
yearly to end a life from patients who
did not have serious disease. These were
mainly from patients over 80 years old,
a minority of whom had ailments but
no serious medical disease, and almost
all after losing a spouse or being single
with social problems. In this sample,
only 3% of the physicians said they had
ever complied with such requests; most
had refused, suggesting alternatives to
VAE or PAS.1 If legalized, VAE for exis-
tential reasons could become an option
for anyone, because these existential
motives are entirely subjective and not
amenable to objective evaluation. 

VAE and PAS in the
Netherlands

VAE is legally practiced in the
Netherlands, Columbia and Belgium,
and PAS is legally practiced in those
countries as well as the state of Oregon.
PAS is not a crime in Germany nor
Switzerland, which allows it if accom-
plices have no personal interest. The
position of the Dutch arose from legal
cases involving seriously ill patients and
was not based on a public discussion 
of the principles of VAE/PAS.2 The 
first prominent court case dates from
1974 when a physician ended the life 
of her ailing mother after repeated
requests and was found guilty on 
technical charges and sentenced to a
week of probation. This case was soon
applauded as a landmark case in favor
of VAE because the verdict outlined, 
for the first time, the requisite condi-
tions to help someone die.

The Dutch legal definition of eutha-
nasia is ending the life of a person, at his
or her voluntary request, who suffers

Euthanasia for existential reasons
is an issue of public debate in
the Netherlands. Advocates of 

voluntary active euthanasia (VAE) and
physician-assisted suicide (PAS) believe
that individuals should have the right to
choose the time and manner of their
death. Both VAE and PAS represent a
conflict between the physician’s duty to
protect life and to alleviate unbearable
suffering. 

Existential suffering occurs in the
absence of severe physical or mental ill-
ness. Requests for existential euthanasia
come mostly from elderly people who
suffer from age-related physical ailments
and have lost the appetite for living
because they experience life as meaning-
less and empty. For example, in a recent
and typical case, a 69-year-old man who
lost his wife said that he was lonely and
wanted to join her in the afterlife. A 
psychiatric consultation found him
competent and not depressed. He
asked me for euthanasia. 

In a philosophical sense, the termin-
ology of existential suffering requires
clarification, because all suffering, 
mental or physical, presupposes a mind
and an existence capable of perceiving
suffering and is existential. For prag-
matic reasons, we adopt the distinction
of suffering as physical, mental or 
existential. People who request VAE 
for existential reasons are usually not
adherents of the philosophy of existen-
tialism as expressed by Jean Paul Sartre,
Albert Camus or Sören Kierkegaard. 

In a recent publication of represen-
tative interviews, 410 physicians (GPs,
specialists and nursing home physi-
cians) reported about 400 requests

Quote to note
“It is all too evident that our
moral thinking has not been able
to keep pace with the speed of
scientific advancement.”

—Tenzin Gyatso,
the 14th Dali Lama
The New York Times
November 12, 2005
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unbearably without hope of improve-
ment. Contrary to popular belief, VAE
and PAS are technically a crime in the
Netherlands, even though the Dutch
Voluntary Euthanasia Society3 attempts
to decriminalize assisted suicide. A law
called the Law Review Procedures for 
Termination of Life on Request, active
since April 1, 2002, defines the condi-
tions a physician must follow to help a
patient die without being prosecuted.
The physician (1) must be convinced of
the presence of a voluntary and care-
fully considered request, (2) must be
convinced that the patient’s suffering 
is unbearable without prospect for 
improvement, (3) must have informed
the patient of their medical situation
and future prospects, (4) must have 
concluded with the patient that reason-
able alternatives are absent, (5) must
have consulted with at least one other
physician not otherwise connected to
the case and (6) must end the life of a
patient effectively and carefully. 

Each case of VAE or PAS must be
reported as a case of unnatural death 
to a civil servant, comparable to a local
medical coroner, who conducts an
immediate investigation, consults with
prosecutors about the case, and allows
burial or cremation, or refers the case 
to the local prosecutor. The most formal
evaluation is conducted afterward by
one of five regional Euthanasia Evalua-
tion Committees that determines
whether the law has been upheld.
These Committees have three members:
a judicial expert, a physician and an
ethicist. I am a physician-member in 
one of these committees.

VAE and PAS are performed primar-
ily by family physicians with long-term
patient relationships; most patients 
suffer from a terminal malignancy. VAE
and PAS were performed on 2.7%
(3,600 cases) of patient deaths in 2001.
Of the 1,886 cases in 2004 for which
data is available, 1,647 persons suffered
from an end-stage malignancy; 81% of
the VAE/PAS acts took place in private
homes with family physicians, and 3.5%
of the cases took place in nursing
homes. The dominant age bracket in
cases of VAE/PAS is between 65 and 79,
conforming with cancer statistics on age.

Ninety percent of the Dutch popula-
tion supports the option of VAE and PAS.
Eighty-eight percent of Dutch physicians
approve of VAE/PAS, while 8% are per-
sonally opposed but support the option
for others, and 4% oppose it under all
circumstances. For American readers,

these figures may seem surprising, but
keep in mind that the Dutch Courts have
allowed the option of VAE/PAS since
the early 1970s and the number of sup-
porters has risen steadily since that time.

VAE/PAS are not just interventions
to end a life at a particular moment, 
but more the end of a long process with
an intensely emotional culmination.4
Patients usually cite several reasons for
ending their life: unbearable and hope-
less pain and suffering, avoidance of
further deterioration and meaningless
suffering, death without dignity, depen-
dence, fatigue, fear of suffocation and
being a burden to their family.5 In 
most cases that pass the Euthanasia
Evaluation Committees, the descriptions
of suffering are focused on medical
symptoms such as unbearable pain
despite treatment, nausea despite anti-
emetics, extreme fatigue and breathing
difficulty. Additional problems include
insomnia, poor concentration and
impaired communication. 

Relevant court cases
Two important cases are relevant to

the discussion of euthanasia for existen-
tial reasons. In 1994 the Supreme Court
acquitted psychiatrist Dr. Boudewijn
Chabot for assisting a woman in suicide
who did not suffer from a terminal
somatic or bodily disease. The woman
wanted to end her life after she was
alone following a divorce and both of
her sons had died. The Court argued
that unbearable suffering could be due
to life experiences in the absence of
physically debilitating diseases, ending
the discussion that terminal illness
should be conditional for euthanasia. 

Whether unbearable suffering
includes existential causes was decided
by the court in the Brongersma case of
2002. In this case, a family physician,
Philip Sutorius, ended the life of
Edward Brongersma, an 86-year old
former Dutch senator who did not 
suffer from a somatic disease, but was
deeply affected by a slow physical
deterioration, feelings of social isolation
and existential emptiness. In successive
legal court proceedings through a local
court, a regional court and finally the
Dutch Supreme Court, a clear distinc-
tion was made. The local (Haarlem)
court acquitted the physician. On judi-
cial appeal, the regional (Amsterdam)
Court of Appeal wanted both medical
and legal expertise concerning the
medical profession’s conceptions and
consensus on existential suffering. Both
experts concluded a physician’s profes-

Euthanasia continued from page 1 sional expertise is limited to medically
defined disorders and does not include
existential suffering. The Supreme
Court reasoned that a physician has 
no expertise to assess the un-bearable
nature of a person’s existential suffer-
ing; therefore, a physician who ends 
the life of such an individual cannot 
be exonerated.

Unbearable suffering
What complicates an assessment of

unbearable suffering is the complexity
and intricate nature of human experi-
ence. What people experience and what
they find unbearable is not ‘simply pain’
but pain as shaped by their character
and biography. The difficulty for a
physician is to grasp this complexity and
understand why the patient’s experience
leads to a request for assistance with
dying. Each assessment becomes a deli-
cate journey to respect and explore the
thoughts of an individual, to under-
stand why the totality of symptoms result
in a patient’s conviction that life  is
meaningless and prolonging it undesir-
able. Meaninglessness tends to become
a final personal assessment, leading to a
decision that “enough is enough.”

Conclusion
VAE or PAS for existential reasons is

not formally possible in the Netherlands,
nor do physicians in general see a justi-
fication for it at this time. However,
there are attempts to politicize the issue
by demanding the decriminalization of
assistance in suicide through a change
of law in Parliament, which will not be
successful in the present climate. As a
physician, I support the present limita-
tions on VAE/PAS and find these realis-
tic and justified. As a philosopher, I
support the position that euthanasia for
existential reasons may be acceptable.
But I find it difficult to justify the pro-
fessional participation of physicians—
these decisions are beyond the exper-
tise of the medical profession. 

In the instance of the 69-year-old
man who asked me for existential
euthanasia, although I was sympathetic,
I told him that his case fell beyond the
scope of the law. He decided to commit
suicide with sleeping pills and a bag
that would cause him to suffocate. I
gave him my advice on the effectiveness
of his choice, and days later he ended
his life. I supported his sons afterwards.
If Dutch society chooses euthanasia for
existential reasons, though it would
pain me, I would refuse to participate. 

Euthanasia continued on page 12
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uestion: Mr. P. is a 58-year-old
man with end-stage renal disease
awaiting a kidney transplant.

Because the wait for a deceased
donor kidney is long, Mr. P. seeks a living
donor. He has two healthy children,
both of whom are willing to donate 
one of their kidneys, but for “emotional
reasons,” he is reluctant to accept their
offers. A third child suffered anoxic
brain damage in a drowning accident 
at age 5. She has been in a persistent
vegetative state (PVS) for 21 years and
lives in an extended-care facility. Mr. P.
considers this daughter “essentially
dead,” but his wife has not agreed to
terminate her life-sustaining therapy.
Both parents jointly serve as their
daughter’s guardian and now agree that
a kidney should be retrieved from this
child. Because she is in a PVS, they
believe she cannot be harmed by the
donation as much as their healthy 
children. But she cannot provide 
consent either. The transplant surgeon
requests an ethics consultation before
proceeding. What should the ethics
consultants advise?

esponse: The case of Mr. P. repre-
sents failures in our health care

system: the failure to procure
enough deceased donor organs, so that
we permit, even encourage living
donors; and the failure to prevent 
end-stage renal disease (also known as
kidney failure) in the first place.

Mr. P. is lucky because he has two
competent adult children who are 
willing to donate. However, Mr. P. is
reluctant and not without reason. It
may be that there is a genetic compo-
nent to his kidney failure. If so, his
adult children may want to retain their
second kidney to delay kidney failure
and their own need for a transplant in
the future. It may be that Mr. P’s grand-
child will suffer kidney failure and need
a kidney, but one parent will not have 
a kidney to spare, having donated to 
Mr. P. It also may be that he fears the
small but real chance of serious peri-
operative morbidity or even mortality.1

Mr. P. has a third child who is in-
competent and will never develop com-
petency. Mr. P. would prefer that the
surgeons procure her kidney because
he considers her “essentially dead,” 
and, therefore, believes that she cannot

be harmed by the procurement in 
contrast with his healthy children. His 
wife agrees.

Living donation is morally permissi-
ble if the benefits to the donor and
recipient outweigh the medical and 
psychological risks of donation for the
donor. The physical risk of harm does
not differ between the three children,
although how both the donor and
the family will experience the harms
does differ. If a rare but catastrophic
event occurred (e.g., stroke) to either
healthy adult donor, the donor’s quality
of life would be significantly diminished,
and life itself may be shortened. Mr. P.
and his wife would experience sadness,
anger and possible guilt that they asked
their child to make this sacrifice. In 
contrast, if the daughter in PVS were to
suffer a stroke, her life may be short-
ened, although her quality of life might
be minimally affected. Moreover, her
parents might not suffer any distress. 

Regardless of who donates, the 
transplant offers Mr. P. a large medical
benefit. The two healthy adult children
may experience great emotional benefit
from this opportunity, and the donation
may improve family relationships
strained by ill health and the demands
of care giving. However, the daughter 
in PVS cannot benefit psychologically.
Her inability to experience psychological
benefit, but to be at physical risk, makes
her donation immoral, because the
benefit/risk must be interpreted from
the perspective of the donor.2

That the parents cannot authorize
their daughter to serve as a living kidney
donor but can authorize termination 
of life-sustaining treatment may seem
incoherent. The difference is that the
decision to withdraw life-sustaining
treatment is only morally permissible 
if it is based on the belief that is in 
their daughter’s best interest.3 It is
immoral to withdraw to ease the parents’
burdens alone. The authorization to
procure a kidney from this daughter 
is not in her best interest, because she
cannot experience psychological bene-
fit. Therefore, it is immoral to use her
kidney as a living donor graft, now or 
in the future, merely to benefit a 
third-party, even if the third-party is 
her guardian.

The case would be more challenging
if Mr. P.’s wife and two healthy adult

children were willing but medically
unable to donate because of their own
health problems, and the family had
turned to the third child as a “donor 
of last resort.” And yet, even in that
case, I would argue that it is ethically
impermissible to authorize the procure-
ment of her kidney, because it uses her
solely as a means. The donation violates
her human dignity, because it fails to
respect her right to bodily integrity and
her right to be valued as an end-in-her-
self, even if she cannot demand that
these rights be respected.

The ethics consultant should advise
Mr. P. that his daughter in PVS cannot
morally serve as a living donor. Either 
of his two competent adult children 
can morally serve as his living donor,
although each would need to undergo 
a full medical and psychological work-
up to ensure that there is no medical
contraindication and that the decision
is voluntary and informed. Alternatively,
Mr. P. can continue on dialysis and wait
for a deceased donor organ.

Lainie Friedman Ross, MD, PhD
Associate Director

MacLean Center for Clinical Medical Ethics
Assoc. Professor of Pediatrics and Medicine

University of Chicago 

Outcome: The ethics committee
advised that there was a duty to
protect the vulnerable and

noted that failure to do so facilitated
many of the great crimes of history.
Even if done with legal sanction, it said
retrieval of the kidney would remain 
an unjustified assault on a defenseless
person who could not benefit from the
intervention. The ethics committee’s
advice was accepted and the daughter’s
kidney was not retrieved. ■■

1Najarian JS, Chavers BM, McHugh LE,
Matas AJ. 20 years or more of follow-up of
living kidney donors. Lancet 1992;340:
807–810.
2Glannon W, Ross LF. Motivation, risk, and
benefit in living organ donation: a reply to
Aaron Spital. Cambridge Q Healthcare Ethics
2005;14:191–194.
3Veatch RM. Limits of guardian treatment
refusal: a reasonableness standard. Am J
Law Med 1984;9:427–468.

Ask the ethicist:
Should a PVS patient be a live organ donor?
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Most people assume the donor
heart symbol on their driver’s
license ensures they will be-

come a donor if they should die. In 
fact, the donor heart symbol has had 
no legal meaning; your family could
override your wishes. The result is that
organs suitable for transplant are not
always recovered from people who
wished to be donors.1

With over 89,000 Americans cur-
rently waiting for a transplant and 6,600
dying each year waiting, any measure
making it easier for people to become
donors will have a powerful impact.2
A national movement now exists to
establish donor registries that allow
people to designate themselves as
donors in a manner that is legally 
recognized and readily apparent to the
health care and procurement profes-
sionals who can carry out their wishes.
This donor rights movement has two 
key components: ensuring that the law
recognizes donor designation and 
establishing an effective mechanism 
for a person’s designation to be known.

Donation is governed by state law,
creating the possibility of significant
variations from state to state. In 1968,
the Uniform Anatomical Gift Act
(UAGA) was promulgated in an attempt
to provide national uniformity. This
original UAGA authorized an adult to
“gift” organs and tissues upon death by
filling out a donor card or by making a
donation statement in a will, without
requiring further family consent or 
permitting family to override that gift.
Within a decade, all 50 states adopted
the UAGA.

If the law for over 30 years has sup-
ported an individual’s right to make a
donation decision, why has the practice
always been to defer to the family?
Some claim that fear of litigation has
thwarted recognition of valid donor
designations. There are, however, no
reported cases of a family suing health
care or donation professionals for re-
covering organs and tissues, over the
family’s objection, from an individual
who had a valid donor card or will
designation. Moreover, the UAGA,
provides legal immunity for those 

professionals who act in good faith in
carrying out organ and tissue dona-
tions. And the courts have repeatedly
upheld this liability protection.

Deferring to families likely became
standard practice because donor cards
and wills are rarely found within the 
critically short time frame required for 
a donation decision. To advance donor
rights, the law needed to expand the
legally recognized ways a person could
“gift” organs and tissues. 

The idea is simple. People who
designate themselves as donors on their
license are entered into a donor reg-
istry—an electronic database of individ-
uals who want to be organ and tissue
donors upon death. The law recognizes
inclusion in the donor registry as
legally equivalent to signing a donor
card. Following a death referral from a
hospital,3 the donor registry is searched
to confirm whether an individual has
made a donor designation. If a poten-
tial organ and/or tissue donor is in the
donor registry, donation of suitable
organs and tissue for transplantation
can proceed. If a potential donor is not
in the donor registry (and in the absence
of any other donation document), the
family is offered the opportunity to
donate suitable organs and/or tissue.

Massachusetts will be joining over
half the states in the US in establishing
a donor registry.4 The Massachusetts
Donor Registry, established by statute
and implemented through a cooperative
agreement between the Massachusetts
Registry of Motor Vehicles (RMV) and
the New England Organ Bank, is
expected to be activated in early 2006.
The RMV will enter names of individuals
who designate themselves as donors 
at the time of licensure or renewal 
into a database accessible to the New
England Organ Bank on a 24-hour/
365-day-a-year basis. When a hospital
within Massachusetts makes a referral
regarding a potential donor to the 
New England Organ Bank, the Donor
Registry database will be searched to
determine whether that individual 
had made a donor designation. This is
currently the practice in Connecticut
and Rhode Island, where computerized

donor registries went “live” this past
year.

One question that arises is: How will
health care and donation professionals
respond if a family objects to recovery
of organs and/or tissues from a person
who is in the donor registry? Will the
hospital back off to avoid antagonizing
a family, particularly in cases where the
care preceding death could result in a
potential malpractice suit? These are
important risk management and public
relations questions, but not legal ones
—the law clearly supports and protects
those who carry out valid donations. 
Experience across the country, although
anecdotal, shows families are far more
likely to be relieved that the difficult
donation decision has already been
made. Very rarely does a family, know-
ing the deceased wished to be a donor,
vehemently oppose donation.

Another frequent question is: What
if a person who has a donor symbol on
his license changes his mind? The
UAGA already provides ways to desig-
nate a refusal to become a donor—for
example, any signed statement to that
effect is legally valid. 

A rational step towards addressing
the critical shortage of organs for trans-
plant is to ensure that we recover all
suitable organs from those who wish to
donate. In this way, the concepts behind
donor rights and registries can work
together to save lives. ■■

1Because a driver’s license is often not
found when a donation decision must be
made, no data is available to quantify how
often a person’s wish to become a donor 
is overridden by family members.
2One donor can provide, on average, 
three organ transplants and approximately
40 tissue transplants.
3Hospitals are required by federal regula-
tion to refer all deaths and imminent
deaths to the Organ Procurement 
Organization designated to serve the 
applicable geographic area. See 42 C.F.R.
§482.45(a)(1).
4In New  England, Connecticut, Maine 
and Rhode Island have also passed donor
registry laws and legislation is currently
pending in New Hampshire and Vermont.

The legal column:
Donor rights and registries

By Alexandra K. Glazier, JD, MPH
General Counsel, New England Organ Bank

Adjunct Professor of Health Law, Boston University School of Law
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THE MEDICAL ETHICS FORUM FROM HARVARD MEDICAL SCHOOL

key areas and bad for public health and
the environment.

A historical approach and political
approach may help explain the current
fights over politics and science. The
modern conservative movement today
preeminent in the Republican Party 
has a number of key constituencies, but
for our purposes, most important are
religious conservatives and big business,
or the Christian right and regulated
industry. These two constituencies have
very different interests. Industry cares
about the bottom line, and religious
conservatives care about what they view
as the moral decline of our society. But
what the groups have in common is that
they come into conflict with scientific
information in key areas that they care a
lot about. Religious conservatives want
to undermine the teaching of evolu-
tion; some fossil fuel companies want 
to question either the existence or the
severity of global climate change. In
both cases, they have run headlong 
into established, mainstream scientific
consensus conclusions.

Next, politicians (Republican politi-
cians in this case) cater to the scientific
lobbying of the interest groups that 
put them in power. I call it scientific 
lobbying because these interest groups,
either religious conservatives or indus-
try, have their own specific take on
scientific topics, which they further
through lobbying agencies or their
elected representatives, in the hope 
that policy-making will reflect their 
view of the science, which is often not 
a mainstream view of the science.

The misuse of science by our govern-
ment is eroding trust in government,
and I think this is an extremely damag-
ing issue for the nation’s future. I do
not claim that no one else has ever
abused science. “Cherry picking,” or
selective use of favorable scientific 
information to bolster a particular 
political perspective, is endemic in the

This is an edited transcript of a forum
presented by the Harvard Medical School
Division of Medical Ethics in November
2005.

Allan Brandt, PhD, Moderator, 
Department of Social Medicine and the
Division of Medical Ethics, Harvard 
Medical School:

As a historian of science, it’s not my
view that science is ever totally free of
politics, values and interests. And, in
fact, a generation of historians of sci-
ence and of medicine and public
health over the last decades has created
a body of work to demonstrate the rela-
tionship of science and medicine to
politics and other forms of interest. 
But that said, I think there is little
doubt that we’re living in a historical
moment of radical change in the rela-
tionship of science to politics. And it’s
my hope that today’s panel will be at
least one mechanism to begin to
explore precisely what’s happening at
this moment, and what it means for our
science, for our politics, for our society
and for our culture.

It’s impossible today to pick up a
newspaper, literally on any day, and 
not be immediately aware that the
traditional, we might call it, demilita-
rized zone between science and culture,
between science and politics, has
become an incredibly active area of
hand-to-hand, if not mortal, conflict.
And what does that mean for us? 
That’s really what I hope today’s panel
will be addressing.

Chris Mooney, journalist and author:1

I will outline the current crisis over
the political misuse of science and
explain why we have such a disturbing
crisis. I call it a political science crisis
because it has a political explanation.

Finally, I will show how this political
explanation casts light on a number of
key politicized medical science issues. 

There is a crisis over the role that
science should be playing—but is not
currently playing—in public policy deci-
sion-making. It is a subtle crisis because
it is veiled from the public by the com-
plexity of scientific disputation. And it’s
also veiled by the complexities of the
government regulatory process. But
nevertheless, we realize what is at stake
here when we realize that the political
misuse of science can threaten public
health, the environment and in some

cases, respect for knowledge itself in
our society. The deeper conundrum is
how do we ensure that science plays a
proper role in informing public policy
and in defining that proper role? That
is a question that goes to the heart of
the role of science in a democracy. We
do not generally expect our political
leaders to be PhD scientists. Rather,
what we expect is the existence of
strong channels of communication
between political leaders and scientific
experts so that policy making will be
informed. Under the Bush administra-
tion we have seen a really disturbing
deterioration of these necessary chan-
nels of communication between 
scientists and politicians. That has 
created a crisis that’s bad for science,
bad for national competitiveness in 

The politicization of science

Politicization — continued on page 6
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political system and routine among
interest groups of all points of view, 
and that includes left-wing groups and
Democrats. But what we have now with
the Republican Party is something of a
“perfect storm,” with two interest groups
being catered to across a wide variety 
of issues. Industry is being catered to 
on climate change, on mercury pollu-
tion and so forth. And the religious 
conservatives are being catered to on
stem cells, evolution, condom effective-
ness and abstinence education. So it is 
a systemic problem. 

Religious conservatives are not say-
ing deny science and cite scripture.
They are offering their own science,
which they assert is right, while prevail-
ing science is wrong. They do not reject
science; they misuse and abuse it. This
phenomenon is clearest in the case of
evolution in which they offer “intelligent
design” as a scientific alternative to 
evolution. Christian conservatives use
science to achieve what they want on a
moral level. In human embryonic stem
cell research, which religious conserva-
tives believe is immoral because it
destroys embryos, they also make a 
scientific argument that this research 
is not medically necessary because 
there are alternatives, such as adult
stem cell research. 

The debate over abortion is another
example. They view abortion as immoral,
but they also emphasize its unique
health risks for women. So they argue
that abortion increases the risk of breast
cancer and mental illness. These claims
are well outside of the mainstream,
because leading authorities have
debunked them. On sex education,
they contend that there’s good evidence
suggesting that abstinence sex educa-
tion is effective. But that contention is
not backed up by social science data.
And within the advocacy for abstinence-
only education, there is an attack on the
condom that exaggerates its failure
rates, which is also misleading from a
scientific perspective.

I conclude that the political right
and the Christian right have created
their own shadow scientific community
in some sense and their own armamen-
tarium of scientific arguments that they
use to advance their moral objectives.

This development of a strategy of scien-
tific argumentation is a pre-condition
for the actual abuse of science by politi-
cal actors, because politicians cannot
empower themselves to challenge main-
stream scientific conclusions without
their own experts and scientific-sound-
ing arguments to turn to. They now
have those arguments, which are a 
central reason for the crisis over the
current political misuse of science. 

Susan Wood, PhD, former Director of
the Office of Women’s Health, US Food and
Drug Administration:

I will provide a recent example of
decision-making not based on the med-
ical and scientific evidence and, in fact,
not promoting the health of women and
families. I will discuss women’s health
and the FDA to show what went wrong
and what led me to have to resign after
the announcement on August 26, 2005,
of what was essentially an indefinite
delay of the approval of the emergency
contraceptive Plan B as an over-the-
counter product. 

Let me first state what the role of the
FDA is and what it is not. The FDA’s job
is to regulate products to ensure their
safety and efficacy, that they’re accu-
rately represented in their label and in
the package insert for patients, and that
they comply with all the laws and regu-
lations for FDA-regulated products. 

Where did Plan B fit in? Plan B 
contains 0.75 milligrams of levonor-
gestrel, a progestin-based drug
approved in 1999 as a prescription
product. The manufacturer asked the
FDA to approve it for nonprescription
status in 2003. To get over-the-counter
status, one is not required to redemon-
strate its safety and efficacy because
that was demonstrated when it was
approved as a prescription product. 
But one must prove that it does not
need a prescriber intermediary. One
must show that the label is easy to use
and understandable, and that the 
product can be used correctly based
solely on the label and without the 
help of a health professional. The 
company provided that data. 

It is essential to understand that 
Plan B prevents unintended pregnancy;
it is a contraceptive and not an abortifa-

cient. It does not interrupt an estab-
lished pregnancy. This important dis-
tinction has been muddied in popular
accounts, deliberately or not. The con-
fusion among the general public is
enormous. Plan B prevents unintended
pregnancy; its only connection with
abortion is that it has the potential to
prevent the need for it. That is a goal
toward which we should all work for
together regardless of our politics. But
clearly that did not turn out to be the
case. A key fact is that Plan B must be
taken within hours after sexual inter-
course to be most effective. That is why
it is appropriate for over-the-counter
use. It is safe, it needs to be taken
quickly without barriers, and it can 
prevent an unintended pregnancy. But
this benefit became a political liability.

Let me give a brief overview of the
FDA drug approval process. An applica-
tion can come into the agency to approve
a new product, change the labeling, or
approve over-the-counter sales. The
application is then evaluated by the
appropriate review divisions, which in the
case of Plan B, were the Reproductive
Health Division and the Over-the-
Counter Division. Two teams of scien-
tists had evaluated tens of thousands of
pages of data about this product. The
FDA has the discretion to convene an
outside advisory committee and to pose
questions to that advisory committee
about whether this product is easily used,
is appropriate for over-the-counter avail-
ability, is safe, is well labeled and merits
approval. The reviewers’ recommenda-
tions will then go through the FDA
chain of command, including multiple
levels of review in the center for drugs,
and then a final decision, once reached,
will be conveyed to the manufacturer 
of the product. 

In the case of Plan B, there was 
enormous consensus throughout this
process. FDA does not have to accept
the decisions of its advisory committees,
and it holds that prerogative dear.
There are a number of cases where 
FDA has essentially not accepted the
recommendations of the advisory 
committee. Overturning an advisory
committee does not fundamentally
cause a problem because FDA does it
frequently. But in this case there was
absolute agreement between the reviews
and the advisory committee. 

Politicization — continued from page 5
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After the reviewers make their recom-
mendations, if there is debate at other
professional management levels, revi-
sions might be made. The recommen-
dation then goes to the center director
and after that to the commissioner 
who can reverse the center director’s
decision. This rarely happens, and 
certainly not when that overturns every
layer below him. 

Now what happened in Plan B? The
advisory committees as mentioned
voted in favor of OTC status; the vote
regarding safety was a unanimous. We
were expecting a decision in May 2004.
But instead of that approval, which had
been recommended at every review
level above the advisory committee, the

center director sent a non-approvable
letter calling for a two-tier prescription/
nonprescription status, focusing on very
young teens. 

The issue with young teens is neither
safety nor efficacy. The question raised
by the agency was whether or not teens
could understand the label and use it
correctly. That’s the requirement for
over-the-counter status. The issue raised
by the center director was the only tech-
nical way of getting at this problem—we
need to insure that young teens under-
stand and use the label properly. But, 
in fact, FDA never asked that question
for any other product that is available
over the counter. We’ve never asked it
for pain medication, cold medication,
antihistamines, something for migraines,
something for menstrual cramps, any-
thing that you see over the counter. 
Nor have we ever asked: Do young teens
understand how to use it? We’ve never
done subpopulation analysis or required
numbers sufficient to do subpopulation

analysis before. Why this drug and why
now? 

The company did resubmit exactly
that proposal—keep it prescription-
status for young teens, nonprescription
status for everyone else. We expected
by winter 2005, six months later, to get
a decision. Inside the agency everyone
thought it was to be approved. It went
up the chain again and was ready to be
approved. I was in London during that
time. When I returned in July 2005,
the commissioner’s nomination and
confirmation as commissioner had
been held up by Senators Clinton and
Murray over the Plan B delay. They got
a commitment from the commissioner
and from the Secretary of Health and
Human Services that action would be
taken by September 1. 

In late July, people at the agency told
me they had recommended approval,
but didn’t know what the answer would
be. The FDA commissioner announced
in August, over the disagreement of the
center director and everyone below him,
that we would go into this unending
black box of rule-making on the very
issue we thought was a way to get to a
faster yes; this two-tier prescription/
nonprescription status. 

The problem was twofold. One was
we had never previously required that
for any of our two-tier status drugs:
lower dose, over the counter; higher
dose, prescription; simple diagnostic use,
over the counter; complicated diagnos-
tic use, prescription; nicotine patch only
available to those over the age of 18.
Every time we did that, FDA quite hap-
pily approved it with these two different
conditions, and it worked fine. It’s not
FDA’s job to regulate pharmacy practice
or to regulate the practice of medicine,
and both prescribers and pharmacies
figured out how to handle it without a
regulatory process. And the regulatory
process proposed in August 2005 is a
black box. This is saying no, without 
saying no. If we go through the regular
rule-making process, we are talking 
several to many years. FDA is not going
to make a decision for the very long
foreseeable future. 

This story goes to the heart of how
we’re supposed to make our health 
policy decisions, whether it is emer-
gency contraception or the upcoming
human papilloma virus vaccine, which

unfortunately is getting ensnared in the
same arguments—that if we vaccinate
young teens or preteens, it might 
promote teen sexual promiscuity. The
vaccine is going to prevent cancer, and
we’re going to worry about this? We
have to make our decisions based on
the evidence and on what will promote
health, and unfortunately this decision
did neither of those.

Every day that nothing happens,
every day that there is silence, FDA is
telling us quite clearly that the agency 
is not independent and can’t make
decisions, at least in this case, based on
science and medical evidence. And if
the commissioner does nothing, unfor-
tunately that’s what he’s saying. The
professional staff was so removed from
the decision that it had no role at all.
We cannot risk FDA’s credibility. First,
physicians and prescribers depend upon
it, patients depend upon it, people buy-
ing their over-the-counter products
depend upon it, and if its credibility is
lost, it will be very difficult to regain.
And secondly, we might actually lose the
infrastructure inside the agency. Right
now there are a lot of good folks inside
FDA, who should be allowed to do their
work properly. But if FDA keeps losing
credibility, it is not going to draw first-
rate people into the agency. We cannot
risk that credibility both here at home
and internationally where we truly are
considered a gold standard. But on this
issue FDA is not seen as credible at all. 

Dan Brock, PhD, Frances Glessner Lee
Professor of Medical Ethics at Harvard
Medical School, Director of the Division of
Medical Ethics:

I will address a different context,
namely the National Institutes of Health
or NIH. And I’m not a scientist, I’m a
philosopher by training, and I do work
in ethics. I’m going to talk about prob-
lems of academic freedom outside of
science, but within a scientific agency 
of the federal government. 

I joined the Department of Clinical
Bioethics at NIH in 2001 for a year as a
visiting scholar, intending to return to
my position at Brown University, but was
recruited and decided to remain at

Politicization — continued on page 8

We have to make our

decisions based on the

evidence and on what will

promote health, and

unfortunately this decision

did neither of those.



8 LAHEY CLINIC MEDICAL ETHICS Winter 2006 ___________________THE MEDICAL ETHICS FORUM

NIH. It was an attractive working envi-
ronment with a large number of very
good colleagues. I then learned that
NIH has a clearance process for anything
published by its scientists and scholars.
That process is supposed to improve the
quality of information and to ensure
the “accuracy, objectivity, utility, and
validity of the information.” According
to NIH policy, materials are reviewed
for “propriety, accuracy, completeness,
and quality including objectivity, utility,
and integrity.” And in a memo that the
NIH director, Elias Zerhouni, sent to 
all employees at NIH, he stated “our
policies should never inhibit or suppress
honest discussion of scientific issues. I
endorse NIH’s longstanding policies
that support the transparency of the
research enterprise and the responsible
exercise of our freedom to advance
public debate.”

There’s both a history as well as 
official documents that endorse NIH’s
commitment to academic freedom. 
Nevertheless, before scientists or scholars
publish anything, it has to be cleared
for publication. That process had been
largely pro forma for the ethics depart-
ment. I sent in a paper for clearance, an
earlier version of which (coauthored by
Bernard Lo of UCSF and Timothy Quill
of Rochester) had been published in
JAMA about eight or ten years ago,
which I had been asked to bring up to
date for a book collection. About a
week later I got an e-mail from the
deputy director for Intramural Research
at NIH saying, “Hold up submitting it
for publication, I need to talk to some
more people in Building One.” He 
indicated he would be back to me in a
week or so. But the delay dragged on. 
I reminded him several times that I
needed an answer, and finally about
seven weeks after I had initially sent the
paper to him, he and I had a phone

conversation. He indicated that he had
conferred with others, including the
deputy director for Public Policy and
Raynard Kington, who is the number
two person at NIH, and they had come
to agreement about what changes they
wanted made in the paper before they
would accept its publication. 

The first change, which I probably
could have accepted, was a change in
the title of the paper. It was about 
end-of-life care, and it had “physician-
assisted suicide” in the title. But the
more significant change was to the 
conclusion of the paper. They suggested
that because it only involved a few 
sentences, it was not a big change. On
the other hand, it was a substantive
change of significance. And I was told
that, “We don’t want something coming
out that’s in conflict with Ashcroft’s
policies.” Ashcroft was then challenging
the Oregon statute permitting physician-
assisted suicide as a violation of the
drug administration laws. 

I should point out that everything
one publishes at NIH, even after its been
cleared, always has a disclaimer at the
bottom that the paper represents the
views of the author and does not repre-
sent any policies of NIH, the Public
Health Service or HHS. So I thought
about it for a couple of days and went
back to them and said I want to publish
it as is, but I’ll publish it under my Brown
affiliation, where I hold an emeritus
appointment, and with no connection
to NIH. However, that solution was not
acceptable; they refused to publish 
without those changes. 

I asked the director of Intramural
Research whether it had always been
like this, because he didn’t seem happy
with what he was required to do. His
response was, “Well, there’s always been
some of it, but it is much worse now.”
And one of the insidious features of
this, and I think this is probably true of
other branches of the government, was

that this was, in effect, preemptive cen-
sorship. NIH was worried about getting
trouble from what they call “downtown,”
which is HHS; that’s where more overtly
political people are, and NIH had had
numerous conflicts with them. It was
preemptive censorship in the sense that
they wanted to avoid something coming
out that would get them in trouble. It
became clear that there would not be a
satisfactory resolution of the issue, and
so I decided to leave NIH, which is why
I am now here at Harvard.

This is another context in which
(although this wasn’t science but rather
ethics) politics ruled the day. I want to
quote a relevant e-mail that the number
two person at NIH sent to the head of
the Clinical Center, who forwarded it 
to me.

“The bottom line is that it is time for
all of us to recognize that working on
highly policy relevant scholarship in the
Federal Government will never be the
same as doing that work in a college or
a university… This administration has
made it very clear that it will exercise its
right to limit the ability of staff to voice
policy opinions that differ from the offi-
cial administration view. I think we need
to start over and make it very clear to all
the reality of the rules that we are work-
ing under and then individuals can and
should make their own decisions about
what they can live with.”

That’s the kind of attitude that now
unfortunately exists in the leadership of
this scientific institution. It is a different
context than what Chris and Susan have
been talking about because my work is
in ethics. But nevertheless NIH is a 
central scientific institution, one that
professes, at least, commitment to 
academic freedom, but when push even
comes to a little bit of a shove, it doesn’t
stand behind it. ■■

1Mooney C. The Republican War on Science.
New York, NY: Basic Books; 2005.

Politicization — continued from page 7
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Sharon Kaufman has uniquely pre-
pared for her new contribution,
subtitled How American Hospitals

Shape the End of Life, by spending two
years at three community hospitals in
California. There, “embedded” with 
the physicians, nurses, social workers
and the other experts caring for people
in crisis, she talked with more than 100
critically ill patients and their families. 
A medical anthropologist who has 
written extensively about the medical
profession, she is well-equipped to
advise medical/ nursing personnel
about dying in hospitals, where so 
many of us will take our last breath or,
rather, have our lungs inflated for the
last time.

Her book is divided into three sec-
tions: Part I, The Predicament, circles
around the success of medical science
in maintaining life, even if prolonging
dying. Part II, The Hospital System, 
develops the theme that hospitals 
control physicians and patients. Part III,
The Politics and Rhetoric of the Patient’s 
Condition, sustains more than a few case
studies under the rubrics of “Suffering,”
“Dignity,” and the “Quality of Life.”
Among many keen observations, 
Kaufmann emphasizes the pressures 
of the hospital budget, but equally
important, the pressures of time. 
Readers may come away saddened at
how ravenous hospitals have become
looking for a healthy bottom line.

Hospitals shape what doctors do by
organizing and controlling life-saving
technology. The past 60 years have 
seen a sea change in the relationship
between doctors and hospitals. In the
1940s hospitals were run for the 
convenience of physicians whose 
workplace they provided. But hospitals
also represented a generous assump-
tion of civic responsibility by citizens
who wanted to contribute to the wel-
fare of their fellows. The local hospital
fulfilled a community goal, caring for
patients regardless of cost, and they
represented the local citizenry, who
supported them by taxes, by gifts and
by volunteer activities.

Hospitals used to be a destination,
not just a clearinghouse. I am old
enough to recall the days when patients

were allowed weeks or even months to
die in the hospital, before time pressures
to get patients out of the hospital
restricted such kind charity. Then 
hospitals truly were places of refuge
where comfort was as important as care.
That world has been lost—for many
understandable reasons that include
weakening of the 1930s commitment 
to “the social contract,” along with the
vast advances in what medical science
can do and how much more those 
cures cost.

Nowadays the physicians and other
“healthcare workers” serve the hospital.
Where the hospital director in the 1940s
was simply the superintendent, often a
physician, meandering around the
wards to make sure that everything was
shipshape, today hospitals are medical
centers that employ more workers than
any other game in town, and their
CEOs are usually MBAs paid in the
seven-figure range. Hospitals are
money-making conglomerates that 
may be labeled “not-for-profit,” even
when their very metaphors betray their
business spirit.

Kaufman finds an urgency about
everything in the modern hospital. The
hospital’s primary task, she observes, is
“to move things along” tracks of
diagnosis and treatment, propelled by
attention to hospital budgets, reimburse-
ment and the other economic priorities
of managed care. Sadly, young physicians
trained in these circumstances do not
bemoan, let alone recognize, these 
pressures. Kaufman does not put all 
the blame on hospitals or staff, for she
recognizes the ambivalence of families,
who hope to help the patient yet are
fearful to speed the process of dying.
Kaufman vividly depicts the dilemmas 
at the end of life by recording in detail
the conversations that have troubled
most every physician and nurse.

Hospital care has now become so
complex that specialists called “hospi-
talists” are needed to provide proper
care, and that is good for everyone.
They have a far more urgent responsi-
bility than their office colleagues, and
they are comfortable with the machinery
of care and, for some, with the jargon
of death and dying. The words that

physicians and nurses use in talking
with patients are commonplace to us
but far more portentous for the critically
ill and their families. The author exam-
ines this secret language that hospital
caretakers share, despite the ignorance
of patients and their families about
those last days in hospitals that have a
budget to flesh out and technologies 
to finance.

Hospital pathology conferences 
usually feature discussions around why a
patient died and what could have been
done differently, but few ever raise the
possibility that, sometimes, it might have
been just the right time to die, as far as
the patient was concerned. That we
physicians see death as our opponent
and aging as a disease someday to be
overcome is widely lamented in medi-
cine, but dying people still get more
than they ask for in those last days. This
is illustrated in a letter from a patient’s
daughter:

“My mother, Georgia Hansot,
died recently in the ICU of a
major hospital…. She was 87 years
old…. I am astounded I had so 
little inkling of how hard it would
be to help my mother have the
death she wanted…. She was
attached to a respirator and had a
feeding tube inserted down her
throat. What had happened?
…Exactly the opposite of what she
had wished… I found I was dealing
with a bewildering array of medical
specialists trained to prolong lives,
not to let patients die. My mother’s
wishes...were now subject to the
approval of strangers.… None of
these specialists knew my mother
and they all had their own convic-
tions how to do best by her.… My
stress built over the ensuing 5 days
as mother’s distress was palpable.
An attempt to remove my mother
from the ventilator failed.… The
hospital came to feel like alien 
territory...full of medical strangers
intent on maintaining my mother’s
vital signs at all costs. My sense of
being trapped in a nightmare
intensified.”

Ethics and the humanities:
And a time to die 
By Sharon R. Kaufman Review by Howard Spiro, MD
Scribner, New York, 2005, 400 pages Professor Emeritus of Medicine 

Yale University School of Medicine
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The psychiatric diagnosis of gender
dysphoria and its more recent
medical treatment, as admirably

summarized by Dr. Spack, (Lahey Clinic
Medical Ethics, Fall 2005) is contested
and eroding. Although “medicalization”
has helped transgendered people to
acquire therapy and social acceptance,
transgenderism is part of a larger social
struggle between defenders of the “nat-
ural” and “God-given” and the right of
individuals to control their own bodies
and define their own lives. 

In 2003, psychologist Michael Bailey
stepped into this volatile debate with 
his book The Man Who Would Be Queen:
The Science of Gender Bending and Trans-
sexualism.1 Based on observations of
transsexuals and transvestites, the book
purported to confirm an out-of-favor
psychosexual etiology of transsexualism
rather than the dominant medicalized
diagnosis of gender dysphoria. For 
Bailey, male transsexuals can be parsed
into two broad groups, neither appro-
priately understood as a “woman
trapped in a man’s body”: (1) effeminate
homosexual men who want to have sex
with men and believe that as women
they can better attract straight men, 
and (2) straight men fixated on having
sex involving female genitals, but who
get confused and turned on by the idea
of having their own female genitalia,
i.e., “autogynephiles.”

Not surprisingly, the book created 
a firestorm of protest among trans-
gender activists, who condemned 
Bailey’s unscientific methodology.
Transgender activists also saw that 
Bailey’s psychosexual etiology would be
ammunition for the opponents of trans-
gender therapies. The Christian Right
embraced Bailey’s book as evidence 
that transsexuals should be denied
surgery and hormones, and directed to
psychotherapy instead.

For instance, writing in the conserva-
tive Christian journal First Things in
2004, Dr. Paul McHugh, psychiatrist-in-
chief of Johns Hopkins Hospital, said: 

“I have witnessed a great deal of
damage from sex-reassignment.... We
psychiatrists have been distracted from
studying the causes and natures of their
mental misdirections by preparing them

for surgery and for a life in the other
sex. We have wasted scientific and 
technical resources and damaged our
professional credibility by collaborating
with madness rather than trying to
study, cure, and ultimately prevent it.”2

In 2002 Dr. McHugh was appointed
to the President’s Council on Bioethics
(PCB) and participated in the delibera-
tions that led to the PCB’s critique of
human enhancement therapies, Beyond
Therapy.3 In his 2004 critique of sex 
re-assignment, Dr. McHugh pointed to
the larger philosophical issue swirling
around the contested diagnosis of 
gender dysphoria. “…There is a deep
prejudice in favor of the idea that
nature is totally malleable,” he said.
“Without any fixed position on what is
given in human nature, any manipula-
tion of it can be defended as legitimate.”

The emerging attack on the diagnosis
of gender dysphoria and the malleabil-
ity of “human nature” does not come
only from cultural conservatives how-
ever, but also from some on the Left.
For bioethicist Carl Elliot, author of 
Better Than Well, gender dysphoria is
one of many forms of self-mutilation
sold to Americans by a profit-driven
medical-industrial complex.4 To under-
line his point, Elliot compares sex re-
assignment surgery to the psychiatric
condition “apotemnophilia,” the obses-
sion that one should be an amputee.
Like gender dysphorics, apotemno-
philics are chronically depressed,
because they see their “true selves” with-
out the offending appendages. Unlike
gender dysphorics, apotemnophilics 
are almost universally seen as needing
psychiatric treatment, rather than med-
ical help to transition to their desired
body. For Elliot, like the conservative
critics, sex re-assignment is a sign that
we are using technology inappropriately
to cure spiritual and psychiatric ailments. 

Advances in global access to sex re-
assignment surgery, our understanding
of the diversity of biological sex and our
technologies of body modification, all
promise to make the battles over sex 
re-assignment even more intense in the
near future, and to further polarize 
bioconservatives from advocates of 
morphological self-determination.

As transgender attorney Dean Spade
points out, we don’t make women suf-
fering from “rhino-identity disorder” live
as small-nosed people for a year before
their surgery. But the protocols of the
Harry Benjamin International Gender
Dysphoria Association (HBIGDA) call
for the “patient” to spend a year
attempting to live as the opposite sex
before they receive surgery. While an
understandable attempt to prevent post-
surgical regret (which is extremely rare
among transsexuals), many transgender
people find the HBIGDA protocols
patronizing and, in a world in which
cross-dressers can be the victims of 
violence, potentially dangerous. Thai
surgeons, who perform some of the
highest volume sex re-assignments in the
world, for an order of magnitude lower
cost than North American surgeons, do
not follow the HBIGDA protocols, but
instead make a case-by-case assessment
of psychological appropriateness. As
medical tourism to Latin America and
Asia becomes more common and attrac-
tive, the rigid HBIGDA protocols will
become irrelevant.

The idea of passing as the “opposite”
gender is also based on passé binary
assumptions about gender. Just as 
transgendered people are no longer
expected to manifest “appropriate” 
sexual preferences, there is a growing
acceptance of transgendered people who
decide to only partially transition, or
consciously adopt a neither-male-nor-
female gender identity.5 Female-to-male
patients may decide to take testos-
terone, but forego phalloplasty and 
traditional male dress. Male-to-female
patients may get breast implants, take
hormones, and cross-dress, but see 
no need for genital reconstruction.
“Gender-queer” theorists such as Kate
Bornstein and Martine Rothblatt argue
that such ambiguous gender positions
are a political statement against binary
“gender apartheid.”6,7

The evolution of gender dysphoria
from a male/female gender correction,
to an experimental, analog form of 
self-expression is also in line with recent
thought on the non-binary nature of
biological sex.8 Anne Fausto-Sterling
has popularized the fact that about 1%

Dialogue:
Beyond the medical model of gender dysphoria to
morphological self-determination
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of all births are “intersexed,” from 
classical hermaphrodites and people
with a mismatch of body genitalia and
DNA to genital malformations such as
hypospadias, a congenital deformation
of the penis.9,10 If easily observable 
morphological differences are as preva-
lent as 1%, brains that are neither 
completely male nor female must pre-
sumably be at least as common, to the
extent that there is a “gendered
brain.”11 The Intersex Society of North
America12 has emerged to campaign 
for the right of intersex children to
define their own gender identity and
not be surgically “fixed” at birth. 

Emerging medical technologies
promise to make the modification of
physiological gender even easier,
cheaper and safer. Tissue engineering 
is rapidly advancing, growing breast 
tissue for breast implants and penile
erectile tissue that could be used for
phalloplasties. Within decades we will
likely have gene therapy to modify the
endocrine system, making exogenous
hormones unnecessary. Surgeons are
perfecting the shaving down of Adam’s
apples and reshaping of the chin, 
buttocks and knees. Whatever neuro-
chemistry and neurophysiology may
characterize the gendered brain, if any,
they will also become malleable, allow-
ing more complete gender transitions. 

Insofar as we discover genetic, hor-
monal and neurophysiological determi-
nants of gender identity and sexual
preference, future neurotechnology
(gene therapy, pharmaceuticals or 
neurocybernetics) will permit the trans-
gendered to not only adjust their desires
and gender identity into alignment with
their identity, but also with their born
sex. Some gender dysphorics may follow
the path of least resistance. But as the
medical risks and social sanctions of
gender transgression decline, and our
lifespans and the efficacy of body modi-
fication technologies increase, a growing
proportion of us will want to try on 
features of the other gender from metro-
sexual cross-gender dress, to hormone
supplementation to modify personality,
to topical gene therapy to change skin
and hair, to designer genitalia. 

As the medical model of gender dys-
phoria is challenged by morphological
liberationism on the one hand, and 
bioconservativism on the other, it will
be difficult to make the case for cover-
ing the therapies with public or private
insurance. But instead of reifying the
medical model, transgender therapy

should be used to challenge the illusory
therapy/enhancement distinction, 
and establish that facilitating full self-
expression is as legitimate a use of
biotechnology as the fixing of diseases
and disorders. There is little difference
in the utility produced in someone’s 
life from plastic surgery after an acci-
dent or burn, and plastic surgery to
adjust a feature that has caused life-long
dissatisfaction. There is no reason for
insurance to discriminate against the
latter in favor of the former. Why is
breast reconstruction for the woman
recovering from breast cancer surgery
politically privileged over breast con-
struction for the trans-woman? Neither
are “medically necessary” and both
done to give psychological relief. 

The bioconservatives are correct that
we might all be happier if we were en-
lightened enough to be content with
whatever we were dealt by fate. But that
is also a formula for personal and social
stasis. Transgendered individuals are
entitled to access to medical technology
not because, as the advocates of the 
medical model such as Dr. Spack assert,
they have a medical condition that
demands correction, but because we
should respect the right to morphologi-
cal self-determination. I pin my hopes
with John Stuart Mill that we all will be
enriched when society helps each of us
find our own personal self-expression. ■■

James J. Hughes, PhD
Public Policy Studies, Trinity College

Hartford, Connecticut
Director, Institute for Ethics and Emerging

Technologies
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Response: I am pleased that Dr.
Hughes agrees that psychiatric
manifestations are a reaction to

gender dysphoria, not the underlying
condition. 

The idea of replacing the medical
model with a “self-determination”
model is misguided, however. Insurance
companies will cover reparative surgery
that restores a loss, but they do not
underwrite the cost for “self-expres-
sion.” 

The medical model serves to differ-
entiate between personal choice and
legitimate medical need. Standards of
care are designed to protect those who
seek medical, surgical or psychothera-
peutic treatment from unscrupulous or
unskilled providers. The challenge is to
develop standards that are adaptable to
changing options and technologies. ■■

Norman Spack, MD
Assistant Professor of Pediatrics, Harvard

Medical School
Clinical Director, Endocrine Division,

Children’s Hospital, Boston, MA



Medical
Ethics

www.lahey.org/ethics/

41 Mall Road
Burlington, MA 01805

Lahey Clinic Medical Ethics encourages reader
participation. We welcome comments for our
“Dialogue” column and invite submission of

ethical dilemmas for “Ask the ethicist.” Send
correspondence and requests for complimentary

subscriptions to David Steinberg, MD.

David Steinberg, MD, Editor
Lahey Clinic Medical Center

41 Mall Road, Burlington, MA 01805
david.steinberg@lahey.org

James L. Bernat, MD, Assoc. Editor
Dartmouth-Hitchcock Medical Center

One Medical Center Drive, Lebanon, NH 03756
bernat@dartmouth.edu

EDITORIAL BOARD

Nancy Knoblock Hunton Daniel Callahan, PhD
Managing Editor Allan M. Brandt, PhD

Dan W. Brock, PhD
David M. Gould, Esq. Diane M. Palac, MD
Legal Editor Thomas J. Prendergast, MD

Paul Reitemeier, PhD
Susan M. Donovan James A. Russell, DO
Circulation Manager Andrew G. Villanueva, MD

Generous funding for Lahey Clinic
Medical Ethics is made in memory of

Harold Karp, by the Karp Family Foundation.

Lahey Clinic Medical Ethics can be found on the
Lahey Clinic Medical Ethics website at

www.lahey.org/ethics/.

Medical
Ethics

Nonprofit Organization
U.S. Postage

PAID
Boston, MA
Permit No. 9

That old age leads to disease and disease to death is almost an article of faith. 
Too rarely is old age regarded as much like the rusting out of a bridge, the wearing
out of parts. The idea, for some over 80, that sudden death in good health, however
“premature,” is preferable to a slow death in decline much later, is considered too
morose for discussion. You have only to pass 80 years to find subspecialists good-
heartedly eager to return your organ system to its youthful state, regardless of any
accompanying general decline.

Kaufman does not spare our feelings. She describes the harrowing waits in the
Limbo, really the Purgatory, that many families find themselves now that dying has
turned from an event into a process. Equally important, physicians are now strangers
to the patients they treat, even if we do not know whether physicians who are friends
with their patients do any better. Nor does she spare us the battles between physi-
cians and patients, between the heroic measures that doctors are so good at and the
palliative care that brings peace. 

In the end, of course, even this perceptive account leaves us with questions. Our
country has become so wonderfully diverse; people have different opinions, differ-
ent wants, and different beliefs. Although modern medicine acts as if we are all 
modules, modular patients and modular doctors, physicians need to read books
like this one to ponder the dilemmas—to talk about them with others—and to 
recognize that our science cannot provide all the answers. ■■
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I would, however, consider it my professional duty as a family physician to help and
support the patient during the process, and the family afterwards. ■■
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