Quote to note
An earthquake achieves what
the law promises but does not
in practice maintain—the
equality of all men.
— Ignazio Silone
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etal surgery involves the repair of
a fetal anomaly either through a
hysterotomy or endoscopy. Such
procedures carry risks of harm and potential benefit to both the pregnant woman
and the fetal patient. For the pregnant
woman, these risks include morbidity
and, rarely, mortality associated with
major surgery and anesthesia, the psychosocial risks of losing a pregnancy or
living with the burden of iatrogenic
injury to a future child, and risks to
future pregnancies from uterine rupture.
Risks to the fetal patient include iatrogenic prematurity, injury and, rarely,
death. The potential benefits of fetal
surgery are reduction of mortality and
improvement in functional status for the
fetal patient with consequent psychosocial benefit to the pregnant woman and
her family. Although fetal surgery has
been attempted to correct a variety of
fetal anomalies, including meningomyelocele, diaphragmatic hernia, cystic
adenomatoid malformation of the lung,
and sacrococcygeal teratoma, at this time
fetal surgery is not considered standard
treatment. Increasingly, investigation
in that area is being conducted under
research protocols.1,2
A randomized, controlled clinical trial
of surgical repair of spina bifida is being
sponsored by the National Institutes of
Health. These and other trials that are
sure to follow underscore the need for an
ethical framework for experimental fetal
surgery.

The purpose of this article is to outline such a framework, which the authors
have presented in greater detail elsewhere.3 We will address ethical criteria
for the initiation and assessment of clinical trials, the informed consent process,
selection criteria based on abortion
preference, and cooperation of physicians
in the clinical investigation.

Ethical criteria for initiation and
assessment of clinical trials
Innovation in fetal surgery usually begins
with a single case and then case series,
preceded by work on appropriate animal
models. These steps are necessary to
determine the feasibility, safety and
efficacy of innovations.
We have defended three criteria that
must be satisfied in order to conduct
such preliminary investigations in an
ethically responsible fashion that takes
into account beneficence-based obligations to both the fetal patient and the
pregnant woman.3 The pre-viable fetus
is a patient in these cases because the
woman has made a decision to continue
her pregnancy4 to have the opportunity
to gain the potential benefits of the innovation. She remains free to withdraw that
status before viability.4 The viable fetus
is a patient in these cases in virtue of
viability.4
Our criteria include: 1) the proposed
fetal intervention is reliably expected (on
the basis of previous animal studies)
(Continued on Page 2)
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either to be life-saving or to prevent serious and irreversible disease, injury, or
handicap for the fetus; 2) among possible
alternative designs, the intervention is
designed in such a way as to involve the
least risk of mortality and morbidity to
the fetal patient; and 3) on the basis of
animal studies and analysis of theoretical
risks, both for the current and future
pregnancies, the mortality risk to the
pregnant woman is reliably expected to
be low and the risk of disease, injury or
handicap to the pregnant woman is reliably expected to be low or manageable.
The third criterion is important
because fetal surgery is also maternal
surgery. Investigators have an independent beneficence-based obligation to protect human subjects from unreasonably
risky research and should use beneficence-based, risk-benefit analyses. The
phrase “maternal-fetal surgery” is useful
when it reminds investigators of the need
for such comprehensive analysis. If it is
used to subordinate fetal interests to the
pregnant woman’s interest and rights, it
undermines the concept of the fetus as a
patient in favor of the concept that the
fetus is merely a part of the pregnant
woman.
Preliminary innovation should cease
and randomized clinical trials begin
when there is clinical equipoise. Clinical
equipoise means that there is “a remaining disagreement in the expert clinical
community, despite the available evidence, about the merits of the intervention to be tested.”5 Brody notes that one
challenge here is identifying how much
disagreement can remain for there still
to be equipoise.5 Lilford has suggested
that when two-thirds of the expert community, measured reliably, no longer
disagrees, equipoise is not satisfied.6
When the experimental intervention is
more harmful than non-intervention,
equipoise cannot be achieved. We propose that the satisfaction of the previous
three criteria with slight modifications
should count as equipoise in the expert
community.3
The above three criteria can be used in
a straightforward manner to define stopping rules for such clinical trials. When
the data support a rigorous clinical judgment that the first or third criterion is
not satisfied, the trial should be stopped.

When the clinical trial is completed, its
outcome can be assessed to determine
whether the innovative fetal surgery
should be regarded as standard of care.
The trial results should meet the three
criteria in order to establish the innovation as standard of care.3
Brody has underscored the value of
data safety and monitoring boards to
prevent investigator bias and to protect
subjects.5 Such boards should be used in
fetal research, especially to ensure adherence of the above-mentioned ethical
criteria as a basis for monitoring such
research.

The informed consent process
The informed consent process should
always be led by a physician competent
to explain any intervention, its alternatives and their benefits and risks. This
requirement means that the physicianinvestigator should lead the consent
process.
Like all consent processes for human
subject research, counseling the pregnant
woman about initial innovation or clinical trials should be rigorously non-directive. Investigators should emphasize the
distinction between research and treatment to prevent the therapeutic misconception. This is the belief of patients that
research, like treatment, will be beneficial and not involve disadvantages that
do not occur in the therapeutic setting.7
Words such as “mother,” “father,” and
“baby” should not be used, because these
suggest moral relationships and moral
status that do not apply.8 Words such as
“pregnant woman,” “husband,” “fetus,”
and “fetal patient” should be used
instead. The pregnant woman should
be clearly informed that she is under no
obligation to the fetal patient to enroll
it in a clinical research project.
To protect a woman from potential
coercion, her husband or partner and
other family members should be
reminded that while they may have
strong views for or against her participation, their role should be to support
and respect the woman’s decisionmaking process and its outcome.

Selection criteria based on
abortion preference
There should be no exclusion criteria in
research on fetal surgery based on will-
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ingness to countenance elective abortion.
Study designs would therefore have to
include elective abortion and birth of
adversely affected infants as endpoints.3

Cooperation of practicing
physicians with clinical
investigation
It is widely accepted that practicing physicians are justified in informing their
patients about relevant clinical investigations, and, with the patient’s consent,
referring them to the investigators. In
our view, there is also an obligation to do
so. The justification for this obligation
cannot appeal to the benefit to the pregnant woman or fetal patient, because by
definition, the existence of clinical investigation does not establish clinical benefit. However, there is an obligation to
future patients, pregnant and fetal alike,
to establish whether fetal intervention
improves the current standard of care or
not. All physicians should take seriously
their obligation to future patients to
assure that innovation has the opportunity to be validated scientifically and
ethically, rather than introduced in
an unmanaged fashion or simply
ignored.3 ■
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Ask the ethicist:

Is terminal sedation really euthanasia?
uestion: A 51-year-old man
suffered intractable pain from
widespread bony metastases of
lung cancer. Pain management
required over 3000 mg per day of controlled-release oxycodone (OxyContin),
high-dose daily fentanyl patches (Duragesic), high-dose glucocorticoid therapy,
and large dosages of benzodiazepines. He
had declined placement of an intraspinal
opiate pump because of fatigue, cachexia
and the wish to avoid invasive procedures. One weekend evening, his physician received a desperate call from the
patient’s wife that he was frantic with
pain. On admission, he was writhing,
moaning and restless. After discussing
treatment options with his wife, the
physician ordered intravenous midazolam
(Versed). Impressively large doses were
required to sedate him adequately but
adequate sedation and pain palliation was
accomplished without obvious respiratory depression. No hydration was given
other than that necessary for pain palliation. The physician was concerned that
sedating him in this way would accelerate the moment of death and therefore
might be construed as euthanasia. How
would you advise the physician?
esponse: Despite widespread ethical and legal support for terminal
sedation (TS), concern persists
that this is a form of euthanasia. Furthermore, a few prominent proponents of the
legalization of physician-assisted suicide
(PAS) and voluntary active euthanasia
have intentionally minimized the
distinctions between TS and euthanasia
and have argued that the similarities are
strong reasons to legalize PAS.1,2 Nevertheless, there are important ethical and
legal distinctions between TS and
euthanasia that justify permitting the
former in appropriate circumstances
while prohibiting the latter. Indeed, the
U.S. Supreme Court, in its landmark
decision stating that there is no
constitutional right to PAS, explicitly
endorsed TS as an acceptable legal
alternative to PAS for patients with
intractable suffering.2
Before discussing the ethical issues, it
is important to comment on two medical

issues. First, although it is not clear from
this vignette whether a hospice referral
had been made prior to his admission,
this patient with widespread bony
metastases from lung cancer, severe pain,
fatigue and cachexia appears to have been
very appropriate for hospice support.
Second, it should be emphasized that,
when such a patient is terminally
sedated, opiates should be continued at
doses equi-analgesic to those previously
used (usually given intravenously) to
avoid worsening of pain as well as opiate
withdrawal symptoms.
Terminal sedation — perhaps more
properly called palliative sedation —
consists of sedating a patient to the point
of unconsciousness to relieve one or more
symptoms that are intractable and unrelieved despite aggressive symptom-specific treatments, and maintaining this
condition until the patient dies. Typically, artificial hydration and nutrition
are withheld, as they no longer offer any
benefit to the patient and may cause
adverse effects, such as pulmonary
edema. In rare cases, terminal sedation
may be initiated in patients who are alert
and cognitively intact but suffer from
one or more severe and intractable symptoms. In such cases, because TS is likely
to significantly shorten the patient’s life,
its use remains controversial. However,
in most instances of TS, patients are suffering from terminal delirium in combination with other symptoms, such as
pain or dyspnea, and are imminently
dying. In these cases, because it is very
unlikely that TS shortens the patient’s
life significantly (indeed there is some
evidence is may slightly prolong it) the
use of TS is much less controversial.3–5
This patient appears to fall into the
latter category. Whether sedated or not,
it is unlikely that this patient will ever
again take food or fluid orally or survive
more than a few days to a week or two.
As in most cases of TS, it is difficult to
imagine an alternative method of keeping this patient comfortable for whatever
time he has left. To assure that comfort
cannot be achieved otherwise, once he is
sedated and receiving appropriate intravenous opiates, it might be reasonable to
cautiously lighten his level of sedation to
3

determine whether he can be comfortable
and awake. However, it is unlikely that
this will be possible and therefore, to
assure his comfort, resuming aggressive
sedation will be necessary. Furthermore,
because he appears to be imminently
dying of his advanced cancer and has
already suffered greatly, and because such
an “experiment” is most likely only to
increase his suffering, it is by no means
obligatory.
The principle of double effect is often
used to justify TS, on the assumption
that it may hasten death. According to
this principle, an action which may have
both a good effect and a bad effect is ethical if it fulfills the following criteria: 1)
the act itself is not unethical; 2) the good
effect is the intended effect whereas the
bad effect, though foreseeable, is not
intended and there is no alternative of
achieving the good effect while avoiding
the bad effect; 3) the good effect is not
achieved by means of the bad effect; and
4) the good effect is sufficiently desirable
to compensate for the allowing of the bad
effect.6 Thus, TS is ethical because: 1)
sedation itself is not unethical; 2)
although TS may hasten death, death is
not intended and comfort cannot be
achieved without this risk; 3) comfort is
achieved as a direct result of sedation and
not by means of death; and 4) for a
terminally ill patient, comfort is more
important than slightly prolonging life.
In contrast, euthanasia is unethical
because: 1) killing itself is generally
unethical; 2) death is intended and comfort could be achieved by other means
(e.g. TS); 3) comfort is only achieved by
means of death; even though 4) for a terminally ill patient, comfort is more
important than prolonging life.
Therefore, even if TS does shorten the
patient’s life, it is not equivalent to
euthanasia and is an appropriate and
ethical form of palliative care for this
patient.

Robert M. Taylor, MD
Medical Director
Mount Carmel Palliative Care Services
Columbus, OH
(Continued on page 8)

The legal column:

Thwarting assisted suicide threatens palliative care
By Alan Meisel, JD
Professor of Law
Dickie, McCamey and Chilcote Professor of Bioethics
University of Pittsburgh

P

hysician-assisted suicide may
have come out of the closet thanks
to Jack Kevorkian’s macabre
antics, but it is now a topic of serious
public discourse. Throughout the 1990s
and into the new millennium, various
attempts have been made to legalize
physician-assisted suicide through legislative and judicial activities. All but one
have failed, and now the Bush administration is intent on burying that one too.
The first effort to legalize physicianassisted suicide to come to a vote actually
predated Kevorkian’s activities. It was a
failed referendum in California in 1988.
The second failed referendum was in
Washington state in 1991, which led the
supporters of legalization to commence a
lawsuit to declare unconstitutional the
state’s law making assisted suicide a
crime. In this lawsuit, several terminally
ill individuals and their physicians sued
the state claiming that the law making it
a crime to aid suicide violated their
rights under the U.S. Constitution’s
guarantee of due process of law and the
equal protection of the laws. In 1994 a
federal trial court judge in Seattle upheld
their claims and declared the law unconstitutional as applied to competent, terminally ill patients seeking assistance in
ending their lives from a licensed physician. The state of Washington appealed
the case to the U.S. Court of Appeals
for the 9th Circuit, which also held the
Washington prohibition on assisted
suicide unconstitutional.
At about the same time, a lawsuit was
brought in the federal courts in New
York, making similar claims about a New
York statute that also made aiding suicide
a crime. The result at first, however, was
different. The federal trial court judge
ruled that the New York statute did not
violate the U.S. Constitution. Then the
petitioners — again, terminally ill
patients and their physicians — appealed
the decision, and the U.S. Court of
Appeals for the 2nd Circuit reversed the
trial court decision. It held that the New
York law violated the constitutional guarantee of equal protection because terminally ill patients who were being kept
alive by life support could obtain assis-

tance in ending their lives by having a
physician, at their request, withdraw lifesustaining treatment, but terminally ill
patients who were living without life
support — but suffering greatly — were
prohibited from obtaining assistance in
ending their lives. These two lawsuits
(Washington v. Glucksberg and Vacco v.
Quill) were appealed to the U.S.
Supreme Court, which decided them
both in June 1997.
In the meantime, other highly significant events were taking place in Oregon.
In 1994 voters in that state were the first
to approve a referendum to legalize
physician-assisted suicide. A lawsuit to
invalidate this new law was quickly filed,
and, as a result, the law did not go into
effect. Eventually, the U.S. Court of
Appeals for the 9th Circuit — the same
court that had struck down the Washington law making assisted suicide a crime
— reversed this decision, but the reversal
was put on hold (consequently, Oregon
law legalizing physician-assisted suicide
was also on hold) pending appeal to the
U.S. Supreme Court.
Thus, when the Washington and
New York cases came before the Supreme
Court, physician-assisted suicide had
already been legalized in one state. The
Supreme Court unanimously ruled that
the U. S. Constitution did not guarantee
terminally ill citizens of all states the
right to physician-assisted suicide,
thereby reversing the decisions of the
lower federal courts in Washington and
New York. However, the Court’s opinions did not prohibit states from legalizing physician-assisted suicide if they
wished to do so. It merely held that the
U.S. Constitution did not guarantee such
a right. And when the lawsuit challenging the Oregon referendum legalizing
physician-assisted suicide finally reached
the U.S. Supreme Court several months
later, the Court refused to consider it.
This had the effect, some three years after
its initial passage, of finally putting the
Oregon law into effect. And it has been
in effect ever since, with 91 patients
having used it between 1998 and the
end of December 2001.1,2

Shortly after the Oregon law went into
effect, the director of the federal Drug
Enforcement Administration (DEA)
issued a directive ruling that it would be
a violation of the federal Controlled Substances Act for any physician, including
those in Oregon, to dispense controlled
substances for the purpose of aiding a
patient in ending his own life. However,
the DEA director neglected to consult
with his boss, Attorney General Reno,
who commenced a study of the action and
concluded that the DEA director had not
acted in keeping with the Congressional
purpose in enacting the Controlled Substances Act — namely, to prevent trafficking in illegal drugs and abuse of
legitimate drugs. Reno concluded that
the Controlled Substances Act did not
support the ban on the use of legitimate
drugs for an approved medical purpose.
During both the Clinton and Bush
administrations, Congress attempted to
overturn Reno’s ruling but failed to do
so, in part, because of concerns that such
a law would also thwart use of medications needed to relieve pain in the terminally ill. However, now that the Attorney
General’s office is in the hands of a dyedin-the-wool opponent of physicianassisted suicide — John Ashcroft — the
Bush Administration has taken a new
tack in thwarting Oregon’s efforts to
maintain legalized physician-assisted
suicide by once again issuing a directive
that the prescription by physicians of
medications to aid a patient in ending
his or her life violates federal law and is
grounds for withdrawal of the physician’s
authorization to prescribe controlled
substances.
This directive has renewed the argument that blocking physician-assisted
suicide in this way will threaten palliative care. It is contended by some —
including some who oppose Oregon’s
legalization of physician-assisted suicide
— that Ashcroft’s order will make doctors wary of prescribing adequate controlled substances for palliative care out
of fear that they will be charged with
violations of the Controlled Substances
(Continued on Page 8)
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Ethics and the humanities:

The Lovely Bones
By Alice Sebold

Review by Catherine Belling, PhD

Little, Brown and Company, Boston, 2002, 328 pages.

D

eath challenges the imagination, in part because imagining
is the only means we have to
engage death directly, as an experience.
This fact may lie behind the recent
commercial and critical success of Alice
Sebold’s first novel, The Lovely Bones, a
book that takes as its starting point the
brutal rape and murder of 14-year-old
girl. Susie Salmon is attacked on her way
back from school, the murderer dismembers her and discards her remains in a
sinkhole. Her agonized family learns she
is dead when someone’s dog finds her
elbow in a cornfield. This last detail is
appalling but important: the arbitrary
body part signifies not only that Susie is
dead but that her death has reduced her
to a disposable object. Set against this
detail is the narrative itself, in which
Susie is reconstituted as a very vocal subject. Literature that leads us to imagine
even the most horrible aspects of death
are welcomed by many in their struggle,
perhaps more urgent at present, to make
sense of the realities of death. This novel
does not shy away from the real horror of
its protagonist’s death, but it also offers
an original and optimistic perspective on
that horror: the story is told by Susie
herself, even though she is dead.
In many ways, The Lovely Bones is a
familiar domestic drama of bereavement
and grieving. Sebold conveys the Salmon
family’s lives and their sorrow with rich
detail. The story traces the 10 years
following Susie’s death: her parents’
marriage disintegrates and then begins
to regrow; her sister, Lindsay, struggles
to develop a new identity as an only
daughter; and her younger brother grows
up resenting the destruction of his family. Susie’s school friends, too, find their
lives changed in various ways by their
encounter with violent death. Gradually,
all adapt, the loss now a permanent part
of each one’s own biography. Sebold constructs a vivid portrait of grief, both in

Assistant Professor, Preventive Medicine
Stony Brook University School of Medicine, New York

its horror (Lindsay’s matter-of-fact nausea
on hearing about her sister’s elbow makes
readers imagine their own reactions to
what is just about unimaginable) and in
its recognition that the bereaved continue, almost despite themselves, to live
(as in the funny but wistful account of
Lindsay’s first sexual experience, so
different from her sister’s).
None of this is especially new: other
novels, such as Russell Banks’ The Sweet
Hereafter, recently reviewed by Delese
Wear in these pages, have offered profound explorations of bereavement. But
in most such stories of death, the ones
who actually die are silenced, not just by
death but by the limits of our ability to
know or imagine being dead. In having
The Lovely Bones narrated entirely by
Susie Salmon, the novelist allows us to
pretend, in a quite serious way, that
death is not after all a place from which
nobody speaks.
Susie introduces herself by saying, “I
was fourteen when I was murdered.” It
may take the reader a moment to grasp
just how radical this sentence is. Susie is
in what she calls heaven. It is, in keeping
with Sebold’s views on religion, an
entirely secular heaven. This heaven is
determined by the imagination of the
dead person, and it expands as that person’s ability to conceive of it develops
and matures. Susie’s particular heaven
begins, as it would for someone in the
7th grade, by resembling an idealized
kind of high school. This is Sebold’s most
satisfying idea: in her book, death does
not mean an end to growth. As Susie narrates her first 10 years in heaven, spent
watching her family and friends as they
suffer and change, she learns, as they do,
to adapt to new circumstances, and,
finally, to reach for wider possibilities.
Her heaven by the novel’s end has
changed too.
Out of Susie’s autobiography of the
first years of being dead arises the struc-
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ture that gives the book its title. Her
physical remains are never found, but she
describes her story as the creation of a
different kind of skeleton, a narrative
framework that offers the development
and closure that death usually, at least
from a secular view, seems to prohibit.
“These were the lovely bones that had
grown around my absence,” Susie says,
“the connections — sometimes tenuous,
sometimes made at great cost, but often
magnificent — that happened after I was
gone. And I began to see things in a way
that let me hold the world without me
in it.”
Writing a memoir about having
breast cancer, Christina Middlebrook
expresses the problem of imagining one’s
own death in Seeing the Crab: A Memoir of
Dying Before I Do. “The dead cannot tell
their story. We have so much more experience surviving the death of a loved one
than we have of dying. When I was first
diagnosed, I thought of death this way,
from the aspect of the survivor, from the
feelings of the person who attends the
funeral.” In The Lovely Bones, Sebold
imagines hearing one dead person tell
her story.
Of course this story is fiction, something imagined and made. This does not
matter much: in its sturdiness, it is a
fiction that may lead others to do the
important work of imagining their own
and their loved ones’ deaths. Many problems in Western medicine’s treatment of
death arise from our avoidance of this
imagining. Fear that leads to active notimagining means, for instance, the evasion of honest terminal diagnoses, the
too-late involvement of hospice, the lack
of advance directives. Instead, Sebold’s
novel might suggest, we should confront
death by looking at it closely and then
imagining, in order to learn, as Susie
puts it, how to “hold the world without
me in it.” ■

Dialogue:

The characteristics of information and avoiding surprises

I

n his article “What information
should be disclosed to patients”1
(Lahey Clinic Medical Ethics Newsletter, Fall 2002). David Steinberg notes
that none of the traditional standards for
determining what information patients
should receive is wholly satisfactory.
Instead of these standards, Steinberg
suggests that physicians consider eight
characteristics of the information they
are thinking about disclosing.2
I agree with Steinberg that his list of
characteristics can be a useful tool for
thinking about when to disclose a certain
bit of information, and that the traditional standards he discusses often don’t
work. I also applaud the fact that he
would give patients more information
than traditional standards require.
Unfortunately, although consideration of
his characteristics may be a useful guide,
I doubt that it can serve as a standard for
judging when withholding information
is permissible. Before looking at Steinberg’s suggestion, I will present my own
principle. This is the principle of avoiding unsurprising surprises.3
According to the principle of avoiding
surprises, what physicians should aim
at is not merely that patients have sufficient information to give (or withhold)
informed consent — as traditional standards require — but at protecting their
patients from being surprised by anything having to do with their health
care situation.4 So, for instance, patients
should be told about the discomforts
they’ll probably experience while
recovering from surgery. And this is so
even when no one in their right mind
believes that the information will affect
the patient’s treatment decision. Most
people simply like to know what to
expect, and this is especially true when
they are going into situations that are
already scary.
But to demand that physicians tell
patients about every possible outcome
that might surprise them, no matter how
unlikely, is to demand too much. It
would also mean overloading patients
with information, much of which physicians are certain will not actually protect
them from any surprises. Therefore, if a
possible outcome is so unlikely that the

physician himself would be sincerely surprised if it occurred, then the physician
isn’t required to disclose that possibility.
In short, this principle says that unless a
physician would be willing to say that he
was unprepared for a given outcome, he
should ensure that his patient is prepared
for it as well.
Now let us return to Steinberg’s characteristics, and compare them with my
principle. His characteristics are: 1) relevance, 2) probability, 3) significance, 4)
availability of interventions, 5) subjective
need, 6) harms of telling, 7) patient
autonomy, and 8) the decision-maker’s
perspective. We will consider them in
turn:
We might first collapse Steinberg’s
first characteristic into his second. A fact
is relevant insofar as it has a bearing on
the probability that the patient will suffer a certain harm, or gain a certain benefit. If the director of a blood bank learns
that the donor of a unit of blood has
recently been arrested, he clearly has no
obligation to provide the recipient of
that blood with this information. This is
because the information is irrelevant, and
it is irrelevant in the sense that it has no
bearing on the probability that the recipient will develop or avoid any medical
problems.
Of course, the principle of avoiding
unsurprising surprises takes relevance
and probability into account as well. But
it also gives a reason for this: Relevance
and probability are important because,
among other reasons, it is important to
help patients avoid surprises. Whether or
not a physician must pass along a given
bit of information depends on how probable it is that doing so will ensure that
the patient avoids being surprised. If the
probability is high enough that the
physician would not be seriously surprised by an outcome, then she should
give the patient that information. To use
Steinberg’s example, if what the director
of the blood bank has learned is that a
donor has developed Creutzfeldt-Jakob
Disease (CJD), and he would not be surprised that CJD can be contracted in this
way, then he is obligated to inform the
donor that she may have contracted CJD.
6

Significance is important as well, and
this is Steinberg’s third characteristic;
developing a rash is less significant than
developing CJD. But significance will
also affect whether or not a patient is
surprised, and how surprised he is. It is
much more surprising to discover that
you have CJD than that you have a rash.
But patients are surprised by rashes, and
should be warned of them. Thus, whereas
talk of characteristics encourages us to
think of significance as a continuum, I
am inclined to see it as a threshold. If an
outcome is significant enough to cause
surprise, then the patient should be
informed about it.
One of the main reasons patients want
information is so that they can use it to
make informed decisions. This fact is
reflected in Steinberg’s fourth and fifth
characteristics; availability of interventions and subjective need. In talking of
subjective need, Steinberg reminds us
that information about one’s prognosis,
what to expect during recovery, etc., can
affect many decisions beyond those about
medical interventions; the decision to
reconcile with a family member or
friend, for instance, or when to schedule
an important meeting. The need to make
decisions such as these is what Steinberg
calls subjective need.
One way of putting the gist of the
principle of avoiding surprises is to say
that patients often have a legitimate subjective need for information, even when
that information will not affect any decisions in or out of the medical context.
That is, they have a subjective need to
avoid surprises. For instance, patients
often feel tricked or betrayed when they
experience unexpected pain while recovering from surgery, or even when they are
surprised by less than pleasant aspects of
hospital routine. Again, this is true even
when they acknowledge that the information would not have affected their
decision regarding treatment or any other
decisions.
The sixth characteristic Steinberg discusses is the harm that being informed
might cause the patient. As with most
other moral principles, the fact that
someone might die, or be permanently
disabled — and has not voluntarily

accepted this risk — is normally overriding. So I agree that this consideration
can also override the principle of avoiding surprises.
Nonetheless, the fact that bad news
will harm by causing anxiety does not
weigh strongly against informing a
patient. That Steinberg’s seventh characteristic is autonomy hints at this, but I
would stress it more strongly. He also
notes that sometimes patients don’t want
information, and that in these cases
autonomy requires not telling. This is
also consistent with the principle. As
with other obligations, the person to
whom the obligation to inform is owed
can waive it. So a patient can tell her
physician that she waives protection from
surprises, and prefers not to have certain
information. But merely preferring not
to be told is not the same as waiving the
obligation to tell. Thus, the physician’s
sense that her patient does not want
information is not enough to justify
withholding it. She should get explicit
permission.5
Finally, Steinberg’s eighth characteristic concerns physician—rather than
patient-centered considerations. He notes
that medical professionals working in a
setting that frowns on delivering bad
news will find it difficult to deliver such
information. That is true, but the principle of avoiding surprises encourages us to
criticize the culture of such a setting.
This seems a good thing to me.
As I hope it’s easy to see, I agree with
Steinberg that health care workers should
take the characteristics he lists into
account. But I think his suggestion is
vulnerable to one of the same worries he
expressed about the subjective (conversation) standard: it depends on the good
will of physicians. In the odd case where
a patient or ethics committee is dealing
with a physician who does not believe
that patients should be informed, a
requirement to take into account characteristics is simply not enough. Such a
physician can truly take characteristics
into account and still always decide to
withhold information.
The principle of avoiding surprises, on
the other hand, provides some recourse.
This is because most of the time there is
general agreement about which possible
outcomes would be surprising. Moreover,
if the patient is surprised, that is some
— albeit inconclusive — reason to
believe that the physician should have
provided the information. Also, a physi-

cian who fails to warn a patient must be
willing to say that he was unprepared for
that outcome, and so may be open to the
criticism that he should have been.
Granted, there will be instances in which
it is not clear that the physician should
have been prepared for an outcome, or
should have found it unsurprising. But
these correspond with the instances in
which it simply is not clear whether the
physician had the obligation to provide
that information. There are gray areas.
Although Steinberg’s characteristics will
be helpful for physicians sincerely looking for guidance, my concern is that they
cannot provide a standard, and would not
allow criticism of those rare physicians
who stubbornly refuse to inform their
patients.

Heather J. Gert, PhD
Associate Professor
Department of Philosophy
Texas A&M University
College Station
www.Lahey.org/Ethics/Newsletter/
Fall2002.asp
2 In the interest of space, I will use the term
“physician.” But I really have in mind health
care professionals more generally.
3 Gert HJ. Avoiding surprises. A model for
informing patients. Hastings Cent Rep
2002;32(5):23–32. For simplicity’s sake, in
what follows I will usually drop the “unsurprising” and refer to this as principle of avoiding
surprises.
4 Steinberg does not explicitly represent these
standards as specifically concerned with
informed consent, but this is how they are
usually discussed in the literature.
5 It might even be an explicit condition of treatment or testing that a patient waive that obligation. For instance, testing done to detect a
specific genetic malady can result in information
about paternity. Many believe that it is best to
have an explicit policy noting that such information, collected inadvertently, will not be provided. If the patient freely releases the physician
from this obligation, she is no longer obligated
to provide the gathered information.
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Steinberg’s reply

A

lthough I listed the characteristics of information I thought
warranted consideration, Gert is
correct in noting that I did not provide a
standard or formula to weigh and balance
those characteristics to make a disclosure
decision. To her credit she attempts this
next step. Gert does this using the notion
of surprise.
This is an intriguing but problematic
solution. She is judging an action with
moral content — disclosing medical
7

information — by a psychological reaction. Some patients are inattentive, forgetful or prone to denial; information can
be appropriately disclosed yet the patient
will nonetheless be surprised by a disclosed event. Other patients have an
innately pessimistic view of life and may
suffer an expected, untoward event that
was not disclosed, yet they will not be
surprised because they believe that bad
things happen. In both cases the reaction
of surprise would incorrectly judge how
appropriately information was disclosed.
Physicians are also subject to the
vagaries of human behavior; what surprises one physician might not surprise
another. For the notion of surprise to be a
useful concept it cannot be subject to the
whims of human psychology. This forces
us to ask the question, when should a
physician be surprised? If a side effect
randomly occurs once in every 25,000
patients who receive drug X, should the
physician be surprised when it happens
to his patient? He should not be surprised because the event is known to
occur and, because it is a random event,
there is no reason for him to believe it
could not happen to one of his patients.
However, the physician might be surprised in the way I would be surprised if
I won the lottery. I know it is possible for
me to win, but I’m surprised because I
won despite long odds. If the physician
should be surprised at an event that
occurs once in every 25,000 patients,
should he be surprised at an event that
occurs once in 150 patients? What is the
threshold for surprise?
To make the notion of surprise useful,
we need a developed ethics of surprise
that provides the rules for determining
when a patient or physician should be
surprised. Because Gert has not yet
developed this, the notion of surprise,
although useful in many instances, cannot serve as the final arbiter of disclosure
decisions.
Some of the characteristics of information I’ve identified may in some cases
clearly trump the others. However, disclosure decisions are often made within a
hazy web of complex and conflicting factors. We often have to weigh one against
the other and struggle to make the most
defensible decision. I do not see a simple
universal solution on the horizon. ■

David Steinberg MD
Chief, Section of Medical Ethics
Lahey Clinic, Burlington, MA
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O

utcome: The patient was admitted and sedated with intravenous midazolam
(Versed) to produce comfort. He died on the third hospital day. ■
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The legal column (Continued from Page 4)
Act if the patient inadvertently dies as a result of the medications that were intended
merely to be palliative.
Where this will all go, no one knows. The Ashcroft directive was challenged in
federal court, and in April 2002, a federal judge in Portland, in an opinion that was
unusually critical of a high federal official, held that the Attorney General acted
without legal authority in issuing this directive. For now, at least, that means that the
physician-assisted suicide is alive and well in Oregon. However, the federal government
might appeal this ruling, and if it does, it might ultimately wind up before the U.S.
Supreme Court.
There is good reason to believe that the Ashcroft directive violates the Supreme
Court decisions about physician-assisted suicide in at least two ways. First, the
Supreme Court permitted states to legalize physician-assisted suicide if they chose to
do so, and that is exactly what the voters of Oregon chose. Second, a majority of the
nine Supreme Court justices made clear that terminally ill patients had a right to adequate palliative care and, if it was not made available, they would be inclined to revisit
their ruling that there was no constitutional right to physician-assisted suicide.
It is ironic that a “states’ rights” administration would attempt to thwart a Supreme
Court ruling giving each state the right either to legalize physician-assisted suicide or
not legalize it as its citizens wish. It would be tragic if the same administration were
permitted to adopt a ruling that imposed suffering on terminally ill patients by
restricting access to adequate palliative care thereby making a mockery of the sanctity
of life it is ostensibly seeking to promote. ■
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