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I

n recent years, a generation conceived with the assistance of donor
sperm and egg is telling a painful
story. As young adults, many speak of
their need to know where they come
from. Most fertility experts did not
anticipate this outcome. They focused
on their patients, helping them to create families while perceiving the donor
as a mere means in the process. Since
most donors wish to remain anonymous
and most parents choose to keep the
circumstances of conception secret, the
interests of donor-conceived individuals
in accessing information about donors
have been a neglected element in the
thriving practice of gamete donations.
Gradually, however, these interests
have become the center of a lively academic debate and a driver for support
networks, educational campaigns and
legislative changes. While most countries still protect donor anonymity, a
trend toward disclosure of donor identity is gathering momentum as a growing number of countries adopt laws and
regulations banning anonymity.
In the United States, disclosure of
donor identity is regulated neither by
state nor federal law. Compliance with
professional guidelines is voluntary, and
no central registry exists to record and
keep information that would allow
future possible linkage of donors and
offspring (as well as offspring with their
half-siblings). The “donated generation” faces a reality in which many will
never have access to the information to
which they feel entitled.
The proclaimed “right to know one’s
genetic origins” encompasses at least

three aspects and each can be
addressed by a different policy, not all
requiring the full disclosure of donor
identity. To understand what is at stake,
we need to understand what it is that
donor-conceived individuals have an
interest in knowing.
Although some of the issues raised
here are common to children born of
both donor sperm and donor egg, others differ. Moreover, egg donation is a
younger practice and it is more common to see egg donors who are fully
identified. This paper will therefore
focus primarily on issues raised by
sperm donation.

The medical aspect
Donor-conceived individuals have an
interest in medical information to make
them aware of health risks, take preventive measures, enhance their ability to
diagnose emerging conditions, and
make informed reproductive decisions.
The American Society for Reproductive
Medicine (ASRM) publishes guidelines
that provide criteria for evaluating
donors’ medical history and list recommended lab tests.1 However, the FDA
requires that records be maintained for
only 10 years, which is insufficient time
in this context. Although the ASRM recommends maintaining “a permanent
record of each donor’s initial selection
process and subsequent follow-up evaluations” and acknowledges that “a mechanism must exist to maintain such
records as a future medical resource for
The “donated generation”—
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any offspring produced,”2 in reality the
practices of sperm banks and fertility
programs vary greatly.
In addition, donors are typically
young when they donate. Medical issues
may emerge years or decades later.
This requires remaining in touch with
donors and updating their medical
records to re-contact recipient families
when new relevant information becomes available. Moreover, donors may
be only carriers of a mutation that
causes a disease. If conceived offspring
are diagnosed with a condition that may
be traced back to the donor, it is important to test the donor’s DNA for confirmation and stop the use of his sperm, as
well as alert him that he should refrain
from donating elsewhere. In 2006 a
sperm donor passed an extremely rare
and dangerous genetic condition—
severe congenital neutropenia—to five
children born to four couples.3 The
sperm bank could not locate the donor
and warn him not to make additional
donations.4
Accessing relevant medical information about the donor does not require
disclosure of donor identity. Certainly,
keeping and updating medical records
can be costly, but considering the harms
this practice can prevent, such investment is ethically required.

The identity aspect
Donor-conceived individuals have an
interest in information about the donor
that they see as relevant to their sense of
self. Katrina, a donor-conceived woman,
expresses this sentiment:
“I’m 18, and for most of my
life, I haven’t known half my origins. I didn’t know where my nose
or jaw came from, or my interest
in foreign cultures. …A whole
other part of me was a mystery.
That part came from my father. …
I had never met him, never heard
any stories about him, never seen
a picture of him.”5
From this perspective, understanding
oneself is associated with knowing
where one came from, because of the
notion that physical characteristics, personality traits, talents and interests
involve a hereditary component. Moreover, as we develop a sense of personal
identity we refer to our biological origins to ground ourselves and establish a
sense of belonging. Lack of narrative
knowledge about the donor could thus
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create a void in the formation of personal identity and lead to troubling and
disruptive feelings of incompleteness.
Donor-conceived individuals speak of
their need to hear stories, know biographical facts and see pictures of the
donor.
Today, most sperm banks and fertility
programs offer basic information about
physical traits such as height, eye and
hair color, body build and ancestry/ethnicity. Some provide information
about education level, area of study and
religion. Others offer baby pictures,
donor essays, audio interviews, handwriting analysis and personality questionnaires. The California Cryobank,
for example, offers a self-assessed donor
personality questionnaire, explaining to
potential parents that it “may provide
an interesting insight into your own
child’s temperament some day.”6
Allowing donor-conceived individuals access to non-identifying personal
information may help close identity
gaps and provide relief from the sense
of discontinuity and detachment that
can stem from donor conception. Collecting, recording and sharing such
information is an effective way to minimize potential future harm to offspring
without necessarily compromising the
donor’s desire to remain anonymous.

The relational aspect
The third aspect is the right to know
the identity of the donor in order to
make contact and initiate a potential
relationship. These desires may be
based on the idea that the donor is, in
some sense, a component in the fabric
of the family that has been missing and
can now be introduced. In the words of
Karen, a donor-conceived woman:
“My imagination left me with so
many more questions and revelations. I might have more grandparents, aunts, uncles, and cousins. I
might even have siblings! I was
excited. I couldn’t wait to find
these people and introduce myself.
We shared a biological connection.
We were family! I was sure they’d
want to meet me.”7
An obvious concern is that donors
may reject a request to meet or have a
long-term relationship, causing disappointment and even emotional devastation, if it comes following years of
fantasies about the long awaited
“reunion.”
Addressing the relational aspect
requires a policy of full identity disclosure and a mechanism that would allow
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offspring to contact donors at a certain
age. This approach is still controversial
in the United States. Some argue that
such a requirement would lead to a
severe shortage of donors and would
end up hurting people in need of a
donation. Others argue that after an initial decline, numbers would increase as
donor recruitment strategies would
adapt, for example, from strategies
focused on monetary compensation to a
focus on altruism. Today, a growing
number of sperm banks hold a “double
track” policy. Alongside traditional
anonymous donation they offer “open
donation” or “identity release” programs, which allow disclosure of donor
identity to offspring when they reach
adulthood.

What if parents do not tell?
If parents choose not to tell, no policy can achieve the goal of providing
offspring with information because they
remain unaware of the circumstances of
their conception. While studies show
that an overwhelming majority of parents choose not to tell their children
that a third party was involved in their
conception, there is growing support
for the position that telling children the
truth is in their best interests.8 Disclosure at an early age is psychologically
preferable, since disclosure later in
life—as well as accidental disclosure by
a third party—causes mistrust, anger
and confusion.9 It is therefore recommended to enhance educational efforts
and endorse a culture of openness and
acceptance, encouraging parents to be
honest with their children and providing them with counseling and tools for
doing so. However, a policy that forces
parents to tell (e.g., by marking birth
certificates) has not been implemented
anywhere yet.

Conclusion
At least some aspects of the alleged
right to know one’s genetic origins can
be addressed without violating the
rights of donors to remain anonymous:
(1) supplying complete and updated
medical and genetic information; and
(2) supplying non-identifying narrative
information about the donor, to assist
offspring in dealing with identity issues.
At the same time, clinicians should provide parents with education and counseling to encourage them to tell
children the truth. ■

The “donated generation” references
—on page 7
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Ask the ethicist:

When is conscientious parental objection to treatment
justified in pediatric practice?
32-year-old woman was 32 weeks
pregnant with a fetus with
hypoplastic left heart syndrome.
Pediatric cardiologists met with her to
explain the corrective surgical treatment, once the baby was born, and the
stunning advances in life expectancy
and quality with current staged surgery,
critical care and aggressive home care.
The woman already has a disabled child
at home and considered refusing the
surgery and allowing the baby to die as
would certainly occur in its first few
weeks of life if untreated. The pediatric
cardiologists were disturbed by this and
wondered if the hospital should seek a
court order mandating surgical treatment given the current outcomes data.
The Bioethics Committee was consulted
and wrestled with the balance of the
interests of the baby to live versus the
extent to which it was reasonable to
impose a burden on families to provide
extraordinary care.
esponse: Whether parents may
opt for nonsurgical palliative care
for a newborn with hypoplastic
left heart syndrome (HLHS) remains
controversial.1,2 Some pediatric cardiologists and cardiac surgeons feel they
should seek court-ordered intervention
if parents refuse consent for operation,
despite the fact that many would not
want surgery for their own child with
HLHS.3 The key moral questions with
HLHS, as with many other disorders, is:
Just because we can do something,
should we? Must we? This question
arises in many arenas such as oncology
last-ditch chemotherapy or phase I
trials held out as therapy4 and various
transplants where data suggest no or
negative survival value, as in lung transplantation for cystic fibrosis patients.5
How should we act when clinicians
value attempts at life preservation differently from patients and families? The
case description involves telling phrases:
“stunning advances,” “current outcomes
data,” “extraordinary care,” which convey strong beliefs and convictions, even
about the data.
HLHS is a congenital heart defect in
which only the right ventricle develops
adequately and the aorta is underdeveloped. A sequence of operations

attempts to restore adequate blood flow
to the body without overburdening the
single ventricle. Without surgery, the
condition is fatal in early infancy. The
first operation occurs in the first weeks
of life and ensures blood supply to the
body. A second operation a few months
later takes some of the strain off the
ventricle by diverting more blood to the
circulation through the lungs, which
need less pressure than the systemic
flow. A third operation, usually done
between ages two and four, improves
the flow of oxygenated blood to the
body. Patients often need medications
to ensure the heart beats with adequate
strength and to control heart rhythm
problems. Parents have the burden of
providing intensive home care between
surgical stages. While patients surviving
the three procedures often have good
exercise capacity, the single ventricle
can fail in young adulthood and require
heart transplantation. In addition, some
patients who have had long periods of
low levels of circulating oxygen because
of their heart defect or complications
of surgery have impaired intellectual
function.
Surgeons have made amazing technical progress in the last 25 years. Developmental assessments of children who
have had cyanotic congenital heart disease and outcomes of open-heart procedures (using bypass, with or without
circulatory arrest) look better and better. Even so, different groups around
the industrialized world with technologically equivalent, sophisticated systems
for congenital heart disease care report
similar survival statistics but seem to
interpret the information in substantially divergent ways.6–8 In the absence
of “perfect” outcomes (say, everyone
survives with intact neurodevelopmental status and great exercise tolerance),
clinicians tend to see what they want to
see in the data. Results that appear to
some to “mandate” state-imposed treatment to others provide adequate justification to maintain parental choice to
refuse surgery and permit death.
So, one may ask, how good must the
results be to warrant preemption of the
parents’ authority to refuse treatment?
How much treatment constitutes “extraordinary” intervention? If one could

treat HLHS with only one surgery, for
example, a heart transplant, would we
consider that treatment “ordinary” and
therefore “required?” Not all neonatal
heart transplant patients can wean off
immunosuppression and avoid the risks
of drug side effects, lymphoproliferative
disease and vulnerability to serious
infection. What would we say about a
two-stage “palliative” surgical sequence
of operations in infancy, followed by the
need for heart transplant between the
ages of 15 and 25? Would 60% survival
with palliative surgery at age six with
100% normal development in survivors
justify court-ordered treatment? How
about 70%? What is the right cutoff?
Not only is there not unanimity within
the pediatric cardiology/cardiac
surgery community, there isn’t even consensus. Even if we had consensus, it is
hard to see how even a professional
consensus provides sufficient ethical justification to disregard the carefully considered, fully informed judgment of
parents looking out for their infant’s
interests, as they see them.
As in the debate over medical “futility,” the distress over parental refusal of
surgery for HLHS tends to appeal to a
false sense of scientific objectivity, ignoring the problem of the adequacy of
whatever outcomes data clinicians want
to use. The problem involves more than
clinical results; it involves values and the
thorny matter of whose values get to
trump the values of others.
In some clinical situations, the
answer seems clear-cut. When a parent
refuses surgery for midgut volvulus in
an otherwise healthy infant, we take custody, call a judge and take the child to
the operating room. Assuming an adequately early diagnosis, surgery works
nearly 100% of the time with few complications or negative long-term implications. When parents deny permission
to give blood transfusions in a healthy
young child who experienced trauma,
we correctly resuscitate as needed and
seek court intervention on the grounds
the child will get to grow up to make his
or her own choices about accepting
blood, with little chance that the transfusion will produce physical harm.
Ask the ethicist—continued on page 8
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The legal column:

Conscientious objection by health care providers

Thaddeus Mason Pope, JD, PhD

Associate Professor
Widener University School of Law
Wilmington, Delaware

Catherina Lorena Cenzon-DeCarlo is
an operating room nurse who was hired
by New York’s Mount Sinai Hospital in
2004. As part of her hiring process and
pursuant to a hospital policy allowing
employees to register conscientious
objections to certain procedures, Cenzon-DeCarlo indicated her unwillingness to participate in abortions. But,
despite her documented objection,
Cenzon-DeCarlo’s supervisors compelled her to participate in a late-term
abortion in 2009.1
Conscientious objection by a health
care provider refers to the provider’s
refusal or desire to refuse a course of
action requested by a patient or
expected by customary practice guidelines. The basis for the refusal is not a
conflict with professional norms but a
conflict with the provider’s personal values, beliefs or moral views. The most
notable examples, illustrated in Cenzon-DeCarlo’s case, concern reproductive health services such as abortion,
sterilization and contraception. But
providers have also conscientiously
objected to other health care services,
including: (1) fertility treatments, (2)
procedures relating to destruction of in
vitro human embryos, (3) procedures
involving fetal tissue or organs, (4) certain vaccinations, (5) xenotransplantation, (6) withdrawal of life support, (7)
palliative sedation to unconsciousness
and (8) assisted suicide.
Conscientious objection does not
normally present legal problems for
providers who have yet to establish a
treatment relationship with a patient.
Consistent with the no-duty-to-treat
rule, providers can generally refuse to
treat for any reason. In contrast, for
those providers already in a treatment
relationship, conscientious objection
could pose legal problems. Without a
specific legal exemption, providers
asserting conscientious objection could
be exposed to civil, criminal and
disciplinary sanctions. For example,
Cenzon-DeCarlo was threatened with
insubordination, patient abandonment
and loss of her nursing license.
Fortunately, laws often protect the
rights of providers like Cenzon-DeCarlo
4

to decline to provide or participate in
health services that violate their religious or moral beliefs.2 Particularly
since Roe v. Wade, state and federal legislatures and regulators have enacted
laws that protect providers’conscientious objection rights. These laws are
often referred to as “conscience
clauses.”
One of the earliest conscience
clauses was the 1973 Church Amendment.3 This federal statute prohibits
employment discrimination against a
provider who, due to religious beliefs or
moral convictions, refuses to perform
or assist in a sterilization or abortion.
Not surprisingly, when Cenzon-DeCarlo
filed a lawsuit against Mount Sinai Hospital, she alleged a violation of the
Church Amendment. But in November
2010, the U.S. Court of Appeals for the
Second Circuit affirmed judgment for
Mount Sinai, holding that the Church
Amendment does not provide a private
right of action.4 In other words, violations must be prosecuted by the federal
government, not by the employee
herself.
Notwithstanding the enforcement
limitations of the Church Amendment
and other federal conscience clauses,
employees have been successful using
general anti-discrimination laws like
Title VII of the Civil Rights Act of 1964.
Nurse Toni Lemly, for example, secured
several favorable rulings in her lawsuit
against Louisiana’s St. Tammany Parish
Hospital.5 The hospital had fired Lemly
after she refused to administer the
morning-after pill.
Still, most conscience clause protection is afforded by state, not by federal,
law. After all, the practice of medicine,
in general, is primarily regulated by
state law. Nevertheless, state conscience
clauses remain a work in progress. Lawmakers are still struggling to strike an
appropriate balance between provider’s
conscience rights and patients’ access
rights. The result is an evolving non-uniform patchwork of laws that afford
some protection to certain types of
providers to refuse certain types of procedures.6 Still, there are several discernible themes and trends. Notable
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among these are a duty to refer and a
duty to treat in exigent circumstances.
Nearly 30% of surveyed providers
want not only a right to refuse to provide objectionable services but also a
right to refuse to inform patients about
or refer them for objectionable
services.7 Still, except in rare exceptions
like Mississippi,8 the law has not
afforded such broad protection. Typically, conscience clauses require the
provider to inform the patient about
lawful treatment options regardless of
whether such information will induce
the patient to pursue treatment to
which the provider objects.
For example, K-Mart pharmacist Neil
Noesen refused to refill Amanda Renz’s
prescription for oral contraceptives or
to transfer the prescription to Wal-Mart.
In 2008, the Wisconsin Court of Appeal
affirmed the Pharmacy Board’s disciplinary action against Noesen, holding
that while Noesen had a right to refuse
to fill the prescription, he engaged in
“unprofessional conduct” by refusing to
transfer it.9 Similarly, in Washington
State, litigation renewed in 2011 may
remove the obligation of pharmacies to
stock emergency contraception. But an
objecting pharmacy would still have a
duty to refer the customer to other
pharmacies.10
When transfer is not possible, particularly in life-and-death circumstances,
an objecting provider is typically obligated, despite her conscientious objection, to provide the desired treatment.
For example, many state health care
decisions acts provide a legal safe harbor to providers refusing to comply, on
conscience grounds, with advance directives or surrogate decisions.11 But the
right of conscientious refusal is conditional. Providers must normally comply
with the treatment request until the
patient is transferred. If the patient cannot be transferred, then the provider
cannot refuse.
While conscience clauses vary in
strength and scope, there is increasing
consensus that the right of the provider
to conscientiously object to the performance of health services must be balLegal—continued on page 7
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Ethics and the humanities:

Borrowed time: An AIDS memoir
By Paul Monette

New York: Harcourt Brace & Co., 1988, 400 pages

“Everybody knows that pestilences have a way of recurring in
the world; yet we somehow find it
hard to believe in ones that crash
down on our heads from a blue
sky.”
Albert Camus, The Plague

I

t was the early 1980s, and Paul Monette was living a life he had hardly
dared to dream of as a young, closeted gay man: He was a successful
author, screenwriter and playwright,
and he was celebrating 10 years of partnership with his friend and lover, Roger
Horwitz. Then came AIDS. Within a
year and a half Horwitz was dead, and
Monette had watched him suffer
unspeakable horrors to the end.
Monette’s 1988 account of his partner’s illness and death was the first
widely read personal history of AIDS in
America. The desperate situation of the
beginning of the AIDS epidemic is still
alive in the pages of Monette’s book,
and the pages are rife with the panic
and rumor-mongering that an unknown
and untreatable illness brings. It is a
book I am compelled to reread every
few years, even as the world Monette
chronicles fades into memory. When I
first read this book as a college student,
AIDS was inexorably and rapidly
fatal. As I read it again now, HIV—at
least among the privileged in America—is a chronic outpatient disease. Neither Horwitz nor Monette
himself would live to see this transformation. Monette’s legacy, as contained
in these pages, is his razor-sharp yet
deeply emotional chronicle of what it
means to be the victim of a modern
plague.
The book begins with what might be
any hypochondriac’s set of warning
signs destined to mean nothing: a mild
flu, a swollen lymph node, a little weight
loss. Before Horwitz is formally diagnosed with AIDS, Monette puts all his

energy into denial, into rationalizing
why these signs and symptoms are trivial, or at least will be proven to be a
treatable disease, “a concrete thing with
beginning and end.” The reality comes
“like a slowly dawning horror. At first
you are equipped with a hundred different amulets to keep it far away. Then
someone you know goes into the hospital, and suddenly you are at high noon
in full battle gear. They have neglected
to tell you that you will be issued no
weapons of any sort. … You fight tough,
you fight dirty, but you cannot fight dirtier than it.”
Horwitz experiences endless rounds
of PCP pneumonia, diarrhea, shingles,
loses his eyesight to viral retinitis, and
dies of cryptococcal meningitis. The
same fate befalls countless friends, and
Monette spends nearly as much time
chronicling the losses of others, the
endless stream of bad news, as he does
his own loss. The horrors are raw, and
Monette spares us none of them. Compare Monette’s descriptions of AIDS to
the genteel literary death from tuberculosis of the previous century: There is
nothing polished or beautiful in these
descriptions. Instead, we see the wasting
and the diarrhea, and watch as young,
vital men are stricken with Kaposi’s
lesions “raw and mottled, angry and
blood blistered around the wound”
while their friends and lovers desperately seek treatments that do not yet
exist.
The helplessness in the face of the
unknown is a constant. Monette admits
to a strange sense of calm each time a
new treatment is available, even though
nearly all are proven ineffective by the
end. He chases leads in “the underground” for drugs from Mexico, concocts fattening meals and finds a
strange kind of joy in having to change
IV tubing or administer antibiotics.
“Finally, something to do,” he writes

Review by Dena Rifkin, MD

Assistant Adjunct Professor of Nephrology
University of California, San Diego
San Diego, California
when given the opportunity to change a
dressing. This need to do more than sit
and watch, in my experience, is echoed
by the loved ones of many patients with
life-threatening illnesses.
He is eloquent in describing the loss
of identity that comes with hospitalization, the transformation of his accomplished partner to “the AIDS case in
[room] 1028”: “That is one of the
shocking things about a hospital: the
leveling of you to your body’s weakest
link… No wonder I was forever giving
our resumes to doctors and nurses, as if
to beg them to see us for real, see what
happy lives we had left at the border,
which waited still like a dog on the front
stoop.”
The medical establishment receives
its share of Monette’s anger for its
homophobia and indifference to the
AIDS calamity. He is particularly damning when it comes to the interns and
residents “sweeping in as if by revolving
door, trying to look serious in spite of
their comical youth, mad with backedup things to do and racing like the
White Rabbit.” The one physician who
receives consistent praise is Dennis
Cope, Horwitz’s personal physician
throughout the onslaught: “I listened…huddling in the shade of his
compassion, trying to learn what it was
people said when the worst had happened… he spoke and gave comfort
and made us hope.”
Although the world Monette writes
about has changed, what shines still in
these pages is the rawness of deadly illness, the fear and horror of facing unexpected death, and the compassion. I
return to this book not to be reminded
of the history of AIDS in America, but to
revisit Monette’s haunting caution
against indifference and disbelief, his
unvarnished images of suffering in the
face of the unknown, and his anguish in
watching a loved one die too young. ■
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Dialogue:

Virtue ethics and medicine

I

n responding to Professor Walker’s
article (Lahey Clinic Journal of Medical Ethics, fall 2010) insofar as she is
arguing that virtue ethics has a role in
medical ethics, there is no disagreement between us. Whatever one’s own
theoretical commitments, in practice,
applied ethics is always going to be carried on in the absence of a background
of agreed moral theory. Given this fact,
the best that can be done is a process of
reflection informed by an awareness of
the strengths and weaknesses of different theoretical possibilities. Virtue
ethics, by providing a fresh perspective,
enriches this process. But while Professor Walker has clearly stated the
strengths of virtue ethics, what are its
weaknesses? Modern virtue ethics rests
upon two bases: the identification of
human flourishing as the central ethical
concern; and the understanding of the
sole (or at least main) component of
that flourishing as being the exercise of
the virtues. Each of these brings its own
problems.
A rough distinction can be made
between agent-based ethics, which concentrates on the question, “What should
I be?” and act-based ethics, which concentrates on, “What should I do?”1
Virtue ethics belongs to the former
type, and other modern theories such
as duty-based ethics or consequentialism to the latter. Both are clearly legitimate questions, and, in some areas such
as education, professional or otherwise,
the former question is simply unavoidable: Every educational institution
should be constantly asking itself, “What
sort of people are we trying to produce?” But to note that the question is
unavoidable is not to concede that the
particular way in which virtue ethics
answers that question is unavoidable.
Virtue ethics is committed to a certain
stability of character, indeed, classically,
to the view that there is a human nature.
While this makes sense against the background of an Aristotelian worldview in
which all substances have natures oriented toward certain goods, it is not at
all clear that modern understandings of
nature and how ethics are related to
nature can easily sustain such a posi6

Stephen Watt, PhD

Tutor, Office of Lifelong Learning, University of Edinburgh
Associate Lecturer, The Open University in Scotland
Edinburgh, Scotland
tion. For example, evolutionary psychology has shown how we have inherited
various traits as a result of the operation
of natural selection. But to note that we
may, generally, have such traits is to say
nothing about those who do not have
them, nor, even for those who do, that
we should morally endorse them: For
many moderns, human nature is as
much a thing to be transcended as it is
something by which to be ethically
guided. While virtue ethics notes the
existence of specific vices, it struggles
against them in the name of what we
truly are, our nature. What it cannot do
is to regard this nature itself as something created and imposed, say by patriarchy or evolutionary pressures, and
thus itself something to be resisted.
It might be objected that, whatever
the problems with basing an ethics on
human nature, there is less of a problem in basing medical ethics on the idea
of a good practitioner. While we might
doubt that the idea of a good human
being is concrete or unproblematic
enough to serve as a basis for ethics in
general, the ethos of medicine is such
that there is a much clearer content to
the notion of a good practitioner. In
terms of concreteness, this is probably
true: There is very often a clear expectation of what, say, a good surgeon will be
like among fellow practitioners and
patients. But to note that this expectation exists is not to avoid its problematic
status ethically. What if, for example, we
begin to doubt that the common understanding of the good surgeon is a good
one, prompted, perhaps, by an awareness that it has been created historically
by an economically privileged group of
white males? The main way to resolve
this would be to reflect on the practice
of medicine, what its purposes are and
how these purposes can be most effectively achieved. It is only following
reflection on what should be done, that,
eventually, we might be able to reconstruct our view of what sort of people
are required to do these things. In such
a scenario, the concept of good medicine is prior to that of the good doctor.
Having noted that the idea of a good
human being or good medical practi-
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tioner is problematic, the next element
in virtue ethics—that the goodness of
such a life can be expressed primarily in
terms of the virtues—can also be questioned. Classically, virtue ethics endorsed the view that external goods
—money, relationships, etc.—were
much less important to the goodness of
a life than the internal goods: what sort
of character you had.2 But one strand in
modern psychology argues precisely the
opposite: that character is far less
important than the situation within
which agents find themselves.3 In medical ethics, this might suggest that it is
the working environment within which
practitioners find themselves that needs
consideration, rather than their character. Such a view might lead to a focus on
codes of best practice and monitoring
of practitioners’ adherence to them,
rather than virtue ethics’ emphasis on
the development of character.
Both these points suggest that, rather
than giving a priority to human nature
and the virtues, priority should instead
be given to considering what medical
practitioners should do and, only then,
what sort of person is required to fulfill
these tasks. But, even assuming the priority of the nature of the good person
and the virtues in addressing ethical
questions, the substantive content of
such an approach remains doubtful. I
have already noted some of the difficulties involved in consideration of the
content of a human nature or good
practitioner. Again, putting these difficulties aside for present purposes, the
content of the virtues remains problematic. Although some of the classical
sources for virtue ethics can be read as
suggesting a means-end relationship
where the virtues are required in order
to achieve a prespecified end, a more
common reading both of modern and
ancient sources suggests rather a constitutive relationship, where what a good
person is depends (at least in part) on
what the good exercise of the virtues is.4
To give a concrete example, the virtue
of care cannot be deduced from the
preconceived nature of a good medical
practitioner, but rather, the nature of a
good medical practitioner (in part)

__________________________

depends on ascertaining what the
proper exercise of care is. As a result,
although there have been attempts to
deduce the virtues from a conception of
the good person,5 more commonly, the
virtues themselves have been the starting point for ethical reflection. That,
however, raises the question as to where
our conceptions of the virtues are to
come from if not from a preconception
of human flourishing. In practice, the
majority of them have emerged either
from classic texts such as Aristotle or
Aquinas or from a nontheoretical intuitionism, the sort of things that “people
tend to say.” In either case, dangers of
an inherent bias toward conservatism
and traditionalism in ethics exist, either
from the age of the source material or
the acceptance of unreflective, traditional attitudes.
In sum, virtue ethics can provide a
useful perspective on medical ethics. Its
strongest suit is that no alternative theoretical approach is unproblematic: Put
crudely, it is no worse than its rivals. Its
greatest specific dangers are that it
downplays the role of situations and
overemphasizes character, conceals the
existence of substantive disagreement
about ethical practice behind talk of
human nature, and has a methodologi-

The “donated generation”
—continued from page 2
1ASRM

Practice Committee. 2008 guidelines for gamete and embryo donation. Fertil Steril 2008; 90, Suppl 3, November, pp
S30–S44 (2008).
2Ibid at S36 for sperm guidelines, S40 for
egg guidelines.
3Boxer LA, Stein S, Buckley D, et al. Strong
evidence for autosomal dominant inheritance of severe congenital neutropenia associated with ELA2 mutations. J Pediatr 2006;
148 (5): 633–636.
4Grady D. Sperm donor seen as source of
disease in 5 children. N Y Times, May 19,
2006. Available at: http://www.nytimes.
com/2006/05/19/health/19donor.html.
5Clark K. My father was an anonymous
sperm donor. Washington Post, December 17,
2006. Available at: http://www.washington
post.com/wp-dyn/content/article/2006/12
/15/AR2006121501820_pf.html.
6Available at: http://www.cryobank.
com/Donor-Search/Sample-DonorInformation/.
7Karen, a donor-conceived woman and
mother. When the children grow up. In:
Morrissette M, ed. Voices of Donor Conception—Behind Closed Doors: Moving Beyond
Secrecy and Shame. Be-Mondo Publishing;
2006: 53.

cal bias toward conservatism and traditional practice.
1Annas J. Ancient ethics and modern morality. Philosophical Perspectives 1992; 6: 128. In
noting this distinction, I do not challenge
Professor Walker’s claim that virtue ethics
can also be action guiding: The distinction
merely indicates the focus of a theory,
rather than its entire content.
2Annas J. The Morality of Happiness. New
York: Oxford University Press; 1993: esp.
36–7.
3For a survey of the literature and a defense
of the virtue ethics against situationism, see
Adams RM. A Theory of Virtue. Oxford:
Oxford University Press; 2006: 115–58.
4Hursthouse R. On Virtue Ethics. Oxford:
Oxford University Press; 1999: esp. 25–42.
5Keenan JF. Virtue ethics. In: Hoose B., ed.
Christian Ethics: An Introduction. London:
Continuum; 1998: 84–94.

R

esponse: Stephen Watt has chosen a standard way of distinguishing virtue ethics from other
major moral theoretical perspectives by
noting that virtue ethics asks, “What
should I be?” while both duty- and consequence-based ethics asks, “What
should I do?” While there is some felicity to this way of putting the distinction—virtue ethics is concerned with an
individual’s character over an entire life
and, traditionally, with the notion of a
good life—there is also a way in which

8Ethics

Committee of the American Society
for Reproductive Medicine. Informing offspring of their conception by gamete donation. Fertil Steril 2004; 81 (3): 527–531.
9Turner AJ and Coyle A. What does it mean
to be a donor offspring? The identity experiences of adults conceived by donor insemination and the implications for counseling
and therapy. Human Reprod 2000: 15 (9);
Hewitt G. Missing links: Identity issues of
donor-conceived people. J Fertil Couns 2002;
9 (3): 14–20.

Legal—continued from page 4
anced against the need to ensure
patient access to those services. Key
components of this equilibrium are the
duty to transfer and the duty to treat in
emergency situations. ■
1Cenzon-DeCarlo

v. Mount Sinai Hospital, No.
09-3120 (E.D.N.Y. Jan. 15, 2010).
2In addition to ethical reasons, there are
also practical reasons to protect conscientious objection. First, a large proportion of
health care providers might otherwise leave
medicine or restrict their practice. Second,
patients’ health would otherwise be
adversely impacted. Jonathan Imbody,
Christian Medical Association, vice president for government relations, comments
on Federal Conscience Regulations (April

this distinction mutes one of the main
contributing features of virtue ethics. In
particular, the development of virtue as
habitual response requires continued
and sustained practice. Virtue ethics in
this sense is all about “action.” Certainly
we may worry about the fact that our
actions are often heavily influenced by
particular situations, since this will
make it the case that good habits of
character are difficult to achieve and to
sustain. Yet that is not to agree that
virtue ethics “overemphasizes character”
and “downplays the role of situations”
since we are asking here not about success in each instance, but what we strive
for and how we attempt to modify our
actions based on particular experiences.
Virtue ethics does traditionally depend
on some specific normative views
regarding human nature and, in particular, the nature of a good life that gives
contour to the virtues as human excellences. ■

Rebecca L. Walker, PhD

Assistant Professor
Department of Social Medicine
Adjunct Assistant Professor
Department of Philosophy
University of North Carolina at Chapel Hill
Chapel Hill, North Carolina

9, 2009); National Health Law Program,
Health Care Refusals: Undermining Quality
Care for Women, Los Angeles: NHeLP; 2010.
3Pub. L. No. 93-348 (1973), codified at 42
U.S.C. § 300a-7(c).
4Cenzon-DeCarlo v. Mount Sinai Hospital, No.
10-0556, 2010 WL 4723205 (2d Cir. Nov. 23,
2010).
5Lemly v. St. Tammany Parish Hospital, No.
2005-12411 (22d Jud. Dist, La. Nov. 16,
2006), aff’d, No. 2009-CC-0709 (La. May 15,
2009).
6Pope TM. Legal briefing: Conscience
clauses and conscientious refusal. J Clin
Ethics 2010; 21 (2): 163–176.
7Curlin FA, et al. Religion, conscience, and
controversial clinical practices. New Eng J
Med 2007; 356:593–600.
8Miss. Code Ann. § 41-107-3.
9Noesen v. Wisconsin Department of Regulation
& Licensing, Pharmacy Examining Board, 751
N.W.2d 385 (Wis. App. 2008).
10Stormans, Inc. v. Selecky, No. 3:07-CV-05374RBL (W.D. Wash.). The court is expected to
lift its July 2010 order staying the case,
because the Board of Pharmacy decided not
to change its rule.
11Uniform Health-Care Decisions Act 7(e),
http://www.law.upenn.edu/bll/archives/ul
c/fnact99/1990s/uhcda93.htm. The same
provision is in New York’s 2010 Family
Health Care Decisions Act. N.Y. Pub. Health
L. § 2994-N.
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No sensible clinician would claim that the straightforward correction of acute
intestinal obstruction or the transfusion of red blood cells carry anywhere near the
risks and hazards of surgery for HLHS. No matter what else we think, babies with
HLHS who receive operations have complicated medical and surgical roads ahead of
them. Can we say with “medical” certainty in HLHS that surgery provides a “better”
alternative for an infant than a comfortable death, appropriately assisted by expert
palliative care, surrounded by a loving family? We just aren’t there yet. Maybe we can
get there someday, with developments in science and technology that will make correction of HLHS as easy as surgery for malrotation or as simple as transfusing packed
red blood cells. Until we’ve made such progress, parents should have the authority
to say “no thank you.” ■

Joel Frader, MD, MA

A Todd Davis Professor of General Academic Pediatrics
Professor of Medical Humanities and Bioethics
Feinberg School of Medicine, Northwestern University

Division Head, General Academic Pediatrics
Co-director, Pediatric Palliative Care Program
Children’s Memorial Hospital
Chicago, Illinois
utcome: The baby was born with HLHS. After further discussion with the
pediatric cardiologists, the mother rethought the choice and consented for
heart surgery. The baby successfully underwent the first stage of surgery. ■

O
1Frader

JE. Infant heart transplantation and hypoplastic left heart syndrome: A response. In
Frankel LR, Goldworth A, Rorty MV, Silverman WA, eds. Ethical Dilemmas in Pediatrics: Cases
and Commentaries. New York: Cambridge University Press; 2005.
2Ross LF, Frader JE. Hypoplastic left heart syndrome: A paradigm case for examining conscientious objection in pediatric practice. J Pediatr 2009;155(1):12–15.
3Kon AA, Ackerson L, Lo B. Choices physicians would make if they were the parents of a
child with hypoplastic left heart syndrome. Amer J Cardiol 2003;91:1506–1509.
4Oberman M, Frader J. Dying children and medical research: Access to clinical trials as benefit and burden. Amer J Law Med 2003;29(2/3):301–317.
5Liou, TG, Adler FR, Cox DR, Cahill BC. Lung transplantation and survival in children with
cystic fibrosis. N Engl J Med 2007; 357:2143–2152.
6Tibballs J, Cantwell-Bartl A. Outcomes of management decisions by parents for their infants
with hypoplastic left heart syndrome born with and without a prenatal diagnosis. J Paediatr
Child Hlth 2008;44:321–4.
7Cantwell-Bartl AM, Tibballs J. Place, age and mode of death of infants and children with
hypoplastic left heart syndrome: Implications for medical counseling, psychological counseling, and palliative care. J Palliat Care 2008;24:76–84.
8Rasiah SV, Ewer AK, Miller P, et al. Antenatal perspective of hypoplastic left heart syndrome:
5 years on. Arch Dis Child Fetal Neonatal Ed 2008;93:F192–7.
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