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himpanzees are long-lived,
cognitively complex, highly social
animals native to equatorial Africa,
where they are endangered. They also
live in captivity in the U.S. and, until very
recently, the largest captive chimpanzee
population could be found in New Mexico. Most of the chimpanzees currently
living in the U.S. are here as a result of
generations of captive breeding that began
in the 1920s,1 and many were imported
from Africa before that practice was prohibited by the Endangered Species Act in
1976.
Chimpanzees first arrived in New Mexico in the 1950s, when the U.S. Air Force
brought 60 infants from Africa to a base in
Alamogordo. Because chimpanzees are so
similar to humans, they were used to reveal the suspected effects of space travel;
and because chimpanzees are so intelligent, they were trained to perform complicated tasks similar to those astronauts
would perform in flight. Chimpanzees
were shot into space before humans. In
relatively short order, the Air Force decided to stop using chimpanzees for aeronautical research and the chimpanzee
colony was taken over by Fred Coulston,
who, over the next three decades, amassed
the largest research colony of chimpanzees in the world.
In 2000, the Coulston Foundation,
housing over 600 chimpanzees, was
charged with numerous violations of the
federal Animal Welfare Act. The government removed 288 of the chimpanzees
from Coulston and sent them back to the
Air Force base, to what is now called the
Alamogordo Primate Facility (APF).
The Coulston Foundation ultimately
went bankrupt and the remaining chimpanzees were rescued and retired to the
Florida sanctuary, Save the Chimps. The
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chimpanzees at APF were kept in semiretirement for a decade; but, in 2010, the
government moved some of them to a biomedical research facility in Texas, with
plans to move the remaining roughly 200
chimpanzees into research as well. These
plans met with resistance from primatologists, legislators and citizens concerned
with the well-being of the chimpanzees,
including Dr. Jane Goodall and Governor
Bill Richardson.
The outcry over moving the New Mexico chimpanzees, some of whom are over
forty years old, into research led the
National Institutes of Health to commission the Institute of Medicine (IOM) to
explore the scientific necessity of current
and future use of chimpanzees. A committee was established and its members were
explicitly instructed to avoid discussing the
ethical issues involved in the use of chimpanzees for research, which was odd, given
that ethical concerns motivated much of
the resistance to returning the chimpanzees to research. The committee released
a report in December 2011, Chimpanzees in
Biomedical and Behavioral Research: Assessing
the Necessity, in which they admitted they
felt “strongly that any assessment of the
necessity for using chimpanzees as an animal model in research raises ethical issues,
and any analysis of necessity must take
these ethical issues into account.”2
Indeed, ethical considerations are always
part of policy deliberations, whether they
are explicitly addressed or not. There are
two main reasons that ethical considerations
cannot be separated from policy discussions
about the use of chimpanzees in biomedical
and behavioral research. First, public funds
are not unlimited; when choosing to pursue
costly research using chimpanzees, there
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will be fewer funds available for other purposes, such as vaccinating underserved children; studying ways to minimize the
epidemic of type II diabetes; or pursuing
other sorts of research that could minimize
the spread of diseases, for example. Second,
and more important, is the concern that researchers are using highly sensitive chimpanzees in often painful, sometimes lethal
research. There is some research that a
humane populace simply cannot condone
(e.g., painful or deadly studies using minority populations, prisoners and other groups
of humans) even if the medical benefits
would be clear and outweigh the harms of
the research. We no longer conduct nonconsensual medical experiments on human
beings, no matter how valuable the results
may be.
Fortunately, the scientific need and the
ethical issues are pointing in the same
direction. The IOM committee concluded
that “while the chimpanzee has been a
valuable animal model in past research,
most current use of chimpanzees for biomedical research is unnecessary.” Much of
this research would not pass the “rigorous
criteria that set the bar quite high for use
of chimpanzees in biomedical or behavioral research,” as committee chair Jeffrey
Kahn stated.3 The committee noted, “The
present trajectory indicates a decreasing
scientific need for chimpanzee studies due
to the emergence of non-chimpanzee
models and technologies.”2 Renowned
chimpanzee behavioral researcher Frans
de Waal recently went further, suggesting,
“The time has come to get ahead of the
‘trajectory’ discerned by the committee,
and permanently halt all invasive research
on this species.”4
De Waal’s plea to end all invasive research on chimpanzees, which joins a
growing chorus led by Goodall, is supported by solid ethical reasoning. One of
the reasons we find it ethically objectionable to experiment on human beings is
that humans possess certain capacities and
engage in certain activities that are considered valuable and worthy of respect. If scientists were to use humans in experiments
for HIV or hepatitis C without patients’
explicit consent, they would be acting in a
way that devalues human capacities and
activities. We now know that many of the
things we value about ourselves and our
activities are shared with the other great
apes, including chimpanzees. They build
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friendships and families; they laugh, play,
plan and mourn; and recent studies suggest that they follow norms and care about
others.5,6,7
One of the most significant issues to
consider when analyzing invasive research
from an ethical perspective is the suffering
it may cause to the research subjects.
Chimpanzees, though much stronger than
human beings, are capable of suffering
both physically and psychologically. They
experience physical pain when they are
shot with tranquilizer darts from close
range and then fall from their perches
onto the hard floor as they start to lose
consciousness, when they have multiple
surgeries and do not have adequate pain
relief as they recover, or when they have
untreated serious injuries (even if those
injuries are self-inflicted). Since chimpanzees are highly social animals, they
suffer psychologically when they are isolated from others in experimental protocols. Chimpanzees are emotionally and
cognitively sophisticated individuals who
can become frustrated, bored and even
depressed if they are not given social and
intellectual stimulation.8 Chimpanzees in
laboratories often suffer in these ways.
Many chimpanzees are used in medical
research designed to develop treatments
for hepatitis C. Researchers try to justify
the use of chimpanzees by emphasizing
the potential amelioration of human suffering that the research may provide. However, the suffering of the chimpanzees
does not directly offset the suffering experienced by humans who have the disease;
it is at least arguable that the use of chimpanzees in hepatitis C research will lead to
a vaccine. The IOM committee could not
reach consensus on the need for such
research. These sorts of comparisons are
ethically problematic in any case. We do
not engage in such comparisons with
humans who are dying or already dead.
Why don’t we take healthy organs from
a dying person or even someone who has
recently died but who hasn’t agreed to be
an organ donor in order to end the very
real suffering of someone else? Are we
ignoring or discounting the pain and distress of the person who is in need of a
transplant; or are we rather respecting the
interests of the dying or the dead, even
though they wouldn’t be aware that their
interests were violated? Clearly it is the latter; and part of the reason we respect those
interests is because we find them valuable,
even if the person is no longer alive.
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Chimpanzees also have interests worthy
of respect and it isn’t justifiable to ignore
those interests in the service of satisfying
the interests of a human being simply
because chimpanzees are not members of
our own species. Doing so reduces chimpanzees to mere instruments, determining
their value based solely on how they can
serve humans. But chimpanzees have their
own lives to live and distinct ways of living
those lives. So many of the things we value
in ourselves, we share with chimpanzees.
To devalue chimpanzees is to jeopardize
our own value.
When we take these ethical considerations into account, the moral weight is
heaviest on the side of ending research
with chimpanzees. This has already happened around the world. The U.S. and
Gabon are the only countries in which
research on chimpanzees is still permissible. In 1986, the British government
banned the use of chimpanzees in research on ethical grounds, arguing that,
given how close chimpanzees are to
humans, to treat them as expendable is
immoral. The last research facility using
chimpanzees in Europe stopped in 2004.
Japan ended biomedical experimentation
on chimpanzees in 2006. Many countries
have recognized that some research is
beyond what a decent society can endorse
or support. It is time for the U.S. to join
them.
1Gruen
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Ask the ethicist:

Can an illegally obtained HIV test be expunged
from the medical record?
uestion: A 35-year-old woman was
taken to the Emergency Department following a witnessed
seizure. Because of a suspicious
skin lesion of possible relevance to the
seizure, the ED physician obtained an HIV
test. The patient was in post-ictal stupor
when her blood was drawn so informed
consent was not obtained. When the
patient was told about her positive HIV
test, she replied that she had known about
her HIV status for years and was upset that
the test had been done without her consent. Because her cousin works in Medical
Records and might find out, the patient
demanded that reference to this test be
expunged from her medical record. The
medical center is in a state where blood
testing for HIV without written permission
from the patient is illegal. Because it was
likely that the patient would require future
emergency care at the medical center, the
physician was reluctant to expunge this
information.
Should this patient be allowed to
expunge relevant medical information
from her medical record, when it has been
obtained illegally, even if doing so may
compromise her future care?
esponse: In 1985, when HIV testing
first became available, there was no
effective treatment for AIDS, no
definitive understanding about transmission, and a perception that AIDS affected
only a selected demographic. As a result,
the medical and legal communities developed exceptionalist strategies to protect
patient confidentiality, often at the expense of public health. Most early state
laws required specific affirmative consent
prior to testing as well as rigorous pre-test
counseling.
With the advent of antiretroviral therapy, a decrease in AIDS morbidity and
mortality, and a better understanding
about transmission, the Centers for Disease
Control and Prevention (CDC) issued
revised recommendations for HIV testing
in 2006. Their goal was to optimize public
health benefits and normalize what had
become a barrier to screening, diagnosis
and treatment. In an effort to improve
the quality and efficiency of medical care,
the CDC now recommends an opt-out
approach to HIV screening, i.e., inform the
patient that testing will be done unless

refused. By January 2011, most states had
executed laws that were compatible with
the 2006 CDC guidelines. Massachusetts,
however, continues to require written
informed consent for HIV testing, except
in the case of minors. For this case study,
the patient was incapable of providing written informed consent in a state, like Massachusetts, that requires written consent.
In some ways, this situation is reminiscent of what happens in court when a
lawyer makes a statement that is highly
prejudicial and the judge orders the statement to be stricken from the record. The
jury is expected to unhear what has been
spoken and to ignore it during deliberations. The patient in this case wants the
physician to strike the medical information from her record, and to unhear it in
much the same way.
The patient’s HIV status in this case is
more likely than not going to be relevant
for her future care and safety. Therefore,
to unhear the information and expunge it
from the record (even if this is viable operationally at this institution) will likely
cause future harm to the patient in the
form of morbidity, delay in diagnosis,
incorrect diagnosis, unnecessary tests, etc.
For these reasons, it would be unethical to
expunge potentially relevant health information from the patient’s medical record.
Having determined that the information should not be expunged from the
medical record, we cannot ignore the
patient’s legitimate concern that her privacy may be violated. There have been
multiple instances in which hospital
employees have violated confidentiality of
relatives, friends and celebrities. For this
reason, the physician needs to apologize
personally to the patient and explain why
it is important to retain the HIV information in her medical record. The physician
should work with the privacy officer to
facilitate an agreement about how to protect the confidentiality of the HIV-related
information.
The good news is that HIPAA protects
individually identifiable health information from unlawful access and disclosure
and has special protections regarding
HIV/AIDS status. If an employee chooses
to ignore HIPAA and hospital policy and
illegally delve into a record, disciplinary
action is likely. If a patient is concerned
that an employee has accessed a medical

record inappropriately, he or she may file
a complaint with the institution’s privacy
officer, who is obligated by federal law to
fully investigate the complaint. A patient
may also complain to the [federal] Office
of Civil Rights.
At most organizations, a patient may
request an audit trail to determine
whether an identifiable person has accessed
his or her record illegally. In other words,
the HIV-positive patient in this case could
ask the hospital to audit her medical
record to determine whether her cousin
had accessed her record. If the cousin had
in fact accessed the record illegally, the
cousin would be subject to disciplinary
action up to and including termination.
In addition, the hospital itself would be
subject to sanctions under HIPAA. The
problem, of course, is that all of the punishment in the world doesn’t help the
patient who wants her medical status to
remain confidential.
The patient’s cousin might also have a
legitimate reason to access the patient’s
medical record in the course of performing her job. Although the law allows the
patient to request that her record be
restricted, the organization may refuse
this request for many reasons, including
but not limited to patient safety issues as
well as practical impediments to such a
restriction. The ability to restrict access to
a medical record can be impacted by the
sophistication of an organization’s medical
record system. Some organizations may be
able to block or restrict an employee from
accessing a specific record. Some organizations may have a way to segregate sensitive
information into a special break-the-glasstype section with restricted access. The
reality is that at this time most organizations will not be able to restrict access or
segregate specific information. As electronic records become more sophisticated,
the ability to restrict access may become
easier.
There are no good solutions in this
case. We need to educate our health care
providers about their legal responsibilities in HIV testing to avoid this kind of
situation. Regardless of whether the information is expunged from the medical
record, there may be criminal and civil
legal consequences if the provider did in
Ask the ethicist—continued on page 7
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The legal column:

Organ transplantation and disability discrimination
Alicia Ouellette, JD
Associate Dean and Professor of Law
Albany Law School, Albany, New York
melia Rivera has Wolf-Hirschhorn
(WH) syndrome, a genetic condition that can cause mental impairment, immune deficiency, seizures and
kidney failure. At three years old, Amelia’s
kidneys have deteriorated to such an
extent that doctors predict they will fail
within six months. She needs a transplant.
Her parents’ efforts to get Amelia transplanted with a kidney donated by a family
member or other living volunteer hit an
early roadblock when, according to her
mother, a doctor at The Children’s Hospital of Philadelphia refused to even consider Amelia for a transplant because
Amelia is “mentally retarded.” Reports of
the denial set off a media firestorm. The
charge was disability bias—a belief that the
lives of people with disabilities are worth
less than others, and that Amelia’s life was
deemed unworthy of saving because of her
mental capacities. The hospital later apologized to Amelia’s parents and promised
to review her case under a policy that does
not disqualify patients from transplant
based on intellectual disability alone.1
The issue of disability discrimination in
the health care setting is complicated. Disability bias negatively affects medical treatment of people with disabilities every day2
and outright discrimination based on disability status is illegal.3 But in many circumstances, medical treatment decisions
necessarily and legitimately account for
the existence and effects of an individual’s
disability. Distinguishing lawful and appropriate cases of disability-based medical
treatment from illegal or inappropriate
differential treatment depends on the relationship between the individual’s disability
and the condition needing treatment. Federal antidiscrimination laws prohibit a
physician from refusing to treat (or offering only substandard treatments) to a
patient based on disability status if that
physician offers the same services to nondisabled patients, and the disability has
nothing to do with the condition for
which treatment is sought.4 The law does
not prevent a physician from taking into
account a patient’s disability in deciding
how to treat an individual patient when
the disability is medically relevant. Thus,
an oncologist could not refuse to provide
state-of-the-art treatment to a cancer
patient simply because she is blind if the
same treatment would be provided to a
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sighted patient. If, however, the blindness
is the result of diabetic retinopathy, and
the patient’s diabetes had also caused
kidney damage that would make administration of the treatment unacceptably
dangerous, the oncologist could refuse to
offer the treatment.5
In the context of organ donation, the
lines distinguishing disqualifications based
on illegal discrimination, disability-based
bias or legitimate medical criteria are especially murky. Physical or mental disabilities
can render an individual medically inappropriate for transplant in many cases. But
a categorical refusal to consider a person
for a possible transplant because of a physical or intellectual disability—such as that
allegedly faced by the Rivera family on
their first encounter with the transplant
physician—would violate the Americans
with Disabilities Act (ADA). Indeed, the
Department of Justice noted a likely ADA
violation in 1995 when Stanford University
Hospital and UC San Diego Hospital initially refused to consider Sandra Jensen, a
woman with Down syndrome, for a heart
and lung transplant because the transplant
team believed that a person with Down
syndrome could not comply with the
requirements for postoperative care.6
Although post-transplant compliance is
a legitimate factor in determining eligibility for organ donation, the ADA prohibits
categorical assumptions about the abilities
of persons with disabilities. The law requires individual review. In Jensen’s case,
when the hospital reconsidered and conducted the ADA-required individualized
assessment, it concluded Jensen was able
to handle the regimen. She was later successfully transplanted.
The ADA’s individual assessment
requirement ensures only that people with
disabilities be given an opportunity to be
considered for organ donation. It does not
guarantee that any individual will be
deemed appropriate for transplant, nor
does it prevent the possibility that disability bias will affect the eligibility determination for organ transplant. Both the criteria
used to allocate cadaveric organs7 and
those used to determine eligibility for
transplant include seemingly objective
“medical criteria” that can make disability
legitimately relevant. The same criteria
can also cloak subjective value judgments
about life with disability. For example, as
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in Jensen’s case, many hospitals include in
their criteria ability to take responsibility
for strict postoperative regimes as an eligibility factor. Centers may also consider
medical utility factors, such as patient survival time and measurable improvements
in the patient’s health before and after
transplant. If expected life span is a criterion the center uses in making allocation
decisions in all cases, the ADA allows a
center to consider whether a particular
individual with WH syndrome (or Down
syndrome or heart disease or any other
condition) is likely to have a shortened life
span. The factor should be given the same
weight as it would in assessing any other
case, however.
These factors are not trivial. Noncompliance with postoperative care is the third
leading cause of transplant failure. Patients must be certain to take their medications on time, report symptoms, make
follow-up appointments for checkups and
so on. And organ transplant is surgery that
involves the use of scarce resources. The
difficulty in applying these factors is that
they can be used to eliminate patients with
disabilities from eligibility based on unproven assumptions about an individual’s
abilities and quality of life. Many people
with physical and intellectual disabilities
are perfectly capable of self-care, and
those who are not often have parents or
caretakers who can help. The eligibility
determination should account for the specific individual’s ability to comply with the
assistance of parents or caretakers, just as
it does with respect to nondisabled infants
and children in need of transplant. Moreover, physicians should be especially careful to avoid making assumptions about the
potential quality of life in part because disability studies have consistently shown that
medical providers vastly underestimate the
value of life experienced by those with
physical and developmental disabilities.
In Amelia Rivera’s case, the available
facts are not sufficiently detailed to
determine whether she is a suitable candidate for a kidney transplant. In the end,
the determination may turn on whether
she has a weakened immune system or
heart disease—health problems that are
prevalent in WH syndrome and are legitimate factors in disqualifying patients for
Legal—continued on page 7
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Ethics and the humanities:

“Cancer Winter”
In Winter Numbers: Poems

Review by Schuyler Henderson, MD, MPH

By Marilyn Hacker
New York: W. W. Norton & Company, 1994, 95 pages

arilyn Hacker’s poem “Cancer
Winter” is a section in Winter
Numbers consisting of an opening poem, “Year’s End”; a 14-sonnet
sequence, also titled “Cancer Winter”;
and a final meditation, “August Journal.” The poems chronicle loss and suffering: illnesses, the death of friends,
the death of women, the diagnosis and
treatment of the narrator’s breast cancer
(calling it “her” breast cancer seems
especially out of place, as the cancer
comes from nowhere, is an attacking
enemy: “my calm right breast seethed
with a grasping tumor,” “O blight that
ate my breast like worms in fruit”).
The poems begin with an interruption: “Twice in my quickly disappearing
forties / someone called while someone
I loved and I were / making love to tell
me another woman / has died of cancer.” The “infinite approach to a crest of
pleasure” is delayed as she learns over
the telephone that “one loved body was
clay, one wave of / mind burst and broken”; she then returns to her lover,
“back to each other’s hands and /
mouths as to a requiem where the chorus / sings death with irrelevant and
amazing / bodily music.”
After the interruptions and drama of
“Year’s End,” the sensibility of the following poems is one of curious isolation,
lovemaking replaced by still moments at
a table, listening to music, writing, looking out a window as she considers death
and disease, at times embarrassed for
herself (“a touch of solipsism worthy of
/ an acned seventeen-year-old in love”)
and at times willfully throwing herself
into tense identifications: “I could have
been one of those children seized / that
day at 22, rue des Ecouffes,” she writes
of children taken by the transports to
concentration camps.

M

Hacker’s fears and her own cautious
hope that she will be a “—reach for it—
survivor” spur her on to consider the
continuity and interruption in life. People arrive and depart in the poems, they
live and they die, lovers come one after
another. What remains after the interruption of disease, of loss? How does
one relate to oneself now that one is ill?
The interruption of life’s continuity
by loss and suffering does not result in
breaches or dissonances; this is not a
poetry that tears things apart, but a sustained reflection on surviving change.
Hacker’s swelling rhythms and fondness
for the repeated line come at the reader
like small waves lapping at a pond’s
edge. “No body stops dreaming it’s
twenty-five, / or twelve, or ten,” she
writes, soon after writing, “To survive /
my body stops dreaming it’s twenty-five.”
They give the poetry life across its pages
and bind her disparate perspectives on
pain and death: social perspectives on
losing friends, allies, women; the politics
that can determine who suffers and who
does not; the personal pain, the private
fears. She refuses to segregate these different domains neatly, and the language
of one becomes the language of the others as she searches for metaphors for
breast cancer, moving through political
languages, biological languages, literary
ones: she is “bargaining / with the contras in my blood”; “hatreds metastasize”;
her chest is a “revised manuscript / radically rewritten.”
If illness throws her into this state of
rumination, longing for the “dull /
workdays and nights of unexceptional /
unmarked life, with eyelashes and hair,”
the underlying question is, in a life measured by continuity and interruption, of
survival and loss, what endures? What
lasts?

Assistant Clinical Professor of Psychiatry,
Department of Child and Adolescent Psychiatry
Columbia University, New York, New York

Relationships, for one. Lovers,
friends, her daughter. Just as lovemaking needs to accommodate a changed
body, so relationships change. Her
daughter appears at her bedside and
helps out: “… She took me / I brought
her to the surgeon’s office.”
The semi-reversed role of the daughter is wryly captured in the incorporated
backslash (in this case not signifying a
line break, but actually used as “/” within
the same line): even if the daughter has
become the one taking the mother to the
doctor, the mother is always still the one
bringing the child along.
What else endures besides relationships? The erotic. “She kissed my
breasts, and now one breast she kissed /
is dead meat, with its pickled blight on
view.” But then, adaptable, forgiving:
“She’ll kiss the scar, and then the living
breast.”
It is all too easy to consider suffering
and violence arbitrary, but, as Hacker
points out, judgment also endures.
It’s the political judgment of guilt:
who survives, who does not, and why.
There can be a cruelty in the judgments
(“tell me senators what you call abnormal?”), and outrage. The poem turns its
final loathing to the righteous hatred of
women, specifically, how the “patriotic
hordes of France / shaved and tarred
and whipped the women whose / neighbors said, they slept with the occupants: /
not the ones who rounded up the Jews; /
not the officials who determined ‘race.’”
Hacker finds hope, but not optimism,
in continuity and survival. The sonnet
sequence ends, “I woke up, still alive.
Does that mean ‘cured’?” In “August
Journal,” she knows that she’s in a “body
I’m not going to leave alive,” and that, at
the end, disease is ultimately uninterrupted, a “night-without-morning.”
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Dialogue:

Understanding our ethical response to
neuromarketing
Eric Racine, PhD
Director, Neuroethics Research Unit
Associate Research Professor IRCM
Department of Medicine and Department of Social and Preventive Medicine, Université de Montréal
Departments of Neurology and Neurosurgery, Medicine & Biomedical Ethics Unit, McGill University, Montréal, Canada
n their article “Neuromarketing: At the
intersection of technology, privacy and
choice” (Lahey Clinic Journal of Medical
Ethics, fall 2011), Illes and Mizgalewicz presented an overview of neuromarketing
research. They examined how this
research, which taps into neuronal
processes associated with decisions and
preferences, evokes questions concerning
respect for autonomy and the freedom of
individuals. To further the discussion, I
explore two interconnected factors that
may explain why academics and others are
troubled by the prospects of neuromarketing research.
The first factor (“access the brain, hence
access the mind”) explains partly why we
attribute additional credentials to neuroimaging evidence used in neuromarketing. The second factor (“access the brain,
hence bypass the mind and personhood”) captures why, from an ethics standpoint, an
apparently direct access to the neuronal
processes underlying our behaviors seems
particularly threatening and disquieting. I
do not claim that these two factors represent the sole explanations, but they inform
our ethical response to neuromarketing.
I distinguish between the brain and the
mind in the following way: the brain is the
complex organ governing a wide range of
physiological and higher-order functions
such as motor function, cognition and
affect. The less tangible concept of “mind”
refers to a wide range of capacities and
processes such as thinking and problem
solving. The relationship between the
mind and the brain is contentious for reasons that I cannot review here. I contrast
them to highlight the tension between the
perspectives of researchers who study the
brain and those whose perspectives imply
that the umbrella term of “mind” is not
fully captured by current neuroscientific
approaches to the brain.

I

“Access the brain, hence access the
mind”
One possible reason that neuromarketing research fuels ethical concern is
that the neuroscience tools employed in
this field, such as functional magnetic
resonance imaging (fMRI), are frequently
viewed as potent mind-reading devices.
Magnetic resonance imaging (MRI) is
a common method of measuring and
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visualizing the structure of the tissues, such
as those in the brain and bones. In contrast, fMRI images the function of brain tissues. For example, MRI can detect the
structure and location of brain tumors,
while fMRI can examine whether the brain
areas that control language are near the
location of a tumor. Even if fMRI is
depicted bythe media, or occasionally by
researchers and clinicians, as providing a
“window” into the brain, it actually measures surrogate biomarkers of neuronal
activity, for example, the oxygen used by
neurons. There is considerable scientific
complexity underlying the seemingly
straightforward and attractive “neuroimages” yielded by fMRI. For example, the
areas that are activated during a task may
not be the sole brain areas responsible for
executing the task because other tasks
might activate the same area(s).
Research shows that media portrayals of
fMRI exhibit two major misinterpretations:
neuro-essentialism (interpretations that the
brain is the self-defining essence of a person) and neuro-realism (interpretations that
neuroimaging research yields direct data
on brain functions).1 But the mass media,
journalists and bloggers are not the only
source of these optimistic interpretations.
Researchers also have conveyed optimistic
interpretations in spite of good intentions.2
One explanation for the optimism regarding neuroimaging can be found in the
public’s generally favorable attitude toward
science.3 More specifically, neuroimages
may have a “seductive allure” that sways
opinions because of their perceived ability
to explain observed psychological phenomena.4 One study found that, in comparison
to other forms of data representation, neuroimages augmented confidence for nonexperts in otherwise poor explanations of
psychological phenomena.5 The underlying tenet that the mind is intimately linked
to the brain is hardly questionable from a
scientific standpoint, so its appeal is understandable. However, despite expectations,
neuroscience thus far has not produced
tools equivalent to mind-reading devices.
The potential for neuromarketing
research to uncover the secrets of what
makes us who we are sparks ethical worries.
History shows that we have long been fascinated by technologies and attempts to read
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minds. Phrenology was a 19th-century
pseudoscience that claimed that cranial
bones conformed to accommodate the
underlying brain areas, and that different
areas of the brain had different functions.
Examination of the skull therefore was said
to reveal the function of brain areas. The
brothers Lorenzo and Orson Fowler, prominent American proponents of phrenology,
claimed phrenology could “enable the
Physician to understand the causes of
insanity, and greatly assist him in restoring
his patient. It will aid Manufacturers in
selecting Apprentices best adapted to particular occupations, Merchants in selecting
confidential Clerks, Shipmasters in selecting Crews.”1 Early reports of newly developed X-rays and electroencephalograms
were vested with similar expectations.6,7
That fMRI shares in such expectations is
indisputable; but, expectations about fMRI
are distinct from the actual capacities of the
technology itself.

“Access the brain, hence bypass
the mind and personhood”
A second concern about neuromarketing and similar neuroscience-based interventions is the fear that because the brain
is examined and “accessed,” it follows that
the mind and personhood eventually will
be bypassed. Following this view, neuromarketing research is part of a family of
interventions that could potentially bring
about a “neuroscience revolution,” where
thoughts could be accessed or changed
directly.8 Instead of researching consumer
preferences through focus groups and surveys, the more direct route would be to
read consumers’ minds with fMRI. The
marketing of products could exploit neuronal mechanisms (e.g., emotional reaction, information processing) to generate
more effective marketing strategies for
commercial products. This possibility leads
us to ask whether there is any morally significant difference in investigating consumer preferences through tools like fMRI
in comparison to those gleaned from
focus groups and surveys. The aversion to
neuromarketing could come from a general suspicion of technology and novelty,
but these concerns do not withstand serious critical analysis.
Part of the explanation for the aversion
to neuromarketing may arise from our

__________________________

understanding of the relational aspects of
agency and the mind. In treating other
human beings as being “mindful,” we
respect their ability to make choices by not
using technical interventions to overbias
their decisions or responses and transform
them into mere instruments of our own
will and preferences. The philosopher and
neuroethicist Neil Levy has provided a
compelling account of this argument.9
Levy discusses the use of prescription
drugs to augment cognitive performance
(“cognitive enhancement”) but we can
extend his ideas for purposes of this discussion. Levy argues that such interventions are troublesome because they bypass
our minds. He calls this reaction the “presumption against direct manipulation.”
Basically, neuromarketing, like cognitive enhancers, trumps interacting
through language and other communication that require some degree of conscious
and voluntary processes. Neuromarketing,
it is argued, risks overriding a person’s
ability to think and act as an independent
agent. Interventions and techniques like
neuromarketing trouble us because they
undermine the belief that we are rational
(or at least fairly reasonable) creatures
who can decide for and by ourselves to act
upon self-chosen preferences. In the
words of Levy:
Bypassing our rational capacities in
order to change our minds might
carry a cost that is potentially far
greater than merely passing up the
opportunity to gain self-knowledge:
it risks the very existence of our self,
as it has traditionally been understood.… When we treat ourselves as
if we were machines, by modifying
our brains, our emotions and our
cognitive processes using direct
means, we risk everything that
makes us more than mere machines.
If we treat ourselves as if we did not
live in a space of reasons, we risk
making it true, and that is to risk, literally, everything.
Technological means that bypass the
mind launch concepts of agency, person
and authenticity into troubled ethical and
philosophical waters and give rise to
reductionist attitudes, but this danger is
not unique to fMRI. Any technology used
in neuromarketing, whether focus groups
or fMRI or another medium, should continue to be vigorously questioned and
debated based on both the methods and
the goals pursued.
Note: Support for writing this paper comes
from a grant of the Social Sciences and Humanities Research Council of Canada. Thanks to
Mrs. Cynthia Forlini for feedback on a previous
version of this manuscript.
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the communication of neuroscience research.
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Ask the ethicist—continued from page 3 _______________________________________
fact violate state law. In addition, in any state, the patient has the option of filing a lawsuit
against the provider and/or organization for, among other things, negligence, battery
(which does not require proof of damages) and negligent infliction of emotional distress.
For these reasons, it is critical to involve Risk Management and/or in-house legal counsel
as soon as one becomes aware of this kind of problem.
utcome: The patient was counseled as to the potential adverse consequences of
her request. The patient remained adamant in her decision. On advice of the
hospital attorneys, the record was expunged.

O
E

lizabeth Stanton adds: The decision to redact all references to HIV was valid and
lawful, but I believe that my approach is more nuanced and realistic given the legitimate health care concerns. Having said this, most hospital systems lack the ability to
screen information like this from a friend or relative who works in the hospital, so, in this
sense, perhaps the hospital attorney’s advice was reasonable.

Halpern SD. HIV testing without consent in critically ill patients. JAMA 2005; 294: 734–737.
Celada MT, Merchant RC, Waxman MJ, Sherwin AM. An ethical evaluation of the 2006 Centers for
Disease Control and Prevention recommendations for HIV testing in health care settings. Am J
Bioethics 2011; 11(4): 31–40.

Elizabeth Stanton, JD
Director of Regional Risk Management
Dartmouth-Hitchcock Medical Center, Hanover, New Hampshire
Legal—continued from page 4_______________________________________________
transplant. All the law requires is that Amelia be given the same opportunity to be considered for transplant as a child without intellectual disabilities.
1Joint Statement of the Rivera Family and the Children’s Hospital of Philadelphia,
http://www.wolfhirschhorn.org/2012/02/amelia/joint-statement-of-the-rivera-family-and-the-children%E2%80%99s-hospital-of-philadelphia/
2For example, disability bias affects the ability of women with mobility disabilities from getting regular
pap smears and other women’s health-related care. See Ouellette, A. Bioethics and Disability: Toward a
Disability-Conscious Bioethics, New York: Cambridge University Press; 2011.
3See, The Americans with Disabilities Act, 42 U.S.C. § 12182(a); Bragdon v. Abbott, 542 U.S. 624
(1998).
4See, The Americans with Disabilities Act, 42 U.S.C. § 12182(a); 28 C.F.R. 36.302(b)(2).
5See, United States v. Univ. Hosp., 729 F. 2d 144, 156 (2d Cir. 1984)(noting that if there is a relationship between the underlying disability and the treatment being sought, “it will rarely, if ever, be possible to say with certainty that particular decision was ‘discriminatory’”).
6See, Crossley MA. Becoming visible: The ADA’s impact on healthcare for persons with disabilities.
Ala L Rev 2001; 52: 65.
7The UNOS medical criteria for allocation of organs include anatomical and immunological compatibility between donor and recipient, medical urgency, efficiency in physically moving the organ from
the donor to the recipient in a way that ensures viability and enhances the probability of a successful
outcome, and medical ethics considerations inherent in the allocation of a scarce resource. See,
http://optn.transplant.hrsa.gov/PoliciesandBylaws2/policies/pdfs/policy_7.pdf.
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