
complexity—how do we know what is
“real?” And what is one to do with
uncertainty? Castillo’s characters provide
lively, thought-provoking, and even
hilarious ways of approaching such
questions. L[]
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Dialogue:

Ethics and fetal research

he news that something has

gone wrong in one’s pregnancy

will be devastating to a woman.
Experts may refer to “a fetal anomaly,” “a
fetal patient,” and discuss the possibility
of experimental “maternal-fetal surgery,”
but these words cannot begin to capture
the anguish and anxiety of the situation.
Nor can the dreadful choices presented
to a pregnant woman with a damaged
fetus be fully conveyed by the term of
“informed consent.” Decisions to be
made in such cases are emotionally
charged and present excruciating moral
dilemmas.

Such dilemmas have appeared in the
developed world as part of the modern-
ization and medical control of reproduc-
tion. The possibility of innovative,
sophisticated technologies of maternal-
fetal surgery have only emerged in the
wake of the reduction of infant mortality,
the development of the medical specialty
of obstetrics, and new technologies of
fetal monitoring and ultrasonography.
The ready availability of contraception
and legal access to elective abortion has
further complicated childbearing deci-
sions. The landscape of family formation
has been forever changed.

At the same time a new awareness of
the maternal-fetus relationship has
emerged in many fields from feminist the-
ory, psychosocial research and evolution-
ary biology. Today it is clear that there can
exist female ambivalence toward child-
bearing and the potential for different
kinds of maternal-fetal conflict. Yet epi-
demics of infertility and other cultural
developments that newly enhance the
value of children have raised the stakes in
women’s reproductive decisions. Maternal
satisfactions are newly appreciated and
parental altruism can be seen as the main-
stay of social and biological flourishing.

For both biological and cultural rea-
sons women will invest enormous effort
and energy in childbearing and child
rearing. They have a strong drive to pro-
tect their offspring and can identify with
the fetus as their own flesh and blood.
Maternal bonding with a fetus can begin
early and be strengthened by ultrasound
images. Women’s emancipation and free-
dom to choose can make their desires for
children more intense. Fortunately, new
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respect for women’s rights has been part
of a general human rights movement
that has also benefited other vulnerable
groups such as infants, children, patients,
prisoners and experimental subjects.

In this complex new cultural context
Laurence B. McCullough, PhD, and
Frank A. Chervenak, MD, have proposed
an admirable ethical framework for deal-
ing with the challenges presented by
innovative fetal research! (“An ethical
framework for fetal research,” Labey
Clinic Medical Ethics, Winter 2003). The
authors attempt to give proper moral
weight to the claims of the pregnant
woman, the “fetal patient,” and to the
physician-investigators who want to
further medical progress. The authors
set forth ethical criteria for the initiation
and assessment of clinical trials, selective
criteria for inclusion of subjects, guide-
lines for the informed consent process,
and justifications of the obligation of
treating physicians to support clinical
investigations that will benefit future
patients.

In undertakings of innovative medical
experiments, risks and benefits remain
uncertain. The uncertainty along with
the promise of benefits produces the need
for clinical trials accompanied by thorny
problems of informed consent. Con-
structing ethical criteria for experimental
maternal-fetal surgery is a particularly
complex challenge because two lives are
involved and the stakes for a woman and
her family are enormously high.

Looming in the background of the
authors’ proposed framework are contin-
uing ethical conflicts over abortion and
the moral status of the fetus at different
stages of development. Other complicat-
ing debates exist concerning the medical
and moral indications for starting and
stopping experimental clinical trials.
Fundamental difficulties in acquiring
truly informed consent also have to be
confronted. Without delving into the
ongoing arguments and conflicts of
bioethics, the general criteria proposed
in McCullough and Chervenak’s ethical
framework seem sensible.

They propose that clinical trials can
begin when 1) there exist reliable expec-
tations that fetal interventions may be
life-saving or prevent serious and irre-

versible disease, injury or handicap for
the fetus; 2) the pregnant woman’s risks
of disease or injury for the present and
future pregnancy is reliably expected to
be low; and 3) among alternative designs
for intervention, those with the least risk
for the fetal patient will be chosen. In
other words neither the welfare of the
woman or the fetus can be disregarded or
sacrificed for the other.

Of course there is always the problem
remaining of who decides whether ethi-
cal criteria to initiate or stop clinical tri-
als have been met. Who will measure the
disagreement or agreement in the expert
clinical community and by what meth-
ods? The authors recommend outside
monitoring boards to prevent investiga-
tor bias and to protect subjects. Unfortu-
nately, medical research enthusiasm and a
desire to recruit subjects can produce
subtle pressures upon subjects to agree to
interventions. False hopes or therapeutic
misconceptions have to be avoided.
Potential coercion of women from all—
investigators, treating physicians, hus-
bands and families—must be guarded
against by rigorous non-directed proce-
dures for obtaining consent.

In order to further protect the auton-
omy of a woman’s decision, the authors
recommend (somewhat unrealistically?)
that only neutral language be used. Thus
no loaded words such as “father” or
“mother” should be allowed. And in this
approach the very worst four letter word
to be avoided is b - - y. Of course preg-
nant women do not usually think of
themselves as carrying a fetal patient, but
as having something wrong with the
baby. Still the authors insist that the
woman must be clearly informed that
“she is under no obligation to the fetal
patient to enroll it in a clinical research
project.”

In the same neutral spirit, there
should be no exclusion criteria regarding
a woman’s countenancing of elective
abortion or the choice to produce an
affected infant. Throughout the process
the individual woman must be granted
the power to give, or withdraw, the sta-
tus of patient to the fetus. This accep-
tance of the individual woman’s power to
unilaterally confer or deny the status of
patient to the fetus will disturb those




who judge that human life has moral
claims beginning with conception. But
this aspect of the proposed ethical frame-
work, along with the use of neutral lan-
guage, can be seen as an effort to protect
a woman from external pressures while
making her decision.

Yet, even if external pressures are
minimized, a woman will still confront
inner moral struggles. In such a crisis
women will have to make an incredibly
difficult moral decision. Both positive
and negative responses may be aroused
in the process. Intense hopes can be
invested in a pregnancy as well as anxiety
and fear over future consequences.
Morally socialized persons desire to do
good and avoid evil; women will feel the
ethical pull and pressure of conscience to
do the right thing. In the case of a preg-
nant woman, there can be further strong
desires to become a good mother and not
harm her offspring. The prospect of
regret and guilt over a decision can be
sobering. The risk of unknown outcomes
produces anxiety, even in normal preg-
nancies. Ironically, women’s new freedom
to determine their own maternal obliga-
tions produces its own burdens.

A woman’s choice may be determined
in great part by her perception or esti-
mate of the probabilities that the experi-
mental procedure can be of possible
benefit for her fetus. If there is minimal
or little benefit to be expected, then it
seems too much to ask that a woman
should volunteer herself and her fetus to
risks of harm in order to further the good
of future patients and medical progress.
The primary moral obligation of parent-
hood is to protect one’s own specific off-
spring. To offer one’s fetus for a risky
experimental procedure seems morally
callous, even if abortion is ultimately to
be elected. A personal sacrifice is one
thing; sacrificing one’s offspring another.

However, if there is some chance of
actual benefit to the fetus, then the situa-
tion is different—involving a more tor-
tuous decision. The risks to be taken may
be more acceptable if both one’s own
fetus and future fetal patients may bene-
fit. After all, the human species has only
survived this far by continuing acts of
maternal altruism. Consenting to innova-
tive experimental fetal surgery may be
one more gift that women can give to the
next generation.

Sidney Callahan, PhD
Distinguished Professor of Moral Theology
St. Jobn's University, New York
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Reply

idney Callahan rightly points out

that the abortion controversy is

“looming in the background” of our
proposed framework. Current “debates”
about the morality of abortion have hit a
dead end, because they have focused on
whether or not the fetus has independent
moral status, is a person, or has rights.
There is no way to resolve these disputes,
because there is no single, intellectually
and morally authoritative perspective
from which to resolve them. As a serious
intellectual discipline, ethics in general
and bioethics in particular should be
willing to recognize conceptual failure
when it repeatedly occurs. A distinct
advantage of our framework is that it lib-
erates the ethics of maternal-fetal
research and medicine from intractable
disputes about fetal rights. Indeed, our
framework explicitly rejects the concept
and language of fetal rights, in favor of
the clinically applicable concept and lan-
guage of the fetus as a patient.

Callahan correctly underscores the dif-
ficulty of reaching a reliable judgment
that equipoise exists or should exist in
the expert clinical community. It is cer-
tainly clear that new forms of surgical
management—as distinct from innova-
tive changes to existing techniques—
should never be presumed to be clinically
beneficial, despite the sometimes under-
standable enthusiasm of investigators
who have developed them. Before they
are tested, such expectations of benefit
must properly be understood to be only
theoretical. Moreover, as we pointed out,

new forms of surgical management
should always be tested in animal models
as the first step toward establishing more
than theoretical benefit. If animal models
are promising, small, well-designed and
thoroughly evaluated, experimental case
series should be undertaken. These steps
will ensure the collection of data that can
then discipline enthusiasm and result in
considered judgments about whether
equipoise exists.

We agree with, and want to empha-
size strongly, Callahan’s point that a
pregnant woman’s decision to enroll her-
self and her fetal patient in maternal-fetal
research involves serious “inner moral
struggles,” especially when there are non-
trivial risks of fetal loss. Investigators and
others involved in the consent process
can help potential subjects think through
their decision with care and thus manage
their moral struggles. Pregnant women
should—after they have developed a reli-
able understanding that the intervention
involves research and what the research
involves—be asked what is important to
them in their decision about whether to
enroll in the trial. They should also be
encouraged to draw fully on their social
supports, including spouse or partner,
family, spiritual or religious advisers, and
others whose judgment and wisdom they
trust. Leaving pregnant women without
an opportunity to reflect on their values
and leaving them on their own to make a
complex decision could result in such
struggles becoming more difficult than
they would be in the context of a com-
passionate and supportive informed con-
sent process. [J

Frank A. Chervenak, MD
Department of Obstetrics and Gynecology
New York Presbyterian Hospital

Weil Medical College of Cornell University,
New York

and

Lawurence B. McCullough, PhD
Center for Medical Ethics

and Health Policy

Baylor College of Medicine, Houston, Texas
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Laws barring physicians from acting as their patients’ legal surrogates protect not only
patients but their doctors as well.

David Goldblatt, MD
Professor Emeritus of Neurology and of the Medical Humanities
University of Rochester School of Medicine and Dentistry, NY

utcome: After the surgeon discussed the case with the internist, who was then

acting as health care agent for her former patient, the ventilator was stopped.

The patient soon died, without regaining consciousness. The family has not
pursued legal action. The physician has decided she will never again accept appoint-
ment as health care agent for one of her patients. [

1 Bernat JL. Ethical Issues in Neurology, 2nd ed. Boston: Butterworth-Heinemann. 2002:88-93.

2 ibid., pp 215-39.

3 Teno JM, Stevens M, Spernak S, Lynn J. Role of written advance directives in decision making:
insights from qualitative and quantitative data. | Gen Intern Med 1998;13:439-46.

4 www.partnershipforcaring.org

5 Rai A, Siegler M, Lantos J. The physician as health care proxy. Hastings Cent Rep 1999;29(5):14-9.
Also see Bernat, p.92.

Legal continued from page 8

“surrogate,” sur-rogare, can be translated as “to ask near.” When we cannot ask the
patient herself, we ask someone as close to her as possible.

Although many disability rights advocates urged the Court to be highly suspicious
of families who choose to let their loved ones die, close family should not be stripped
of medical decision-making authority for their incompetent relatives. To be sure,
family members will sometimes act selfishly, precipitously, or otherwise make ethically
objectionable decisions for their relatives, but this is likely to be quite rare. In such
situations, we should be able to count on the physicians, nurses, and health care insti-
tutions who are committed to patient well-being to serve as a check on rogue relations
who make medical decisions clearly contrary to the patient’s wishes or best interests. In
the last analysis, no stranger—Dbe she judge, physician, disability activist or lawyer—is
at all likely to be better situated as a surrogate decision maker, choosing in consultation
with a conscientious physician, than a close family member who has a demonstrated
personal connection to the patient. Physicians have been doing exactly this for cen-
turies and have created one ethical tradition that should not change. [

1 Conservatorship of Wendland, 26 Cal 4th 519, 28 P 3rd 151 (2002).
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