
diagnosis but has a somewhat higher risk
of procedural failure and fetal loss.

With the advent of maternal serum
screening, a simple blood test of preg-
nant women has permitted the detection
of neural tube defects and an increasing
number of other conditions in the devel-
oping fetus. In pregnancies resulting
from in vitro fertilization, genetic testing
can be done prior to implantation, but
this is not a procedure that can be used
in natural pregnancies.

Despite promising developments, for
the vast majority of fetal anomalies the
only significant medical intervention is
abortion. This close association between
prenatal diagnosis, selective abortion and
the tension involved in the uncertainty is
transforming the meaning and experience
of pregnancy and making it increasingly
difficult to avoid the social and ethical
questions that are implicit in this process.

Support for prenatal screening, testing
and the accompanying use of selective
abortion has broad acceptance among the
general public, particularly among those
who are young, white and highly educat-
ed. They may view testing as an expres-
sion of reproductive liberty and choice,
and some maintain that prospective par-
ents have a responsibility not to bring a
disabled child into the world — both for
the sake of the child and for the sake of
society.

Prenatal testing is based on the
assumption that the vast majority of
cases in which serious anomalies are iden-

In the past three decades, the process
by which new members are admitted
to the human race has been under-

going a profound transformation. Pre-
natal diagnosis has made it possible to
abort fetuses selectively on the basis of an
increasingly wide range of characteristics.
In the United States this process has
decreased sharply the number of infants
born with Tay-Sachs disease, Down’s syn-
drome and neural tube defects. More sig-
nificantly, throughout the world it has
reduced by millions the numbers of
females born and thus has significantly
altered sex ratios in several countries. For
many prospective parents, prenatal diag-
nosis is a miraculous solution that
removes risks they perceive as totally
unacceptable. Other young parents-to-be
find that prenatal testing thrusts them
into an emotional and moral quagmire,
without providing adequate support or
guidance. The proliferation of prenatal
testing and our ability to detect an ever-
wider range of conditions, including sus-
ceptibility to late onset disorders, calls us
to reflect on the wisdom, consequences,
and direction of these developments.

Amniocentesis, the first prenatal test-
ing procedure to become widely used,
can reveal conditions such as chromoso-
mal disorders (including Down’s syn-
drome and trisomy 18), single gene
disorders (including sickle cell disease
and cystic fibrosis), and biochemical
abnormalities (including those associated
with neural tube defects). More recently,
chorionic villus sampling offers earlier

Social and ethical challenges of
prenatal diagnosis
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tified will result in abortion. However,
advocates like to point out that such tests
also prevent abortion in some unplanned
high-risk pregnancies by reassuring
prospective parents that certain anom-
alies are absent. Few advocates of prena-
tal testing encourage or condone selective
abortion for fetal sex selection or minor
genetic problems, but they disagree
about the extent to which abortion
should be restricted for these factors.
Some prefer legal restrictions or protec-
tions and others only moral suasion. 

Powerful as arguments for the use of
prenatal diagnosis of fetal disorders may
be, there is deep concern among many in
the United States about the social and
ethical implications of these practices.
The most widely recognized objections
to selective abortion are based on the
belief that all human fetuses are persons
with attendant rights. Such objections
typically reflect blanket opposition to
abortion. But others, who are in principle
strongly pro-choice, are increasingly un-
easy about these practices as well. They
see selective abortion becoming less an
expression of personal choice and increas-
ingly a socially determined response to a
situation in which alternatives, such as
assurance of good medical care and com-
munity support for children with special
needs, are lacking. They point out that
while we expand prenatal diagnostic ser-
vices, social policies limit resources for
children and for parents of children with
disabilities. Then we use the rhetoric of
individual autonomy to justify placing
pregnant couples in the position of hav-
ing to make difficult decisions. 

The central assumption behind the
deployment of prenatal diagnosis is that
life with a disability is not worthwhile
and is primarily a source of suffering.
Yet, evidence suggests that those with
congenital anomalies and disabilities
view these as the normal condition of
their lives, perceiving themselves as
healthy. In fact, those with disabilities
often achieve the same high levels of life
satisfaction as non-disabled persons.
Much of the suffering they do experience
comes from the isolation imposed by
inadequate social accommodations —
which render their disability more salient
— and the prejudice that treats the dis-
ability as the person’s only relevant char-
acteristic.1

It is dangerous to make assumptions
that devalue the lives of those with dis-
abilities when more than 50 million peo-
ple in the United States have disabilities,
and many of us will become disabled for a
significant portion of our lives. Critics of
selective abortion argue that negative
attitudes toward those with disabilities
are based largely on fear, prejudice and an
unwillingness to challenge — or even
examine — discriminatory social arrange-
ments. The tendency to reduce individu-
als to their disability is one that seems
particularly prevalent among many
healthcare providers whose work neces-
sarily focuses them on that issue. In addi-
tion, mental retardation holds special
stigma for the most highly educated,
particularly in the United States. 

These attitudes diverge sharply, not
only from those of disabled individuals,
but from the response of their family
members as well. Parents of children
with even severe life-threatening disabili-
ties have been found to be much more
likely to reject the idea of prenatal test-
ing and selective abortion than parents
without such experience.

In addition to the fact that our fears
and biases limit our understanding of
the intimate experience of disability,
those biases have a major impact on our
ability to counsel others or to decide
ethically whether some people are better
off never being born. Genetic counsel-
ing is usually offered as “unbiased” and
“non-directive.” However, Lippman and
Wilfond have shown that “before-birth”
information presented in obstetrical set-
tings presents a different perspective on
Down’s syndrome than “after-birth”
information presented by pediatricians.
The first is largely negative, while the
latter tends to be more positive.2

From a disability-rights perspective,
prenatal testing for fetal anomalies gives
a powerful message that we seek to elim-
inate future persons with disabilities,
fails to recognize the social value of
future persons with disabilities, and con-
veys a devaluation of those now living
with disability. Disability rights activist
Marsha Saxton argues that the most seri-
ous problem the procedure poses may be
the loss of the deeper experience of our
humanity that comes from confronting,
rather than attempting to avoid, our
human vulnerability.3

Prenatal diagnosis (Continued from Page 1) Many women still would prefer not to
expose their pregnancies to extensive test-
ing even for small risks, and would not
consider selective abortion. Recent re-
search, however, indicates that many of
these procedures have become so rou-
tinized that women often feel the choice
to undergo testing is not completely vol-
untary. These women find it difficult to
turn down testing when it is offered be-
cause acceptance seems to be the only
option sanctioned by medical science.4
Not surprisingly, research suggests that
women who decline testing are more like-
ly to be blamed by health professionals
and lay groups for their child’s disability.5

Women who “choose” prenatal diagno-
sis and selective abortion are inevitably
responding to a social context in which
medical care and social support for all
children are recognized to be problematic
at best, and one in which those with dis-
abilities are not highly valued. For these
women to have meaningful options, we
first need to acknowledge that their deci-
sion to consider selective abortion reflects
not only inherent qualities of the fetus,
but social conditions as well. 

Avoiding human imperfection by
eliminating potential persons based on
their phenotypes or genotypes is a strate-
gy that leads us into ever more difficult
quandaries, particularly as we expand the
range of genetic conditions we can iden-
tify. Shall we eliminate fetuses with sus-
ceptibility to breast cancer or heart
disease? What about Alzheimer’s disease?
How many years of good health does it
take to justify one’s existence? 

At what point will we address the fact
that it is not genes, but poverty, poor
nutrition and lack of prenatal care that
cause the vast majority of illnesses and
disabilities? By focusing so many re-
sources on the elimination of potential
persons with disability, we are drifting
toward a eugenic resurgence that differs
only superficially from earlier patterns. In
the process, we are seriously distorting
the historical purpose of medicine as
healing. We are creating a society in
which disability is becoming increasingly
stigmatized, with the result that human
imperfection of all kinds is becoming less
tolerated and less likely to be accepted as
normal human variation. We must ques-
tion where the rapid proliferation of pre-
natal testing for an increasing variety of

(Continued on Page 8)
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about her own care, or were they general
statements of preference? Were these
statements repeated over time, in differ-
ent situations and to different people?
The answers to these questions help
determine whether the patient’s oral
statement is a reliable guide. Conversa-
tions with the family should never be
accusatory but take the form of an explo-
ration of a common interest, namely, pro-
viding the best medical care consistent
with the patient’s wishes.

In this case, it would be inadvisable to
withdraw life-sustaining therapy in the
presence of a divided family. How should
the physicians proceed once the patient’s
family is in agreement to withdraw treat-
ment? State law in Missouri and New
York would prohibit withdrawal of life-
sustaining therapy in this patient, on the
grounds that life is to be supported in
the absence of clear indications of the
patient’s prior refusal of such care. In
most states, the decision-making thresh-
old is lower and life-sustaining therapies
can be withdrawn with the consensus of
an involved and loving family. However,
most such cases involve death that
appears inevitable or stopping ineffective
therapy, not a preference to die rather
than to accept a physical disability. Since
the physician staff believes that the prog-
nosis for recovery is good, the patient is
young and there is no written advance
directive, I suspect that they also believe
that someone must function as the pa-
tient’s advocate. If the physician staff’s
communication skills are sufficient to
maintain the trust of the family while
functioning as the patient’s advocate,
that is preferable to obtaining a court-
appointed guardian.

To make a recommendation in this
case, I would need to understand two
aspects of the situation. What led the
patient’s mother to change her mind
and to agree with the husband that life-
sustaining therapy should be withdrawn?
Why does the now united family insist
on withdrawal on ICU day 15? If the
family and medical staff agree that there
is a 50 percent probability of full recovery
with a residual left-sided paralysis, then,
in the absence of a specific advance direc-

uestion: A 30-year-old woman
was admitted to the intensive
care unit (ICU) with a pneumo-

coccal bacterial blood infection.
Twelve years earlier she had undergone
splenectomy and radiation therapy for
treatment of Hodgkin’s disease, which
induced a remission. On admission, she
was found to be in septic shock, with
lung, kidney and liver failure. She was
treated aggressively, but by day 12
remained ventilated, sedated and on dial-
ysis. Her treating physicians believed
that there was a 50 percent chance that
she would make a reasonable recovery
but would have permanent paralysis on
the left side from a stroke she suffered
soon after admission.

The patient was married with three
young children. She had no advance
directives. Her husband repeatedly stated
that he was certain that she would not
wish to live with left-sided paralysis.
Because of a lack of visible improvement
by day 10, he directed her physicians to
withdraw life-sustaining therapy. Ini-
tially, the patient’s mother vociferously
opposed this decision wanting all treat-
ment to be continued, but by day 15, she
agreed with him. The attending physi-
cians strongly believed that life-sustain-
ing therapy should be continued given
the prognosis. How would you advise
resolving the dispute?

Response: Good ethics begin
with a careful review of the facts.
The patient is a previously

healthy young woman who may live but
there will likely be long-term disability
from paralysis. Over 15 days of treatment
in the ICU, there is emerging disagree-
ment about the course of her care: her
family now wants to stop treatment
while the physician staff believes that
continued treatment is indicated.

The first issue is to identify the appro-
priate surrogate decision maker. In New
Hampshire, the law does not designate a
surrogate decision maker in the absence
of a legally executed durable power of
attorney for health care. By statute in
some states and by custom in most, there
is a hierarchy of relationships to deter-
mine who speaks for the patient: spouse

first, then adult children, parent and sib-
lings in that order. Ethically, the appro-
priate surrogate is the person with the
closest relationship to the patient who
can best represent the patient’s wishes.
Practically, one seeks consensus among
the people connected to the patient.

In this case, there are two people with
strong claims to speak for the patient,
her husband and her mother. Disagree-
ment in this situation — high stakes,
great uncertainty, pressure to decide — 
is neither unusual nor representative of
underlying family dysfunction, though
the latter is possible. There are actually
two separate disagreements: between the
husband and mother, and between the
husband (later joined by his mother-in-
law) and the medical team. In all these
cases, it is critical to identify and address
disagreements before they harden into
positions that lead to conflict.

Although this seems self-evident, one
must explore with the family in a non-
threatening manner their understanding
of the illness, prospects for recovery and
likely functional status after recovery,
including the prospect of life with per-
manent left-sided paralysis. Medical
providers too often assume that patients’
families understand more about the ill-
ness and its consequences than they actu-
ally do. For this reason, it is necessary to
be frank about uncertainty as well as
poor prognoses. Well-intentioned reas-
surances that are not grounded in the
facts of the case do more harm than good. 

Assuming a common understanding
of the facts, one needs to explore the hus-
band’s belief that the patient would not
want to live with paralysis. Ideally, this
conversation would take place with the
rest of the family, possibly including the
children depending on their ages and
maturity. How does he envision life with
paralysis? What was the texture of her
life that would make such a disability so
frightening that she would rather die
than live with it in order to raise her
three children? How informed were her
statements about possible disabilities?
Did she have any personal experience
with friends or relatives who were para-
lyzed? Did her statements about disabili-
ties include specific, detailed choices

Ask the ethicist:
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Internet service providers and those who
web-publish content provided by others
generally are immune from liability.2 As
a result, cybermedicine sites that merely
aggregate or link to the content of others
are unlikely to be liable for negligent
medical advice. However, cybermedicine
sites that create their own content will
have liability exposure. No doubt these
sites will rely on various tort and consti-
tutional law decisions that traditionally
have protected authors and publishers.
However, those decisions may not apply
in cases where direct relationships
between health professionals and patients
have been established or where a site
delivers highly targeted or personalized
content. Overall, cybermedicine sites will
confront extremely complex risk man-
agement issues. For example, malpractice
insurance typically is written on a state-
by-state basis suggesting considerable
difficulties for physicians practicing in
cyberspace.

Health lawyers may also be forced to
change their concept of the medical mal-
practice defendant. In the real world,
health law frequently differentiates
physicians, institutions and manufactur-
ers, often applying discrete legal rules to
them. However, cyberspace frequently
obscures the nature of the underlying
business. For example, is the patient’s
advice coming from a doctor or a drug
company? Furthermore the transition to
cyberspace may radically change the
traditional (and traditionally regulated)
health business models. Business models
that were once disaggregated (for exam-
ple, doctor and pharmacy) may be re-
formed as integrated on-line cybermed-
icine suppliers. Equally, services (for
example, sale and delivery of a prescrip-
tion drug) that traditionally have been
integrated may be disaggregated.

Already cyberspace activities of
healthcare providers and pharmaceutical
companies are impacting the liability
rules that apply to their real world activi-

Cybermedicine is an umbrella
term describing the transition of
key medical services to the web. A

much broader concept than telemedicine,
cybermedicine includes marketing, rela-
tionship creation, advice, prescribing and
selling drugs and devices, and, as with all
things in cyberspace, levels of interac-
tivity as yet unknown. The potential
benefits of cybermedicine are obvious:
creation of a highly efficient national
market for health services, instantaneous
access to medical services without travel
or lines in waiting rooms, and seamless
integration of support services such as
gatekeeping, patient records, inpatient
scheduling and prescription fulfillment.
Less obvious are some of the serious legal
issues that arise. As providers shift into
cyberspace, the health law system faces
challenges to its traditional approaches to
regulation, quality assurance and confi-
dentiality.

Cybermedicine is already a billion
dollar industry, even though very few of
its products have reached the market-
place. Least visible are companies such as
Healtheon <www.healtheon.com>,
that are pioneering heavily integrated
“backend” systems for the health indus-
try. Such systems electronically process
claims, patient data and prescription
information; exchanging such data
among managed care organizations, hos-
pitals, physicians, pharmaceutical com-
panies and other suppliers. More visible
are so-called vertical portals, web sites
structured to appeal to narrow, particular
subsets of web users. Vertical portals
aimed at physicians feature clinical infor-
mation and specialty interaction, while
selling advertising, books and continuing
medical education services. Vertical por-
tals aimed at patients marry consumer-
oriented health information to online
consultations, prescription drug fulfill-
ment, and related services and products.
Examples include ADAM <www.adam.
com>, Mayo Clinic’s Oasis <www.mayo
health.org> and DrKoop <www.

drkoop.com>. Some portal sites, such as
Healtheon’s WebMD <www.webmd.
com> and the AMA-led consortium’s
site <http://medem.com>, feature both
patient and physician areas.

For health lawyers, the most immedi-
ate concerns are licensure-related. Health-
care professionals are regulated by
state-based licensing systems. Yet cyber-
space is oblivious to such “real world”
jurisdictional demarcations or limita-
tions. Current generation cybermedicine
sites deliver “advice” in one of three ways:
generalized textual content or “frequently
asked questions” (FAQs), open forums for
discussions, and personalized interactive
sessions (by chat or e-mail) with site
“experts.” 

In most states, the question will arise
as to which, if any, of these activities
involve the practice of medicine and so
implicate licensure and, ultimately, unli-
censed practice. The answer may be rela-
tively simple in the case of a one-to-one
interaction between physician and pa-
tient that leads to prescribing a drug.
However, more generalized interactions
are far harder to characterize. A related
issue has arisen regarding the practice of
pharmacy across state lines and, specifi-
cally, web-based pharmacies. For exam-
ple, Illinois and Kansas specifically regu-
late electronic transactions and are
attempting to prosecute out-of-state
pharmacies and associated medical pro-
fessionals. This kind of activity also im-
plicates federal regulation and enforce-
ment by the FDA and DEA. The FDA is
working with various state agencies and
regulatory bodies to develop more na-
tional policies and solutions <www.fda.
gov/bbs/topics/NEWS/NEW00686.html>.

For the average physician, the first
indication of problems with web-based
information was when a patient arrived
for an appointment carrying a pile of
printouts and demanding specific treat-
ments or drugs. Now, concern is growing
over the quality of advice that is pub-
lished on the web.1 Under federal law, (Continued on Page 7)
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Iresisted the book for over a year in
spite of my friends’ insistence that I
read it. No matter how much I loved

Russell Banks’ writing, I couldn’t deal
with a story that involved the death of
children in a school bus accident. Finally,
after listening to my reading companions
insist over and over that there were no
graphic accounts of how it happened, I
picked up the book one evening and
began to read. I finished this powerful,
haunting novel hours later.

Indeed, the book is not “about” the
bus accident in Sam Dent, a small town
in upstate New York. The circumstances
leading up to the accident and the acci-
dent itself appear mostly in the first
chapter, narrated by the bus driver
Dolores Driscoll. Dolores, matter-of-fact,
talkative, “sanguine,” according to
Abott, her husband of 28 years, is an
“optimist who acts like a pessimist” who
treats her school children charges as if
they were her own. A life resident of Sam
Dent, she knows the family details of all
the children who climb on board each
morning, often chatting with their par-
ents at the bus stops.

The remaining chapters have three
different narrators: Billy Ansel, a wid-
owed Vietnam veteran who lost a son and
daughter in the accident and now drinks
himself into a less painful state; Mitchell
Stephens, a negligence lawyer from New
York City who appears quickly at the
scene (with countless other litigators)
fueled by his belief that there is no such
thing as an accident; and Nichole Bur-
nell, a teenage beauty queen cheerleader
who survived the crash but not the psy-
chological damage of incest. Nichole is
now a paraplegic who holds the key to a
huge settlement. 

Thus, readers experience the story
from inside the heads of the four narra-

tors. The unique life events of the narra-
tors influence how each experiences and
makes meaning of the tragedy. Each tells
the story of his or her life leading up to
the accident, providing different angles
and “facts” on the same event: the simple,
forthright way Dolores describes the day
of the accident — picking up children at
bus stops, watching the sky lighten and
noting the change in weather, drinking
her second cup of coffee, swerving to
avoid a dog; or Billy Ansel’s terse, pain-
ridden prose, “The only way I could go
on living was to believe that I was not
living.” Nichole’s account provides
insight into profound changes in a young
person who yesterday was a cheerleader,
today a “wheelchair girl, a cripple.” The
contrast between her way of making sense
of the accident and her parents’ merce-
nary approach is profound, complicated
by the secret Nichole has been hiding for
years. For her, “before” and “after” not
only was the division between an active,
physically vibrant existence and life in a
wheelchair, but also was the division
between being victimized by her father’s
sexual advances and holding his secret
over him. “The only truly valuable thing
that I owned now happened to be
Daddy’s worst secret, and I meant to hold
on to it. It was like I carried it in a locked
box on my lap, with the key held tightly
in my hand, and it made him afraid of
me. Every time he saw me looking at him
hard, he trembled.” Indeed, her secret
was the key to the unfolding of the story. 

In choosing the voice of Nichole,
Banks is also able to portray how family
secrets like incest emerge in the midst of
tragedy in the most unexpected ways. No
one is immune from pain in this story —
even the hugely successful, “permanently
pissed off” lawyer Mitchell Stevens is

dealing with his drug-addicted daughter
Zoe who drops her HIV-positive status
on him in one of her many phone calls
during his months in Sam Dent. 

As these stories intersect with each
other and weave together how other fam-
ilies coped with this tragedy, Banks
explores the complexities of grief, the
various struggles to make meaning of
something so “wickedly unnatural,” and
the human capacity for forgiveness and
hope. Grief, we find, can never be pre-
dicted in its various enactments or neatly
categorized by stages: “Death had perma-
nently entered our lives with that acci-
dent … for us there was life, true life,
real life, no matter how bad it seemed,
before the accident and nothing that
came after the accident resembled it in
any important way.” Some people
respond with pure anger, like Wanda
Otto’s need to “blame” the accident on
someone: “I want that person to go to
prison for the rest of his life,” she
declared. “I want him to die there. I
don’t want his money.” Some responded
with a desire for money, like the Walk-
ers: “They wanted money, not as com-
pensation but because they had been
broke for so long and had always wanted
it.” Others, like Billy Ansel, understood
“the inescapable and endless reality of it”
and had a desperate desire just to be left
alone. As he said to his lawyer: “Leave me
alone, Stephens. Leave the people of this
town alone. You can’t help any of us. No
one can.” 

This is, in the end, a story that
addresses through four narrators, each
with something different at stake, one of
life’s most aching questions: When
tragedy strikes, how is it to be explained?
It is a question no one in medicine can
avoid. ■■

Ethics and literature:
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Ineed to begin this article with a
disclaimer. I am not now “religious”
in any ordinary sense of that word,

neither worshipping on the sabbath nor
meditating alone in the woods. I left my
Roman Catholic beliefs behind me 35
years ago and have never regretted that
change, not for a minute. I simply ceased
being a theist, rejecting the entire premise
of Western religion. I consider myself an
atheist, not a worried, longing agnostic. 

Even so, I have tried over the years not
to let myself congeal into that kind of
unbeliever who is angry and rejecting of
anything to do with religion. They are
not an impressive crowd, the eerily mir-
ror image of what I wanted to get away
from. Moreover, I want to try to make
the strongest possible case for the legiti-
macy, and the great value, of including
religious believers as full partners in the
bioethics enterprise. There are three rea-
sons for saying this, which I will spell
out as I go along: the rational legitimacy
of religious belief; the valuable historical
contributions of the great world religions
to ethics over the centuries; and the fact
that a religious perspective is able to take
up problems and puzzles that a purely
secular, so-called “rational,” perspective
simply cannot deal with in any coherent,
sensitive way. 

The rational legitimacy of
religious belief
A widespread conceit of a wholly secular
perspective, embodied in the secular
humanism movement, is that religion is,
of its essence, irrational and superstitious,
based on commitments of faith that have
neither reason nor science to give them
credibility. By contrast, those who have
put religion aside to embrace reason and
science display not only greater courage
in facing up to a universe and life with-
out intrinsic meaning, but also show
themselves to be more rational and
mature. 

The problem with that rather self-
satisfied ideology is that I have never
found my religious friends and acquain-
tances any less rational or mature than

those who are not religious. They have
different beliefs, that is true, but they are
neither stupid nor lacking in insight or
self-reflection. I came some years ago to
think that those who are religious believ-
ers are mistaken in their faith and their
reasoning, woefully so. 

That is not, however, the same as
being irrational. Rationality should be
understood from two angles. There is the
rationality of choosing one’s ultimate
premises, and the rationality of working
those premises out in some logical and
coherent way. I know of no secular clus-
ter of beliefs that does not have some act
of faith behind it, not provable in terms
of those beliefs without begging the
question (e.g., the core secular proposi-
tion that reason and science only will
deliver the truth, a proposition that is
not provable on rational or scientific
grounds without begging the question).
For me, then, believers and unbelievers
start off on an equal footing, and neither
has a special claim to superior reason.
After that, with minimal reasonableness,
both can work through logically consis-
tent systems of values and ethics and
have often done so.

The historical contributions of
religion
It has long been remarked that the great
religions of the world share many com-
mon values. They espouse the dignity of
human beings, reject cruelty and oppres-
sion, deny the morality of lying, stealing,
murdering and the like. The great Deca-
logue, the Ten Commandments, remain
to this day a moral staple, difficult to
reject in principle even if one can imag-
ine exceptions, and presenting, as an
ensemble, about as wise a set of moral
rules as can be devised. That religious
believers have hardly always lived up to
those rules, even flagrantly ignored them,
does not tell against them. Indeed, those
very rules can be, and have been, called
to judgment upon them.

Beyond that, the various religious
writings and reflections over the century
on such issues as abortion, truth-telling,

respect for others, still have punch and
pertinency. The principle of “double
effect,” a contribution of the Roman
Catholic tradition, has been taken up
into the core contemporary medical val-
ues even if there is some secular dissent.
The traditional Protestant affirmation of
the rights of the individual conscience,
the right to make choices about one’s life
and faith, is surely alive and well. The
Jewish halakic tradition, relying on the
accumulation of cases in ethics, has been
so incorporated as a method into the rou-
tine reflection on ethical dilemmas that it
is hardly noticed.

Bioethics and human breadth 
As Laurie Zoloth so effectively noted in
her article on “Religion and the Public
Discourse of Bioethics” (Lahey Clinic
Medical Ethics Newsletter, Fall 1999), the
very core of religious belief requires a
wrestling with questions of human
meaning and suffering. This is where
secular ethics, of all strains, tends to fall
silent. Those are not its sort of issues,
which require a breadth and depth that
modern ethical theories such as utilitari-
anism and deontology have not been
devised to cope with. For scientific medi-
cine, illness and death are simply treated
as evils to be eliminated, not to be given
meaning. But they have not been, and
will not be, eliminated. The ancient
questions are still there, never far from
most people’s minds.

Contemporary bioethics is prone to
focus on moral dilemmas and typically
those which pit some common moral
rule against another rule. But histori-
cally, ethics, and particularly religious
ethics, has always focused on the living
of a moral life, which encompasses the
shaping of ideals, the cultivation of
virtues, with the fashioning of an inner
life, not simply learning the right rules
and how to manage them. Theological
ethics has understood a point which secu-
lar ethics has never managed to quite get:
the need to put ethics within the larger
framework of an interpretation of life and
human destiny. Secular ethics has worked
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ties. Malpractice law typically has viewed
physicians as independent contractors for
whom health institutions such as hospi-
tals or managed care organizations
(MCOs) are not vicariously liable. As a
result, it is the doctor not the healthcare
institution who is the primary defendant
when substandard medical care is prac-
ticed on the hospital’s patient. However,
fiercely competitive MCOs now are fill-
ing the web with increasingly holistic
images of their services. Thus, the tightly
integrated provider models that are
appearing in cyberspace likely will lead
to more instances of institutional liabil-
ity for malpractice.3

Second, pharmaceutical companies
that traditionally distanced themselves
from direct contact with patients now
actively promote their products directly
to end-users using the web providing
increasingly rich data about their prod-
ucts.4 The application of strict products
liability law to prescription drugs has
been subject to the so-called “learned
intermediary” doctrine. This rule pro-
vides that the manufacturer is under a
duty to warn only the physician interme-
diary, not the patient. It has essentially
immunized the pharmaceutical manufac-
turer in most failure-to-warn cases. The
shift to direct-to-consumer marketing

and the provision to patients via the web
of vast quantities of information previ-
ously only available to physicians appears
to be influencing the liability construct.
For example, in the recent case of Perez v.
Wyeth Laboratories Inc.,5 the New Jersey
Supreme Court severely restricted the
reach of the learned intermediary rule in
a case brought against the manufacturer
of Norplant. 

Fully integrated electronic systems
bring great efficiencies, but pose a threat
to patient privacy. While communica-
tions between doctor and patient must be
secure and encrypted, legal implications
go far beyond data integrity. The parties
to these electronic exchanges must be
assured of the identity of the other parties
— a concept at odds with the vaunted
anonymity of cyberspace communica-
tions. The patient must be assured that
his advisor is actually a licensed physi-
cian, while the physician must be sure
that his morphine-seeking patient is a
terminal cancer patient and not a recre-
ational user. The first ameliorative step in
this context has been the Intel-AMA ini-
tiative to provide for digital credentialing
that will allow physicians and patients to
establish who is at each end of Net con-
nection prior to exchange of confidential

health information <intel.com/intel/e-
health/iias/index. htm>. 

It must be appreciated that cybermed-
icine technology itself is in its infancy. As
E-services and related hardware mature,
patients are likely to have home-based
cybermedical appliances, networked
devices that facilitate remote services
such as diagnosis and treatment. The
entry into the cybermedicine market of
responsible, well-established entities
hopefully signals an end to an unregu-
lated period of illegal prescriptions and
suspect advice. However, just as health
professions must retool to handle the
challenges of cybermedicine, so must the
legal rules that were designed for the
pre-industrialized healthcare industry be
re-fashioned for the information age. ■■
©1999 Nicolas P. Terry. All Rights Reserved.

1 Biermann JS, et al. Evaluation of cancer informa-
tion on the Internet. Cancer 1999;86 (3):381–90. 
2 (47 USC § 230(C)(1)) 
3 See, e.g., Kashishian v. Port, 481 N.W.2d 277
(Wis. 1992).
4 FDA/CDER, Guidance for industry: Consumer-
directed broadcast advertisements <www.fda.gov/
cder/guidance/1804fnl.htm> August 1999.
5 (734 A.2d 1245 (N.J. 1999)) 

Further reading
Terry NP. Cyber-malpractice: legal exposure for
cybermedicine. Am J Law Med 1999;25(2–3):
327-66.
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with the premise that there can be ethi-
cal systems and theories not dependent
upon such a framework. Perhaps so, but
secular ethics is typically quite thin in
that respect, resting on what reason alone
can discover and develop, but which is
itself only part of human nature.

Yet the religious thinkers working in
bioethics have not always been helpful.
There are a fair number who are simply
reactionary, seeing bioethics and much of
the contemporary world as simply mis-
guided at best and corrupt at worse.
Those so inclined usually stick to them-
selves, throwing thunderbolts from their
own journals at all the evils out there —
thunderbolts which have no bite because
they seem oriented mainly to pleasing
their own like-minded believers rather

than engaging those whom they attack
from afar. They usually fail, moreover, to
take the bioethics problems seriously,
skipping instead to the end of the chase
to provide the (surely) true answers. At
the other end of the spectrum are those
whose religious beliefs turn out to be
indistinguishable from, say, the editorial
positions of the New York Times. But
there are many in the various religious
communities who fall neither within the
self-certain right nor left, people who are
thoughtful and have much of value to say.

Bioethics began with a strong reli-
gious bent, was quickly superseded by
the advent of secular philosophers in the
1970s, and then by the pressure for
bioethics to speak acceptably, that is,
non-religiously, in the public market-

place of courts, legislators and the media.
Bioethics gained purchase and promi-
nence when that happened. It also left
behind insights and riches that cannot be
supplied by an anti- or a-religious stance.
That is a great loss. For all of its classic
separation of church and state, the
United States is a religious nation, in its
history, its traditions and among a major-
ity of its people. To fail to factor that
reality fully into our public discourse
about bioethics is to fail to take its work
with sufficient seriousness. ■■

Daniel Callahan, PhD
Director of International Programs

The Hastings Center
Garrison, NY



tive, I would argue to continue treatment. If the medical staff have been unrealistic in
their assessment of survival, and the family’s insistence on withdrawing treatment re-
flects their recognition that the patient is dying, then the ethically proper course may be
to acquiesce to their wishes despite a small chance of recovery. To address directly the
issue of resolving this dispute, I would attempt to answer the two questions above, ex-
plain my concerns about withdrawal and try to negotiate a time-limited trial of therapy. 

Thomas J. Prendergast, MD
Assistant Professor of Medicine

Dartmouth Medical School
Hanover, NH

Faculty Scholar, Project on Death in America

Outcome: Despite the husband’s persistent refusal, the physicians continued
life-sustaining therapy for an additional five days at which time a further
complication ensued, making it clear that the patient would not survive. Life-

sustaining therapy was then discontinued and the patient died within an hour. ■■

Suggested reading
Alpers A, Lo B. Avoiding family feuds: responding to surrogate demands for life-sustaining interven-
tions. J Law Med Ethics 1999;27:74–80.
Faulkner A. ABC of palliative care. Communication with patients, families and other professionals.
Br Med J 1998;316:130–32.
Karlawish JH, et al. A consensus-based approach to providing palliative care to patients who lack
decision-making capacity. Ann Intern Med 1999;130:835–40.
Pfeifer MP, et al. The discussion of end-of-life medical care by primary care patients and physicians.
J Gen Intern Med 1994;9:82–8.
Prendergast TJ, Luce JM. Increasing incidence of withholding and withdrawal of life support from the
critically ill. Am J Resp Crit Care Med 1997;155:15–20.
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traits is taking us; and medical professionals, in particular, need to question the social
policies that increasingly cast them, and the prospective parents they serve, as gate-
keepers at the doors of life. ■■
1 Asch A. Prenatal diagnosis and selective abortion: a challenge to practice and policy. Am J Public
Health 1999;89(11):1649–57.
2 Lippman A, Wilfond BS. Twice-told tales: stories about genetic disorders. Am J Hum Genet
1992;51(4):936–7. 
3 Saxton M. Prenatal Screening and Discriminatory Attitudes About Disability in Embryos, Ethics and
Women’s Rights: Exploring the New Reproductive Technologies. Baruch EH, et al (eds). Haworth Press, New
York 1988:217–224.
4 Browner CH, et al. Ethnicity, bioethics, and prenatal diagnosis: the amniocentesis decisions of
Mexican-origin women and their partners. Am J Public Health 1999;89(11):1665.
5 Marteau TM, Drake H. Attributions for disability: the influence of genetic screening. Soc Sci Med
1995 Apr;40(8):1127–32.
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