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FROM THE EDITOR

Dear Readers,

Thank you for picking up this brand new issue of TuftScope! You
are about to embark upon a journey of incredible thought and query. For
the last six years TuftScope has published original papers that have ex-
plored and challenged the topics of health, ethics, and policy in the United
States and across the globe. Our goal has always been to present readers
with papers that explore the very forefront of current health ethics. From
healthcare to HIV and abortion, we have provided our readers with an
insightful look into the ethical questions our society faces today and will
continue to face in the future. Since the first publication of TuftScope, bio-
ethical and health issues have only continued to grow and develop. Con-
cerns about stem cells, abortion, genetic modifications, healthcare policy,
and global health remain as salient today as they were a decade ago.

In our seventh volume we present five original articles covering
a broad range of topics from HIV testing and psychiatric illness to the
use of race in medicine and the influence of the pro-life lobby on phar-
maceuticals. We hope that these articles will challenge your perceptions,
encourage further inquiry, and perhaps even provide insight into an area of
study you have not explored before. TuftScope has come a long way from
our first issues and we continue to make structural and content-oriented
changes to enhance the journal for its readers. We wish to thank our long
time adviser Dr. Feldberg for his guidance in the past years and welcome
Dr. Bernheim to our Editorial Board. As always, this issue would not
have been possible without the submissions and efforts of the authors of
the papers within this journal. ~ We hope that you enjoy this issue and the
journey upon which you are about to embark!

Sincerely,

David Fvdlowitz, Hare Narnde
Mhichael Suestermarn , Gole Archambautt, Alice T
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CHALLENGES TO TAXONOMIC
SYSTEMS FOR MENTAL ILLNESSES
by Marc Bouffard

The field of psychiatric medicine is observed to lag far behind physical medicine. The notion of how mental illness
ought to be defined is still debated. This confusion reflects serious problems in the system by which mental disorders are
classified. The utilitiy derived from the DSM-1V is, in some ways, undermined by the lack of scientific validity seen in the
criteria employed therein. This paper suggests the use of a dimensional taxonomic model, onto which categorical criteria
might be selectively superimposed. With such a system in place, a guide that expresses both utility for the clinician and va-

lidity for the researcher might be found.

Several years ago British psychologist Richard
Bentall submitted an article to the Journal of Medical Eth-
ics. The purported subject of this article was to classify hap-
piness as a mental disorder. Although it is highly doubtful
that Bentall’s work was not recognized in the psychiatric
community for the satire that it was, one must wonder how
well this satire was appreciated. Bentall applied contempo-
rary standards used for classifying psychological disorders
to happiness. Although his argument was not without flaw
, he made an interesting case for supporting the absurd in a
simple attempt to call attention to the fact that our definition
of psychological disorders is quite vague. There is consider-
able controversy today over whether or not our system of
categorical taxonomy for the organization of psychologi-
cal disorders is appropriate. Part of this trouble reasonably
stems from the fact that it is difficult to specify exactly what
we mean by psychological disorder. The goal of this paper is
therefore tripartite: to examine the controversy surrounding
the current definition of psychological disorder, to scrutinize
the reliability and validity of our current taxonomic system,
and to consider alternatives to it.

The Etiology Enigma: What Is Mental Illness?

Defining what we mean when we say that an indi-
vidual has a “psychological disorder” is a much more dif-
ficult task than it might seem at first blush. The root of this
controversy may, in fact, come from the fact that modern
psychiatry stems from physical medicine. Physical medicine
(i.e. allopathic medicine outside the realm of psychiatry) has
progressed to a point where the etiology of physical disor-
ders can be identified with relative certainty. For example,
one might be suffering from tuberculosis if one has impaired
breathing and presents with a productive cough (including
blood in the sputum). Although the signs and symptoms
(syndrome) the patient presents might be shared by lung
cancer, physical medicine has some relatively straight-for-
ward ways of assessing the different etiologies and deter-

mining illness. The fact that modern psychiatry is based on
physical medicine predisposes it to seeking the same kinds
of hard answers when looking to define mental illness. Psy-
chological disorders, however, are not currently understood
well enough such that a certain physiological marker can be
identified as out of a “normal” range, thus indicating dis-
ease. When one examines a patient suffering from mental
disease, at best one can observe a coherent syndrome, of-
tentimes without the benefit of thoroughly understanding its
etiology.

With an understanding of the considerable ambigu-
ity surrounding the etiology of mental diseases, definitions
of mental “illness” must be found without the benefits of
the physiological markers employed by physical medicine.
Multiple theories have been proposed, some of which will
be briefly discussed here to illustrate an inherent difficulty
underlying the taxonomic process. However, the complete
arguing of this particular point would merit an entire paper
in itself. Ossario (1985) proposed that the inability to com-
plete intended tasks and participate normally under social
circumstances characterized mental illnesses. While defini-
tions like Ossario’s are intended to be broadly inclusive, they
also fall prey to being too broad, a point well illustrated by
Bentall’s aforementioned satire. More formally, Wakefield
(1997) criticized Ossario for being overly inclusive and that
none of the defining elements are necessary or sufficient for
the classification of mental disorder.

Wakefield proposed his own definition for a mental
disorder in 1992, and while it seems to be an improvement
on Ossario’s, it is not without its own faults. Wakefield’s
proposed definition of mental illness involves “harmful
dysfunction.” “Harmful” refers to impaired activity as com-
pared to the norm. “Dysfunction” refers to the absence or
dysfunction of a normal biological mechanism that is re-
lated to mental function. These biological mechanisms are
described in further detail by Wakefield; he asserts that these
have been shaped by evolution. Although Wakefield’s lan-
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guage does highlight the underlying difficulties at hand (as
noted by Spitzer, 1997), it is far from universally accepted.
Lilienfield & Marino (1995) have argued that psychologi-
cal traits aren’t the results of evolution — they are instead
the by-products. They posit that natural selection often leads
to a good deal of variability among individuals (rather than
phenotypic uniformity) and that many disorders are simply
positive adaptations that are overly expressed in the patient.
For example, anxiety is a positive adaptation in the sense
that organisms with a healthy anxiety mechanism avoid po-
tentially life-threatening situations. Anxiety disorder is sim-
ply an over-amplification of a positive trait.

Other problems with such a definition certainly ex-
ist — the “harmful” effect of a disorder requires the diagnos-
tician to make an assessment that is quite subjective, and
might well vary considerably from clinician to clinician.
This decreased reliability does not necessarily imply that the
validity of the diagnosis or the resulting treatment will be
substantially better or worse, but it is certainly a danger. Per-
haps more troubling is the “dysfunction” in question. Wake-
field refers to the dysfunction of the underlying biological
correlates of illness, and this would be fine if we knew what
those biological processes often were. However, as noted,
many mental illnesses are understood rather poorly, if at all,
in regard to their etiologies. Wakefield’s definition of men-
tal illness shows the penchant for the objective that harkens
back to psychiatry’s roots in physical medicine.

Given the problems inherent in accurately defining
something as contentious as psychological disorders, the
DSM-IV presents a set of guidelines to be considered in the
determination of whether a mental illness is truly present.
These guidelines include statistical abnormality, the viola-
tion of social norms, personal distress, and disability/dys-
function. These four points, each of which is necessary but
not sufficient for diagnosis of illness, are meant to be cou-
pled with the observation that they are unexpected in given
circumstances — the idea being to provide the inclusiveness
that Ossario sought without yielding inappropriate diagno-
ses. The DSM-IV guidelines also avoid basing a definition
on unknown etiologies, as Wakefield’s model does. How-
ever, the system is not perfect in its definition of illness, and
an understanding of this fundamental instability is requisite
to the exploration of the more complex topic of compiling
the taxonomy of mental illnesses.

Partitioning the Continuum: Is Syndromal Taxonomy
Valid?

Like the definition of mental illness itself, the tax-
onomy of such disorders cannot simply follow the format

of physical medicine. Again, a large degree of uncertainty
in regard to the etiology of mental illnesses prevents one
from grouping disorders based on their underlying causes.
Instead, we are presented with clinical signs and symptoms.
The same (unknown) etiology may well lead to myriad man-
ifestations. Conversely, the same clinical signs and symp-
toms may originate from very different etiologies. Without
the luxury of a comprehensive understanding of etiology, the
only reliable way of grouping disorders is on the grounds of
symptomatology.

The current taxonomic system is an organization
of discrete syndromes, and it has certainly increased the
reliability with which mental illnesses are diagnosed. This
should be seen as a crucial first step, for uniformly effec-
tive treatments or correlative factors for a disease can only
follow reliable diagnosis. To demonstrate the increased re-
liability seen in modern classification, Hasin et al. (1996)
performed a test/re-test of patients with dual diagnosis or
substance abuse problems. Their test/re-test comparison re-
vealed excellent reliability in the diagnosis of these patients
for whom diagnostic reliability had been a problem before
the advent of DSM-IV. Similarly, Fennig et al. (1994) used
the DSM-III to assess 6-month stability in patients diagnosed
with psychosis and schizophrenia, finding 87-89% of pa-
tients staying in the same broad category, with only 62-68%
staying in the same sub-category. Additionally, Sartorius et
al (1995) found that inter-rater reliability was high for the
diagnosis of most categories, but at the sub-type level only
half of the categories showed excellent agreement. From the
aforementioned studies, one can gather that the syndromal
taxonomy of mental illness has at least increased the reli-
ability of diagnosis in general terms, although the diagnosis
of sub-types may be more difficult as less research has been
done in these more specific areas.

Less promising results regarding reliable diagnosis
have been found with some Axis II (personality) disorders.
A good illustration of this is the Nelson & Rice (1997) study
in which they tested 1-year stability in patients originally
diagnosed with obsessive-compulsive disorder (OCD) —
only 19% of patients were re-diagnosed. This seems a far
cry from the relatively heartening support of increased reli-
ability seen above. But might this fluctuation be characteris-
tic of the type of disorder seen here? One can only surmise
that different etiologies exist for different types of mental
illnesses. While schizophrenia, which research suggests is
at least partially biological in origin, has a relatively reli-
able diagnosis, it is reasonable to give credence to the idea
that personality disorders may only become evident when a
particular stressor is applied to an individual who, through
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personality disposition, is prone to crossing that ambiguous
threshold into “disorder.” Given a change in circumstances
over year-long course of this study, what was a personal-
ity disorder might well fade into “normality” while the pre-
disposition remains. The disorder could certainly recur at
some point in the future, should the appropriate stressor(s)
be applied. Support for this idea will be later mentioned in
this paper under the topic of dimensions of personality and
disease.

The validity of disorders under our current taxo-
nomic scheme seems, unfortunately, to be as full of cave-
ats as is the reliability. It is important here to distinguish
between validity and utility. What the clinician means by
“validity” may be quite different from what the researcher
means in using the same term. In a discussion of scientific
validity, a disease-entity is only (according to Kendall and
Jablensky, 2003) valid if one of the following two categories
is met:

1) If the defining characteristic of the category is
a syndrome (group of symptoms), this syndrome must be
demonstrated to be an entity, separated from neighboring
syndromes and normality by a zone of rarity.

2) If the defining characteristics are more funda-
mental (defined by a physiological, anatomical, histological,
chromosomal, or molecular abnormality), clear qualitative
differences must exist between these defining characteristics
and those of other conditions with a similar syndrome.

Two points must be made in regard to the above
guidelines. The aforementioned “zone of rarity” refers to
the lack of continuous variation between two similar syn-
dromes. If one syndrome contains a certain set of symptoms,
then a similar syndrome is said to be independent if and only
if the prevalence of a middle ground, a syndrome composed
of some symptoms shared with the first and some symptoms
shared with the second, is very rare. This is often not found
across the spectrum of mental illnesses (Kendall & Jablen-
sky, 2003). The defining characteristics referred to in the sec-
ond point are reflective of Andreasen’s additions (molecular
genetics & molecular biology, neurochemistry, neuroanato-
my, neurophysiology, and cognitive neuroscience) to Rob-
ins and Guze’s original validating criteria (clinical descrip-
tion, laboratory studies, delimitation from other disorders,
follow-up studies, and family studies). Scientific progress is
being made in elucidating the etiologies of numerous mental
illnesses, albeit slowly. Faraone et al (1995) reviewed 30
studies of putative genetic indicators of schizophrenia, and
found that only 6 turned up results that improved the no-

tion of a genetic etiology. The aforementioned results call
attention to the amount of difficulty encountered in trying
to validate conceptions of mental illnesses in the scientific
sense.

Some (or most) of the DSM-IV categories might not
be valid in the scientific sense that they aren’t discrete dis-
ease entities either separated from one another by zones of
rarity or distinct etiologies. However, they do seem to be
invaluable for clinicians; that is, they have great utility. The
DSM-IV defines utility (cited in Spitzer, 2001) by the help-
fulness of a category and the information provided about the
disease in terms of diagnostic power, prognosis, treatment
plans, and the like. We can therefore see where a problem
might arise with the DSM-IV, commonly used by both re-
searchers and practicing clinicians- two groups that often
have very different needs in terms of “validity.” For the di-
agnostician, the current DSM-1IV is valid in a sense of util-
ity, for many researchers, problems arise because the DSM
assigns arbitrary cutoffs to what might better be described as
a continuum of dysfunction. As this manual guides research
to a degree, more pertinent research should be done on de-
ciphering whether there are in fact some disorders that do
have zones of rarity and distinct etiologies or whether they
are, by and large, characterized by a continuum. Research-
ing a disease that is accurately characterized as a continuum
of dysfunction as if it were simply syndromal is inefficient.
Herein one sees the benefit of having different versions of a
reference for clinicians (where validity in a utility sense is
important) and researchers (where validity in the scientific
sense is paramount) — the ICD-10 is a good example of a
reference that avoids some of the problems seen with the
DSM-IV .

Dimension and Dysfunction: Alternatives to Syndromal
Taxonomy

It is possible that, if the vast majority of disorders
are best represented by dimensions of disease, illness should
be classified dimensionally rather than by syndrome. Doing
such would at least relieve the need for separate clinician/
research manuals. But is this appropriate? Support for a di-
mensional system of classification, at least in terms of per-
sonality disorders, comes from work done by Hans Eysenck.
Eysenck put forth a model of personality that consisted of
three factors: introversion-extraversion, neuroticism, and
psychoticism. Each individual falls somewhere along a con-
tinuum in relation to each of these three traits. Eysenck’s
work was based on Ivan Pavolov’s, who noted differences
in the excitability of the dogs he was training. Eysenck used
this excitability difference in dogs to underpin his theory
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that each individual has a different nervous system, and as
a result some will possess nervous systems that are more
easily excited while some possess nervous systems that are
more easily inhibited. Eysenck posited that introverts have
nervous systems that are more easily excited (via the reticu-
lar formation), while extraverts’ nervous systems are more
easily inhibited. This theory clearly lends itself to a dimen-
sional range of excitability based on the relative strengths
of the inhibitory/excitatory mechanisms in the brain. The
importance of the introversion-extraversion range is under-
scored when taken in conjunction with the fact that Eysenck
surmised it to be explanatory of variation within the fields of
neuroticism and psychoticism (Claridge, Origins of Mentall
Illness).

Eysenck’s dimensional model of personality seems
logical enough, and the biological underpinnings of his the-
ory have been supported by evidence. But for a theory of
this nature to have any influence on the taxonomic organiza-
tion of mental illnesses, clinical observations are required in
addition to organized laboratory experiments. These clini-
cal observations have come in the form of high comorbid-
ity rates among personality disorders . Personality disorders
have an astoundingly high comorbidity rate that could easily
be explained by Eysenck’s three-dimensional model of per-
sonality. With each individual expressing a particular (x,y,z)
coordinate in three dimensions of personality, it is rather
straight-forward to surmise that if any one of these variables
is sufficiently deviant from the average, multiple personal-
ity disorders (different manifestations of the same wayward
variables) could occur. The shades of grey that result have
been indicated clearly by clinical research. Minor differ-
ences in the definition of major depression, to provide one
clinical example, greatly influenced its prevalence in study
populations (Kendler, 1988; Regier, 1998).

With the advent of more complex scientific methods
of exploring the neural underpinnings of mental illnesses, it
seems clearer that not all of them are the result of aberrant
personality traits — some do indeed have valid biological
roots. This is not to say, however, that the cause of a given
mental illness is either personality based or biologically
based. It seems far more rational to examine mental illness-
es in the context that each person has a certain personality,
which may predispose one to a certain illness. Taken in hand
with a possible biological predisposition and the presence of
environmental stressors (should the biological and personal-
ity predispositions be mild enough to not cause dysfunction
themselves), disease may manifest. As an example, Nathan
(1993) found that alcohol abuse and dependence manifested
differently based on differing personality traits. Given the

idea that the causation of mental illnesses might be a more
complex web than thought, it seems foolish to assign either
a dimensional or a categorical designation exclusively to all
illnesses.

Some illnesses, like schizophrenia, may in fact re-
quire both. Schizophrenia is categorically differentiated
from affective disorders, although Kendall (1975, in Coo-
per & Cooper Adult Abnormal Psychology) has found that
phenothiazines are the most effective treatment for both
and that the same range and probability of outcomes exists
for both disorders. This is highly indicative of the fact that
schizophrenia and some affective disorders may just be dif-
ferent areas on one dimension. But schizophrenia should
not necessarily be seen to be completely dimensional for we
still do have some very useful categories in determining its
sub-types. Different sub-types have different, all-or-none
categories (e.g. one hears voices or one does not). The fact
that the affective side may be best viewed as a dimension, on
top of which one can super-impose further sub-categories is
only further supported by the fact that those categories may
differ in themselves (according to things like the frequency
with which one hears voices, the severity of the statements
they make, etc.). The best system may be one in which there
are numerous categories and dimensions for more complex
mental illnesses while others may be simply personality-
based (Clark, 1998, suggests a complex hierarchy of cat-
egorical and dimensional classification).

Conclusions

There are numerous implications of the taxonomic
system on treatment. Rachman & Philips have argued that
it is detrimental for patients to be labeled with a mental ill-
ness because of the associated societal stigma (Rachman
& Philips, 1978; Rachman & Wilson, 1980, in Cooper &
Cooper Adult Abnormal Psychology). No doubt this stigma
comes from a poor understanding of what causes mental ill-
nesses, and should the etiologies of psychological disorders
come to be more fully understood, these stigma may recede
considerably. Until that time and in spite of stigma, so long
as identification is conducive to treatment, clinicians are
ethically bound to denote full record of a patient’s illness
(kept confidential, of course). Yet other practical problems
regarding treatment exist as well. Rosenham’s 1973 study,
where he and a number of colleagues voluntarily faked men-
tal illness so as to be committed, reveals a rather unsavory
state of the facilities for the treatment of the mentally ill. The
isolation and prison-like environment to which the mentally
ill are subjected is no doubt pathological in and of itself.
Might this denote the need to return to facilities such as the
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moral hospitals of the nineteenth century, in which patients
were treated as normal people with temporarily illnesses?
Housing patients in a more comfortable setting where they
can be intellectually stimulated may be highly helpful in
their recovery. Even the medieval practice of circulating
the mentally ill among relatives and members of their close
communities had its merits — we can certainly assume that
today’s institutions are stressors in and of themselves, and
given the aforementioned personality predispositions, being
in a comfortable environment might well help quell forceful
manifestations of wayward personality traits.

To conclude, we find ourselves at a nexus in the field
of psychiatry; a place where the possibility, rooted in empir-
ical evidence, exists for overhauling our current syndromal
taxonomic system of mental illnesses to include dimensions
where appropriate. This effort has long been confounded by
questions of theory (what is a “mental illness” after all?) as
well as by questions of laboratory science. Nevertheless, de-
monstrable advances have been made in increasing the reli-
ability of diagnoses, without which further advances would
certainly be hampered. The bearing of etiology on true va-
lidity cannot be underestimated, and is not fully appreciated
by our current syndromal taxonomic system. For example,
McNally (1991) has shown that single incident stressors
lead PTSD patients to relive their experiences while pro-
longed stressors lead PTSD patients to display dissociative
symptoms. Conversely, we currently denote different diag-
nostic categories (GAD and major depression) for illnesses
that have extremely similar, if not indistinguishable, neural
correlates (Kendler, 1996).

The optimal taxonomy is clearly one, like physical
medicine, that is based on classification by etiology. The
most effective and efficient treatments only come from be-
ing able to remedy the underlying cause of disease, mental
or physical, and so long as we are unable to group disorders
based on etiology, these treatments will not be realized. We
are currently unable to do this because of vast gaps in our
understanding of mental illnesses, and research needs to be
targeted to parse personality causes from biological ones,
as well as in the further refinement of functional models for
each group. We can conclude that alternatives to our current
system might be preferable; in the temporary sense an inte-
gration of dimensions and categories would be beneficial,
and in the long-term, a thorough development in our under-
standing of etiology is imperative.
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RISK PERCEPTION AND THE STIGMA OF HIV/AIDS:
WHY ROUTINE TESTING

WILL CHANGE HOW AMERICANS VIEW THE DISEASE
by Vanessa Lynskey

The Centers for Disease Control and Prevention (CDC) recently introduced new guidelines which will make
HIV testing a routine part of a thorough medical evaluation. Given the high rates of incidence and transmission of the
disease, and the startling number of people who are unknowingly infected, the number of people who seek testing on
their own is unacceptably low. As this low testing rate can be attributed in many instances to an incorrect assessment
of risk based on the common stigmas associated with HIV, routine testing will help to break down these barriers by
normalizing the process and bringing to light the common misperceptions about risk factors. As a result, routine test-
ing should lead to a better-informed public with lower rates of HIV transmission.’

Since first diagnosed nearly three decades ago,
HIV/AIDS has received widespread attention both in the
media and the general public, with events such as the
annual World AIDS Day designed to increase awareness
of the disease and ways in which it may be prevented.
Despite the large emphasis placed on HIV prevention,
however, a recent study by the Centers for Disease Con-
trol and Prevention (CDC) reported that approximately
50 percent of individuals between the ages of 15 and
44 had never been tested for HIV,? thus explaining why
such a large percentage of those infected (roughly one
quarter of the estimated 1 million infections?®) remain
unaware of their HIV status. If HIV is such a widely
prevalent disease, and knowledge about one’s infection
status can prevent transmission and drastically improve
the length and quality of life, why do so few people seek
testing?

The answer to this question lies tangled within
the social history of the disease and the way in which
it was represented to the public upon first diagnosis.
A highly stigmatized disease from the outset, this has
created a host of misconceptions about the disease, and
has consequently led people to miscalculate their own
level of risk of contraction. When people feel that they
do not fall into one of the groups typically affected by
HIV, they fail to view themselves as vulnerable to it
and hence do not get tested. For this reason, the intro-
duction of routine testing will significantly alter the
public’s perception of the disease, as well as their own
susceptibility to it, by elucidating the true patterns of
the disease and shifting the focus away from only those
groups of people most commonly associated with HIV.

A Changing Demographic
Twenty-five years after the first diagnosis of

HIV, an estimated 40,000 people become infected with
the virus annually,* for a combined U.S. prevalence of
roughly 1 million cases.? Of these 1 million infected in-
dividuals, approximately one quarter (164,000-264,000)
are unaware of their HIV status,® thus creating major
personal and public health concerns as these individuals
are responsible for nearly 65% of all new infections®. In
order to reduce this high level of transmission by un-
knowingly infected individuals, it is crucial that more
people undergo testing and become aware of their HIV
status early.

Lack of accurate knowledge about the trends
of HIV in the population and the changing face of the
demographic affected by the disease strongly influence
peoples’ perception of risk. When it first arose in the
population, HIV immediately became associated with
homosexual males, as it was first diagnosed among
members of this population.® As more information be-
came available about the disease, however, scientists
determined that in fact three main modes of transmis-
sion existed: “sexual contact with an infected person,
exposure to infected blood or blood products (mainly
through needle-sharing among I'V-drug users), and peri-
natal transmission from an infected woman to her fetus
or infant.”” These three defined modes of transmission,
along with summary statistics of those initially infected
with the disease, quickly led to the development of risk
categories referred to as the “4 H’s”: homosexuals, Hai-
tians, hemophiliacs, and heroin addicts.® These 4 H’s,
though intended to define generic risk categories based
on actual incidence data, actually played a major role
in producing the stigma associated with HIV. Although
only a minority of people from each of these groups
was infected with HIV, their distinction as “risk factors”
led people to falsely stereotype anyone in each of these
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categories as dangerous based on their apparently inher-
ent risk for contracting the disease. While these catego-
ries may have been a fairly accurate representation of
the population of infected individuals at the time, they
quickly became insufficient descriptors of risk factors
as the demographic of those infected began to change.

Historical Trends

In the years immediately following its diagno-
sis in the human population, HIV remained somewhat
contained among the adult male homosexual popula-
tion. The first reports by the CDC that linked certain
opportunistic infections to the HIV virus found in a late
1981 survey that “over 95% [of those infected] were
men 25-49 years of age,” and furthermore, “ninety-four
percent (95/101) of the men for whom sexual prefer-
ence was known were homosexual or bisexual.”® By
1988 this demographic had already begun to change
as the incidence began rising in females. However, a
comparison between the 1988 statistics and those from
2005 tells much more, as it reveals how drastically the
affected demographic has changed over the past twenty
years (Table 1). This comparison reveals that although
homosexual males and males in general do still account
for a significant fraction of HIV cases, the number of
infected women and the number of infections attributed
to heterosexual contact have increased dramatically.

Table 1. Modes of Transmission

Demographic/| % of infections | % of infection in
Mode of in 1988 2005°
Transmission

Men who have 63 % 49%

sex with men

(MSM)

Heterosexual 4 8 % 32%
contact

Males 91% 74%

As a reflection of this demographic shift, new risk fac-
tors have been defined that more thoroughly address
the risky behaviors which have led to an increase in
incidence outside of the initially affected populations.
Whereas the 4 H’s dealt only with sexual risk resulting
from homosexual contact, six newly defined categories
outline current risks related to sexual behavior in the
past year, only two of which deal with homosexual con-

tact:

1. Five or more opposite sex partners

2. Men having sex with other men

3. Sex with an injecting drug user (IDU)

4. Sex with an HI'V-infected person

5. Exchange of sex for money or drugs

6. Having been treated for an STD

7. For females, sex with a man who has sex with a

man?

This comprehensive set of risks reflects the changing
demographic of those infected so as to allow people to
more accurately assess their own risk of contracting
HIV. Unfortunately, these risk factors, used mainly as
a tool for research and data purposes, are unknown to
a large percentage of the general population and there-
fore people remain in the dark about their exposure sta-
tus. Were everyone aware of these risks, however, there
would still be no guarantee that they would pay atten-
tion to the warnings and seek testing on their own.

As the demographic affected by HIV/AIDS con-
tinues to evolve, ignorance of the disease trends con-
tinues to prevent individuals from accurately assessing
their own risk of contraction, thus leading to lower rates
of testing and higher levels of incidence. In an effort to
increase testing and detection rates, the CDC has re-
cently released a report calling for the routine testing
of all individuals, regardless of their perceived risk sta-
tus. Through these revised testing practices, they aim to
overcome risk perception barriers and break down the
social stigma associated with HIV and HIV testing.

The Goals and Procedures of Routine Testing
With regards to adults and adolescents, the CDC
defines their objectives for routine testing as follows:

“...to increase HIV screening of patients, including
pregnant women, in health-care settings; foster earlier
detection of HIV infection; identify and counsel per-
sons with unrecognized HIV infection and link them
to clinical and prevention services; and further reduce
perinatal transmission of HIV in the United States.”'

In order to achieve these objectives, the revision
of current testing recommendations was crucial. The re-
visions outlined in the CDC’s September 2006 report
entitled “Revised Recommendations for HIV Testing of
Adults, Adolescents, and Pregnant Women in Health-
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Care Settings” differ from previously published guide-
lines in the following ways:

. HIV screening is recommended for patients in
all health-care settings after the patient is notified that
testing will be performed unless the patient declines
(opt-out screening)

. Persons at high risk for HIV infection should be
screened for HIV at least annually.
. Separate written consent for HIV testing should

not be required; general consent for medical care should
be considered sufficient to encompass consent for HIV
testing.

. Prevention counseling should not be required
with HIV diagnostic testing or as part of HIV screening
programs in health-care settings.!’

The most notable change in these recommenda-
tions is that HIV screening would now adopt an opt-out
model; rather than leaving it up to an individual to re-
alize his or her own risk and actively seek out testing,
or be referred for testing at the recommendation of a
physician, the HIV test would now become standard for
all individuals seen in health-care settings. This routine
process eliminates the potential for bias and human er-
ror with regards to risk assessment.

Overcoming Risk Perception and Breaking Down
Stigma

The fact that HIV testing guidelines differ from
those of other medical tests provides evidence of the
social stigma attached to it. Written consent and coun-
seling are not required for blood tests that could reveal
cancer or for urine tests that could reveal kidney dis-
ease; such routine tests have been accepted as necessary
components of a thorough medical examination. How-
ever, when it comes to HIV, many people warn about
the dangers of eliminating such practices, as they fear
that patients may not be as thoroughly prepared for a
positive diagnosis. This logic seems faulty as patients
would likely find themselves equally unprepared for a
diagnosis of cancer or kidney disease, and yet no debate
exists about requiring counseling under these condi-
tions. Especially because a diagnosis of HIV no longer
implies imminent death thanks to advances in medicine
over the past two decades, pre-test counseling has much
less to do with preparing someone for the medical re-
alities of a positive diagnosis than with preparing them
for the social realities of such an outcome. Ironically,
however, requiring counseling and written consent be-

fore testing actually helps to perpetuate the stigma as-
sociated with the disease by implying that something
about HIV makes it more delicate and worthy of special
attention.

What about HIV makes it different from other
infectious diseases? It can be prevented easily. Because
contraction of HIV usually results from involvement in
so-termed “risky activities”, those who contract HIV
can be seen as irresponsible and even deserving of their
condition as a result of their “reckless” behavior. In or-
der to eliminate this judgmental perception and avoid
placing blame on infected individuals, HIV must be
treated like other communicable diseases which do not
require pre-test counseling or written consent.

Peoples’ levels of risk are directly correlated
to the evolving demographics of those affected, leav-
ing many susceptible to contraction that would not nor-
mally recognize this vulnerability. Just as individuals
may miscalculate their own risk, so too can physicians
miscalculate the risk of their patients. Physicians are
not always above the influence of society’s biases, and
they therefore may fail to recognize a patient’s risk if
he or she does not fit into the supposed “typical demo-
graphic” of an HIV patient. Although exposure to HIV
may have been associated with social factors such as
race, class, and sexual orientation in the past, those ties
do not hold as strong now and therefore these social
markers should no longer be given such heavy weight
when assessing a patient’s risk.

In addition to those who remain unaware of their
risks, many people who do recognize their vulnerability
are unwilling to disclose this important information to
their physicians'®, reflecting again the power of social
stigma. The fact that individuals would go untested and
therefore potentially untreated rather than disclose to
their physicians their risk for HIV indicates that there
still exists great fear of discrimination based on risky
behaviors. While routine testing cannot address outside
discrimination resulting from a positive test, it will al-
low these individuals to receive the medical care they
need without having to “incriminate” themselves to
their physician by requesting the test.

For each of the aforementioned reasons and
certainly many more, routine testing will help to break
down the social stigma associated with HIV and HIV
testing.

Skepticism and Opposition
Despite the numerous personal and public health
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advantages afforded by routine testing, many people re-
main skeptical of the revised testing practices. Sources
of concern include the elimination of pre-test counsel-
ing and the lack of sufficient resources to ensure that
treatment is available to all who test positive, as well as
patient privacy rights and informed consent.> -1

Because the new recommendations eliminate
the currently mandated pre-test counseling, a fear exists
that people would be unprepared for a positive test re-
sult and that they would not receive accurate knowledge
about HIV, HIV risk reduction, and HIV testing; how-
ever, in their article “HIV Counseling and Testing: Less
Targeting, More Testing”, Koo et.al. report that “there
are no studies establishing the additive value of pretest
counseling in counseling and testing services.”'® On the
contrary, making testing routine and involving every pa-
tient in the screening process will open the door to more
honest communication between physicians and patients.
Such dialogue will allow doctors to discuss HIV and
HIV prevention with patients early, hopefully leading to
more widespread adoption of prevention strategies.

Lack of access to treatment is also a major
concern when it comes to HIV. According to Thomas
Coates, director of the Program in Global Health at
the University of California, Los Angeles, “The people
most likely to get HIV are the least likely to have ac-
cess to healthcare.” Citing this claim as an argument
against routine testing does not provide constructive so-
lutions to overcome the various barriers to health care
access. If people who lack sufficient resources test posi-
tive for HIV, it is possible that they will be unable to
obtain treatment; however, if they are never given the
test it is certain that they will not receive treatment.
A rise in the number of identified infections as a re-
sult of routine testing could even put pressure on the
government and other private sources to allocate more
funds for treatment of individuals who cannot afford it.
Additionally, an increase in the number of early detec-
tions should decrease the transmission rate as people
will become aware of their need to take extra precau-
tions. This would in effect reduce the amount of people
needing treatment and therefore in the long run reduce
the amount of money being spent on HIV treatment. For
this reason, all parties with a financial stake in the care
of HIV-infected individuals should support routine test-
ing.

Issues of privacy, while a valid concern when
dealing with HIV, do not differ when discussing opt-
out or opt-in testing. Whether a person requests a test

or simply does not opt-out of the test, there exists an
inherent risk of his or her medical status and sexual
history becoming public, and therefore this argument
should not be taken into account in discussions of rou-
tine testing. People also worry that eliminating the need
for written consent could lead to some patients being
tested without their consent or knowledge, “whether
due to vulnerability, lack of initiative, lax hospital pro-
cedures, or cultural differences.”!® This concern is a
valid one, and therefore it will be crucial for physicians
to thoroughly explain to their patients these new proce-
dures, especially during the first few years of their use.
Media campaigns and the availability of more literature
regarding the topic could also help to inform the public
so that people are aware of the new practices and their
rights with regards to refusing a test.

While these concerns do raise some interesting
scenarios that deserve careful consideration, the bene-
fits of routine testing are great enough that any potential
sources of conflict can be dealt with and adjusted so as
to ensure that every patient receives optimal care.
Conclusions

While certain individuals and activists remain
skeptical of routine testing, this new process offers
enormous benefits not only with regards to individ-
ual and public health but also in dealing with the so-
cial stigma of HIV and individuals’ perception of risk.
Routine testing conquers stigma in a simple way: there
can be no stigma associated with testing if everyone is
being tested. When only certain individuals or groups
regularly seek out testing, it becomes easy for society to
associate these groups with the disease and discriminate
against them as a result. However, when there ceases
to be a division among “those who get tested and those
who don’t” or “those who are at risk and those aren’t,”
there ceases to be a basis for exclusion or discrimina-
tion. This latter distinction is especially irrelevant in
light of recent trends, which indicate that while some
individuals are decidedly more at risk than others, every
sexually active or injection-drug-using individual faces
a risk for contracting HIV, regardless of sexual orienta-
tion. Therefore, routine testing represents a crucial step
in the process of breaking down the social stigma of
HIV and HIV testing, and in effectively detecting and
preventing the transmission of HIV in the population.
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-A TUFTSCOPE COMMENTARY-

THE RIGHT TO REFUSE
by Kathryn Reiser

The rights and duties of the patient and the physician regarding the option of life-sustaining treatment is a hotly
contested issue in American healthcare. When a patient suffers from severe disability or terminal illness, the patient’s quality
of life may be so far reduced as to drive him or her to decide against such treatment. This scenario is not uncommon and it
presents an ethical dilemma to the physician, who may be torn between his sympathy for the patient, his moral obligations as
a healthcare professional, and his own personal beliefs. In this article, Kathryn Reiser explores arguments for and against
the patient’s autonomy in this mater, arguing that with very few exceptions, the patient is entitled to refuse life-sustaining
medical treatment and is not obligated to justify his or her decision.

The relationship between patient and healthcare pro-
fessional is often defined by the common goal of sustaining
the life of the patient. However, this may not be the case when
a patient suffers severe disability or terminal illness and re-
quires life-sustaining treatment to live. In this situation, the
patient’s quality of life may be so far reduced as to drive him
or her to decide against further treatment. This scenario is not
uncommon and it presents an ethical dilemma to the physi-
cian, who may be torn between his sympathy for the patient,
his moral obligations as a healthcare professional, and his
own personal beliefs. Here I argue that with very few excep-
tions, the patient is entitled to refuse life-sustaining medical
treatment and is not obligated to justify his or her decision in
order to have and exercise that right.

Refusal of treatment on the part of a severely ill or dis-
abled person is not unreasonable because many complicated
and deeply personal issues may factor into the patient’s deci-
sion; this decision should be respected regardless of his or her
personal grounds for reaching it. Some reasons for refusal of
life-sustaining medical treatment are decay in quality of life,
both for the patient and other involved parties; the artificiality
of medically sustained life; and the value of patient autonomy
both during and after a decision regarding treatment. I will
explore these three reasons in detail, but first I will address
two arguments against the right to refuse, and show that they
are inadequate grounds for forbidding a severely disabled or
terminally ill patient to refuse life-sustaining treatment.

Many have argued against the patient’s right to re-
fuse treatment, but these arguments are not strong enough to
force the patient to justify his or her refusal. First, Ackerman'
makes the case that the duty of the physician should be to
restore autonomy to the patient, which may be compromised
during times of acute disability or illness. He suggests that the
“transforming effects of illness” cloud the judgment of the
patient and prevent him or her from making a truly informed
and rational decision about pursuing further treatment. Ac-

cording to this argument, the patient may be unable to make
the choice he or she would make under less compromising
conditions. Ackerman seems to view the severely disabled or
ill patient as incompetent. I argue, however, that neither the
desire to refuse treatment nor the illness or disability itself
should serve as grounds for classifying a patient as incompe-
tent. Powell and Lowenstein* agree that “the competence of
patients with recent traumatic injuries may be questioned,”
but they endorse careful evaluations of capacity before over-
riding the patient’s wishes. If, after competency has been
proven and options for rehabilitation discussed, the patient
still wishes to refuse treatment, it is his or her right to do so.
The patient is not obligated to justify this decision.

Second, Michel® objects to the notion that refusal of
treatment by severely handicapped, but otherwise competent,
people amounts to suicide. For this reason, she argues that
the Court should not readily grant disabled persons the right
to refuse life-sustaining treatment, and that “it is not the dis-
ability itself that makes life so unbearable that suicide seems
a reasonable solution, but rather the conditions that people
with disabilities have to contend with”.? Disabled persons un-
questionably deserve equal respect in court, but it is simply
unreasonable to treat such persons as ordinary patients in ev-
ery regard; their situations constitute a special case. Michel’s
call for the “eradication of social barriers for handicapped
people is unfortunately a very idealistic goal, as there is little
hope that most patients on life support will return to normal,
independent, or autonomous lives if they remain on treat-
ment. For this reason, refusing treatment cannot be consid-
ered suicide in the same sense as other suicide cases. Michel’s
argument against the right to refuse life-sustaining treatment
cannot override the motives for permitting it.

The basis for a patient’s right to refuse life-sustain-
ing medical treatment outweighs Ackerman’s and Michel’s
arguments. The patient does not have to justify his or her re-
fusal because there are many reasons for arriving at such a
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decision, the nature of which may be deeply personal. I will
consider the quality, artificiality, and autonomy of life dur-
ing life-sustaining medical treatment as reasons for refusal,
and then give an example of a rare exception to the right to
refuse.

First and foremost, the quality of life of an individual
is dramatically reduced following the incurrence of sickness
or injury. The patient may become depressed, suffer physical
as well as emotional and psychological trauma, or develop a
feeling of worthlessness. Additionally, a patient on life sup-
port places great burdens on family members or other care-
takers, causing their qualities of life to decrease as well. Both
the patient and family members may wish to remember the
patient’s healthy days and forgo the pain and suffering that
further treatment entails. The patient may even feel embar-
rassed and ashamed of his or her last days, carrying the sen-
timent that “I don’t want them to see me like this.” When
quality of life is thus compromised, it is the patient’s right to
refuse further life-sustaining treatment. Neither the physician
nor the law has the authority to impose treatment or to require
justification for refusal of treatment, even in an effort to pro-
long life. The goal should not always be to preserve life, but
rather to preserve happiness, comfort, quality of life, and the
interests of the patient and his or her family.

Second, the life of a patient who is dependent on
life-sustaining treatment is artificial to a certain degree. Some
patients may find this state depressing or unacceptable. Can-
cer patients have the right to refuse chemotherapy; Powell
and Lowenstein explain, “We accept this refusal more readily
[than refusal of life-sustaining treatment] because we can say
that the illness kills the patient, who has merely let nature
take its course.” It seems that refusal of life-sustaining treat-
ment certainly allows nature to take its course. Dependence
on life support is, in fact, quite unnatural from this point of
view. Although a large number of patients are unbothered in
this regard and choose to remain on life-support, others may
find the artificiality of this type of life undesirable; it is the
right of the patient to choose between these two options. As
we have seen, dependence on life-sustaining treatment may
cause great suffering, much in the same way as chemothera-
py. Patients with severe disabilities should be given the same
rights as cancer patients in this respect.

Finally, the value of patient autonomy confers his
or her right to refuse life-sustaining treatment. If the patient
is competent and understands the ramifications of potential
treatment as well as the prospect of death without treatment,
he or she should not be required to justify a decision whether
or not to accept that treatment. It is also worth noting that if
the patient does decide to remain on life support, his or her

autonomy will be diminished simply due to reliance on con-
stant care and technology. To some, this constitutes a loss of
individuality and dignity and may serve as a reason to forgo
treatment. Additionally, religious and cultural beliefs may
serve as grounds for refusing treatment. Whatever the reason
for a patient’s decision to refuse life-sustaining treatment, the
decision should be respected and carried out regardless of the
personal reasons for reaching it.

Thus far we have considered severely disabled or ill
patients whose lives would be significantly shortened if they
were to refuse further treatment, and it has been argued that
they always deserve the autonomy to make decisions regard-
ing their continued dependence on life-sustaining treatment.
Michel raises one case that nicely illustrates an exception to
this rule when she introduces Howard Andrews®, who sus-
tained paralyzing injuries when he attempted to commit sui-
cide. In this unusual case, the patient acquired the need for
life-sustaining treatment as a direct result of intentional ac-
tion, leading the refusal of treatment to equate itself with the
fruition of his suicide attempt. Here, the Court can rationally
treat the patient as if he were non-handicapped and suicidal.
Other patients who sustain injuries via illness or debilitat-
ing accidents do not fall into this very specific category, and
should be able to refuse medical treatment without providing
justification.

Life-sustaining treatments may prove to be the best
solution for many patients with severe handicaps or illnesses.
For others, such treatment may lead to depression, misery,
feelings of worthlessness or artificiality, and undermined
autonomy. It is the right of the patient to decide whether or
not to pursue medical treatment, and he or she should not
be required to justify that decision due to its deeply personal
nature. This is not to say that all patients will withhold their
reasons for refusing treatment; to the contrary, many patients
will want to discuss the possible options with their doctors
and families. The right to choose, however, and the right to
choose for whatever reasons the patient sees fit, should be
inalienable except in very rare and specific circumstances.
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RACE AS A LIFESAVER
by Erica Lee

The topic of race has long been controversial and misused, but does it have a role to play in medicine? In the past, corrupt
and immoral reigns have often hid behind a veil of science to define the superiority and inferiority of different races. Now, the existence
of the concept of race itself is in question, and the most common point of contention remains focused on the question of how to define
various ethnicities or races. The use of geographical gradients, or ‘clines’, has been proposed as a solution to this problem. Many
biological differences among racial groups have been shown, ranging from increased risks of genetic diseases to increased risk of
dangerous drug side effects. The potential for preventative measures that would compensate for these risks and therefore save lives is
drastic. As history has shown, the social implications that could potentially result from legitimizing the existence of racial differences
cannot be ignored. However, this past exploitation should not have the result of excluding the potential role of ethnicity in identifying
risk variation among different ethnic groups, and personalizing medicine in order to address and overcome these risks and differences.

Discrimination by the majority against the minority
has been a defining feature throughout history. Some of the ma-
jor factors that in the past have divided — and still divide — man-
kind are religion, class, and race. The concept of race has been,
and most likely always will be, a topic of contention. However,
modern society now questions the very existence of race and
whether it should be a topic of discussion at all. This debate
plays a significant role in the development of laws, social pol-
icy, and scientific research. In essence, discovering whether
biological differences with regards to race or ethnicity do exist
is an important field of research whose investigation should not
be impeded to satisify ideas about political correctness.

A race can be defined as a subset within a species that
has come to differ in the frequencies of alleles in the population.
It is commonly believed that these differences arose after dis-
persed settlements about 40,000 years ago underwent natural
selection when isolated in different environments. However,
this belief is contested by the discovery that for most of those
years there were continuous migrations between groups, lead-
ing to a continuous gene flow, and very few if any groups re-
mained completely isolated.! Ethnic groups, in contrast to racial
groups, are considered to share a common origin, and exhibit a
continuity in time; that is, a past and a future as a people. There
can be clear external differences between people of various rac-
es or ethnicities, whether a lighter or darker pigment of skin, a
different shape to certain facial features, or a lack of variability
in hair color and texture. Some argue that the next logical con-
clusion is that these differences cannot be only skin deep; that
races or ethnicities may differ in deeper physiological and even
psychological ways as well.

This debate has reached the point where recent re-
search has led to epidemiological statistics and subsequent drug
development and marketing that report the existence of vari-
ability between certain disease rates or drug effectiveness in dif-
ferent groups of people. Some are of the opinion that any differ-

ences between ‘races’ have no basis in biology and “instruction
in medical genetics should emphasize the fallacy of race as a
scientific concept and the dangers inherent in practicing race-
based medicine.”” The opposing argument is that although oth-
er factors may be involved as well, race or ethnicity should play
arole in medicine and in treatment; therefore, “current available
methods of individualizing care should not be overlooked.””
Since epidemiological differences do exist, we have a moral
obligation to study this difference and determine its cause, in
order to provide a benefit to a future society of all ethnic or
racial groups. All of this begs the question as to whether or not
these differences should be acknowledged or considered when
making medical decisions, if they do indeed exist.

The use of race as a category when making medical
decisions has important social implications and the major issues
should include how to define different groups, whether distinct
races even exist in the modern world after, future uses of this
knowledge, and, what some believe to be the most important
— distinguishing which differences are due to biological factors
and which are due to environmental factors, and whether that
would lead to a neglect of social disparities in health.

Many studies have established a difference between
the rate of certain genetic diseases, drug metabolism, allele fre-
quency, or the prevalence of certain mutations between various
racial or ethnic groups. A classic example involves variations
in blood types. For example, many studies have concluded that
the B allele of the ABO gene for blood type varies in frequency
among different racial groups, the highest frequencies concen-
trating around central Asia, decreasing into Western Europe, and
virtually absent from Native Americans and Aboriginal Austra-
lians.* An example where the difference between two races may
affect the preferred course of treatment is the fact that African
Americans tend to have a higher rate of salt retention, which
can often lead to high blood pressure. Since this condition is
more prevalent in them than in Caucasians, African American
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patients may tend to benefit more from the use of diuretics to
treat high blood pressure than white patients.’

The first step in assessing whether differences actually
exist between groups is undoubtedly to create clear and accu-
rate definitions of these groups. Because of human migration, it
is very hard to define race and to assign individuals to a specific
racial group. The fact that humans, by nature, have migrated
and interbred over thousands of years means that there are vir-
tually no “pure” races left to study. There are two main factions
that come into play when developing racial or ethnic categories.
One is known as the “lumpers,” who tend to place people into
relatively few classes (generally about three to five). The other
group, the “splitters,” recognizes that there are a great many
different races that are all distinct in their own ways.® A solu-
tion to this issue could be to acknowledge a large number of
groups based on their geographic origin. The use of “clines” —
geographical gradients in certain biological traits — as a method
of classification has been proposed as a more meaningful iden-
tification. The key reasoning behind the concept of clines is
the fact that a gradient exists, and that there are generally no
“all-or-none” characteristics.” In order to attempt to accurately
categorize people, it must be recognized that a great number of
people will fall into more than one category and that these clas-
sifications are not static. As society shifts and scientific knowl-
edge increases, it should be expected that these ethnic or racial
categories shift as well.

Some studies confront the problem of racial classifi-
cation by asking subjects to self-categorize themselves. How-
ever, some people classify themselves as being of a certain
group if they were born in what is generally considered that
group’s country of origin, even if both of their parents were
born elsewhere. Others have a similar identification problem if
their parents are of different races or ethnicities. Although inter-
racial marriage rates vary between racial groups, “the number
of... ‘mixed race’ births has grown 26 times faster than all U.S.
births.”® Due to the incredible variability of individual situa-
tions, “racial” categories as we know them today are most like-
ly arbitrary and useless.

Another major issue arises when considering group
variations. Countless statistical studies have found that groups
do not differ as much as it is commonly believed. That is, the
amount of variability found within a group of people always
far exceeds the differences found between different groups of
people. For example, in a 1970 study that measured the heights
of Japanese and American young adult male populations, the
variability within each group is over 40 cm, but the difference
between the average height of each group is a mere 10 cm.’
This is an extremely important issue because two individuals
of different races can easily have the same height, blood type,

or salt retention rate. However, using race in medicine would
certainly not be the sole reason for a physician’s diagnosis or
selected course of treatment; it would simply be used as an aid
with which to acquire as much information about the patient as
possible, in order to achieve the most individualized care.

As racial issues have been the cause of a great num-
ber of catastrophic social events, a substantial fear is that, given
our past and the tendency of humans to find others inferior, in-
vestigating differences between racial groups would legitimize
racism. This is not a far-fetched concept, and is clearly dem-
onstrated by the actions of Nazi-Germany. There, ‘scientific’
articles and publications were often just propaganda that sup-
ported the government’s political agenda. Prestigious profes-
sors and scientists routinely advocated eugenics, compulsory
sterilization, or limited reproductive rights to ‘inferior’ races in
order to create a better society. Using these supportive works to
promote his ideas, Hitler opposed abortion for healthy German
women yet advocated it for “those of ‘inferior’ races or in cases
where the infant would likely have a congenital illness.”'” Due
to the terrible misuse of scientific acknowledgement of race
differences in the past, it is reasonable to have certain reserva-
tions about misuse in the future. Frequently, a political agenda
holds influence over some studies in this field and, regardless
of governmental legitimization or scientific investigation, rac-
ism and racial discrimination does exist. Avoiding research into
this field will by no means eliminate racism. However, I believe
that the positive implications of individualized healthcare out-
weighs the the past misuse of science in the racial arena.

Another very important possible negative implication
of potential research conclusions in this field is that in finding
racial differences, the tendency might arise to blame social dis-
crepancies on these differences. For example, if diabetes rates
are found to be higher in African Americans, it might be gen-
erally assumed that this is due to a physiological difference.
However, diabetes could result from diet or the environment.
By attributing this disease to biological differences between
races, social and environmental differences will be overlooked.
African Americans routinely get worse health care than white
Americans and tend to have a lower socioeconomic status,
which could lead to poorer nutrition, and poorer education
about better nutritional options." If the health care system were
to reach out to African Americans to make them aware of bet-
ter food choices or help them to afford better food, perhaps the
diabetes rate would not show such a discrepancy.

Socioeconomic factors could, and undoubtedly do,
lead to varied disease prevalence among certain ethnic groups.
If the cause is placed solely on biological differences, a result
could be a loss of interest or funding for programs that would
better serve those parts of society through education, health care
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reform, or social outreach. Therefore, it is very important that
even though medical research may find the existence of differ-
ences between ethnic groups, the possible social contributions
to these differences cannot be ignored.

A major question with regards to researching differ-
ences between ethnicities is how would it benefit society if
major biological differences were found? One answer is that
results from this research would provide additional information
that would aid in diagnosis. It is doubtful that any reasonable
physician would diagnose a patient solely based on his or her
race or ethnicity. Rather, statistical information on tendencies
of certain groups could act as the family history information
acts now. It would provide background information that would
aid the doctor in arriving at a more informed decision on the
patient’s case, whether a diagnostic or a prescription decision.
Individualized medical care is a future goal of medical research,
and race or ethnicity could serve as one consideration in de-
terming which medication, or even which dosage to prescribe.

Certain side-effects of some pharmaceuticals are more
common in particular ethnic groups. For example, a side effect
of clozapine, a drug used to treat schizophrenia, is agranulocy-
tosis, a potentially life threatening blood disorder. This disorder
is significantly more common in Ashkenazi Jews who take the
drug; the genes associated with this increased susceptibility are
found in 10-12% of Israeli Jews, but only in 1% of Caucasian
Americans.'>"® To ignore ethnicity when prescribing this drug
could result in a patient with this life threatening side effect, but
if the information about his or her heritage were used, this in-
creased risk would be avoided. Thus, “ignoring race and ethnic
background would be detrimental to the very populations and
persons that this approach allegedly seeks to protect.”'*

The consideration of race would also have beneficial ef-
fects for other diseases, as is the case with rickets, a debilitating
bone disease caused by a lack of Vitamin D and calcium. Rick-
ets in the U.S. is almost exclusively found in darker-skinned
children, and the occurrence is rising. Though these darker-
skinned children do not produce vitamin D when their skin is
exposed to UV light, rickets is being attributed solely to lack of
nutrition. This is an indication of how “public health policies
underestimated biological differences among races.”" If darker
skinned families were educated about the fact that their children
have an increased susceptibility to this disease and how to pre-
vent it, perhaps there would not be this greater prevalence at all.
Rickets would be able to be prevented by acknowledging the
fact that racial differences do occur, and then by educating those
who are affected about the effects of these differences and how
to prevent them.

Despite the limitations and possible drawbacks to
the study of racial differences, it remains a curious, tempting

and potentially beneficial field. The concept of biological race
may prove to have significant value in improved, personalized
healthcare for individuals. By avoiding research on this topic
and its use in medicines and diagnostics, and by completely dis-
regarding the theory, society would lose out on this potentially
lifesaving opportunity. If we let fear of past exploitation or po-
litical correctness stand in the way of progress, society would
miss out on vital research and developments that humankind
has been striving for since the beginning of civilization. Hu-
man societies set themselves apart by their continual quest for
advancement, knowledge, and explanation of their surround-
ings and the world as they see it. With the caveats understood,
advancements in this field have the potential to save lives and
greatly increase the effectiveness and personalization of medi-
cal care.
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THE BROAD-REACHING INFLUENCE OF AMERICAN ANTI-
ABORTION INTEREST GROUPS: FROM THE UNITED STATES TO

FRANCE
by Erica Popovsky

Approval of the “abortion pill”, RU-486, in the United States occurred twelve years after France’s Ministry of Health
approved the pill for medical abortions. For over a decade, a combination of conservative presidents and the mobilization of
pro-life groups kept the pill off the market. These interest groups framed the debate surrounding the pill in the abortion arena,
effectively hinging its approval on morals rather than the drug’s safety and efficacy. Anti-abortion groups wielded a variety of
tactics to delay the drug’s approval including lobbying U.S. Congressmen, threatening a boycott of Hoescht products, pub-
licly decrying the drug based on moral grounds and, in an interesting twist, framing the issue under women’s rights. RU-486
was eventually approved for use in the United States, demonstrating that interest groups’ influence is not omnipotent and politi-
cal currents can often override vocal minorities. However, the case study of RU-486 provides substantial evidence that when
safe scientific advances clash against powerful interest groups, these groups can significantly hinder the process of approval.

Introduction

The arrival and legalization of RU-486 or the
“abortion pill” in the United States was a long and arduous
process during which mobilized many interest groups. The
debate continued from the time of the drug’s introduction in
France in 1988, until the Food and Drug Administration’s
approval of RU-486 on September 28, 2000. The drug was
strongly contested by anti-abortion groups who actively
rallied to try to prevent its availability in the United States.
Opponents of RU-486 employed multiple tactics and
framed the issue in various arenas, ranging from abortion
to women’s rights. Pro-life interest groups significantly in-
fluenced Roussel Uclaf, RU-486’°s manufacturer, to prevent
the drug from arriving in the United States, and at one point
forced RU-486 off the French market. The primary focus
of this paper is assessing the influence that pro-life interest
groups in the United States had on the international distri-
bution of RU-486 and their attempts to delay RU-486 from
coming to market in the United States. This paper argues
that despite the positive scientific results of the RU-486
clinical trials, the significant period of time between the ap-
proval of the drug in France and in the United States dem-
onstrated that the antiabortionists’ outcry over the nature of
RU-486 constituted a more significant political challenge in
the United States than the actual safety of the drug itself.

Medical Usage of RU-486
RU-486 is an abortofacient that was created as an
alternative to surgical abortion to terminate unwanted or

dangerous pregnancies. Almost twelve years after RU-486
was made available to French women, American women
gained access to the drug. On September 28, 2000, the
FDA approved RU-486 (generic name mifepristone) for
terminating intrauterine pregnancies through the forty-
ninth day of pregnancy.! The drug is distributed by Danco
Laboratories, a single product company created for the sole
purpose of distributing RU-486 (Mifeprex in the United
States).?

RU-486 is a synthetic steroid, an antiprogesterone
that interferes with a woman’s pregnancy. The drug causes
the endometrial lining of the pregnant woman’s uterus to
soften and break down.? Alone, RU-486 is only 64-85%
percent effective in aborting the fetus and expelling it
from the uterus®, and is clinically ineffective. To increase
the effectiveness of the drug (defined by the FDA as “the
complete expulsion of products of conception without
the need for surgical intervention™*)the woman must also
take misoprostol, a prostaglandin analogue, two days after
ingesting RU-486.44 The prostaglandin causes myometrial
contractions and, according to clinical trials conducted in
the United States and France, results in complete medical
abortion at least 92% of the time.>

In a memo to the Population Council, the group
that owns the U.S. rights to RU-486 , the FDA stipulated
the following qualifications for any physician who could
provide mifepristone:

. Ability to assess the duration of pregnancy accu-
rately
. Ability to diagnose ectopic pregnancies
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. Ability to provide surgical intervention in cases of
incomplete abortion or severe bleeding, or have made plans
to provide such care through other qualified physicians,

and are able to assure patient access to medical facilities
equipped to provide blood transfusions and resuscitation, if
necessary

. Must provide each patient with a Medication Guide
and must fully explain the procedure to each patient, pro-
vide her with a copy of the Medication Guide and Patient
Agreement, given her an opportunity to read and discuss
both the Medication Guide and the Patient Agreement, ob-
tain her signature on the Patient Agreement and must sign it
as well

. Must report any hospitalization, transfusion or
other serious events to the sponsor or its designate®

Because of the possible side effects of mifepristone and
misoprostol, including excessive bleeding (sometimes to
the point of requiring blood transfusion or surgery)’, the
FDA imposed the above requirements to ensure the safety
of patients taking RU-486 and misoprostol. To guarantee
that a woman is fully informed about the abortion process
via RU-486, the physician is required to council her regard-
ing the procedure and guarantee that she has access to any
medical services (such as surgery) that could possibly be
necessary.

Although medical abortions are less invasive than
surgical abortions, they actually require more medical visits
than the latter technique. Unlike surgical abortions that
require only one visit to physician or clinic, RU-486 abor-
tions require three visits to a physician. On the first visit,
the physician counsels the patient about RU-486 and if the
patient decides to continue with the abortion, three tablets
(200mg each) of mifepristone are then administered to be
taken orally.'® The second visit occurs two days later and
the physician checks to see if the pregnancy has been termi-
nated. If not, the patient must take two misoprostol tablets
(a total of 40ug) and stay under physician observation for
four hours.!*!! The patient then returns approximately two
weeks after the initial visit to ensure that the pregnancy has
been effectively terminated. If the pregnancy is not termi-
nated, the physician must discuss and present alternative
options. 2

Interest Group Politics and Framing

Abortion is legal in the United States and has been
since the Roe v. Wade decision by the Supreme Court in
1973. Abortion’s legal status, however, has done nothing
to quell the debate that surrounds it. The company Roussel

Uclaf, owned by the German corporation Hoescht, devel-
oped RU-486 in France and the World Health Organization
(WHO) announced the success of its clinical trials in 1988.
Roussel Uclaf reported that clinical trials in Great Britain,
China, France, and Sweden demonstrated that a combina-
tion of RU-486 and prostaglandin therapy resulted in abor-
tion 95% of the time, without many serious complications.
13 Immediately, following the results of the studies anti-
abortion activists in the United States prepared to combat
the growing popularity of the drug.'

The opponents of RU-486 employed many politi-
cal tactics to block the approval of RU-486. They framed
the issue in the abortion arena, attracting pro-life groups
to their cause; the women’s rights arena, utilizing rhetoric
of the women’s rights movement by arguing that the drug
could harm women in addition to their unborn fetuses; and
threatened to boycott the drug’s manufacturer (Roussel
Uclaf) and its parent company’s (Hoescht) products. 316

Framing

One of the major tactics of antiabortionist groups
was to frame RU-486 in the abortion arena. Richard Gla-
sow, the education director for the National Right to Life
Committee (NRLC), a prominent pro-life interest group in
the United States, voiced the fear of many pro-life groups.
He worried that RU-486 would trivialize abortion by
“bolster[ing] the comparison between taking the drug and
swallowing an aspirin.”"” The pro-life groups frequently
employed rhetoric emphasizing that RU-486 would further
devalue human life due to the decreased intensity of the
medical abortion. '

Medical abortions using RU-486 take place within
a doctor’s private office, as opposed to an abortion clinic.
This posed a threat to pro-life groups because many of
their protests occurred outside abortion clinics and they
worried that RU-486 would signal an end to the effective-
ness of using these locales to garner media attention.'” In
1982, over 75% of abortions in the U.S. occurred in abor-
tion clinics, providing pro-life activists with easily acces-
sible protest sites that generated media coverage — sites
they did not want to lose. !° The pro-life interest groups’
fears were not, however, grounded in fact. RU-486 is only
effective until the 49th day of pregnancy, and any abortion
after this period would have to be performed surgically. %
This, however, did not quell the antiabortionists’ campaign
against RU-486.

In an ironic twist, pro-life groups decided to adopt
rhetoric from the women’s rights movement, a movement
that had argued for contraception and the legalization of
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abortion.?! The issue was framed in terms of concern

for the safety of women through a number of tactics. In
1988, the National Right to Life Committee together with
women’s groups and consumer advocates opposed par-
ticular provisions in a U.S. bill that decreased the liability
of manufacturers who produced defective products. (22)
NRLC opposed the bill specifically because it would de-
crease the liability of any drug manufacturer that produced
RU-486 in the United States if women encountered prob-
lems during the abortion. (23) Women’s groups, although
they too believed that this bill would diminish protection
of women who had been hurt by contraceptive use, did not
want to align themselves with the NRLC, and framed their
opposition under the auspices of consumers’ rights. %

In an attempt to ensure that RU-486 would be
excluded from the new liability laws if the bill were to pass,
“NRLC supported an amendment, sponsored by Congress-
man Gerry Sikorsky (D-Minn.), that would have removed
all drugs or medical devices used as contraceptives or to
facilitate abortions from the broad protections of the bill.”
2 If passed, this amendment would have presented a sig-
nificant obstacle for any pharmaceutical company willing
to manufacture RU-486. As RU-486 was only 95% ef-
fective when used in conjunction with misoprostol during
clinical trials, a 5% possibility existed that the fetus would
not be aborted. If any of these children were born with birth
defects or problems, unrestricted liability for the company
meant that women could sue if the birth defect was linked
to RU-486. > In part because of the large mobilization of
interest groups against the bill, it was defeated in Congress
and drug companies (among other industries) remained
liable for defective products. * This was a large blow to the
prospect of RU-486 production in the United States, as any
company that produced it would remain in danger of severe
lawsuits.

Boycotts

The most effective threat that interest groups
wielded over Roussel Uclaf and Hoescht was the threat of
an economic boycott of both companies’ products. 2 The
night before Roussel Uclaf’s annual meeting in June 1988,
NRLC’s executive director, David O’Steen publicized a let-
ter the group had written to the French ambassador.

“...We are especially incensed that the abortion pill’s pro-
ponents have  announced that they intend to make wom-
en of Third World countries a special target for the death
drug’s use... If Roussel Uclaf or any other pharmaceutical
company attempts to manufacture or market RU-486, [the]

National Right to Life Committee would seriously consider
joining with other pro-life groups around the world to initi-
ate a boycott of the products of Roussel Uclaf and firms
affiliated with it through the parent company Hoescht.” %

The French government was a minority shareholder
in Roussel Uclaf %, and NRLC seized on this to associ-
ate them with the company’s perceived immorality. They
hoped that the publicized threat of a boycott would place
pressure on both Roussel Uclaf and Hoescht to cease their
development of RU-486. By citing the safety of women in
developing countries, NRLC again borrowed framed the
issue in the context of the women’s rights movement. 2

The major benefit of RU-486 is its oral adminis-
tration, which eliminates the need for an invasive surgical
procedure. This was touted as a significant advance for the
safety of pregnant women in third world countries where
sterile surgical environments are rare.”” NRLC, however,
turned the issue on its head. In addition to claiming that the
distributors would market the drug to uninformed women
in developing countries, they also cited safety concern for
women taking the drug.*® Yet, even as the group advocated
this version of women’s rights, women’s rights groups
themselves actually supported RU-486. 3!

The threat of a boycott demonstrated the effect of
a vocal minority in the United States on an internationally
based company. Although the French Minister of Health,
Claude Evin, approved the drug for marketing in September
of 1988, Hoescht pressured Roussel Uclaf to stop market-
ing the pill. *> “Hoescht... feared that the boycott threats
by the American anti-abortion movement could cripple [its]
$6-billion-a-year American subsidiary.” ** Despite the fact
that 59% of Americans favored introducing RU-486 to the
U.S. (according to an October 1988 poll**), the vocal anti-
abortionist minority’s threat of a boycott caused Hoescht to
lean on Edouard Sakiz, the chairman of Roussel Uclaf, to
halt the drug’s production.®

Eventually Sakiz succumbed to corporate pres-
sure. He had assumed that the political outcry from pro-life
interest groups would drop after the government approved
RU-486 for marketing, but protests and threats from
NRLC and other pro-life interest groups (mainly based in
the United States, but some in France) escalated after the
approval.*® On October 21, less than one month after the
drug’s approval, Sakiz and the Roussel Uclaf board voted
to take it off the market.* Pierre de Rible, Roussel’s deputy
financial leader assessed the influence of American pro-life
groups. “The pressure groups from the United States are
very powerful, maybe even more so than in France.”” The
U.S. groups framing and threats significantly influenced
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Roussel Uclaf’s decision, despite the fact that the drug was
legalized only for French and not U.S. use.

The Counter-Protest: the influence of proponents of
RU-486

Interest group politics are not a one-way street.
Both opponents and proponents of RU-486 were capable
of influencing the international distribution of the abortion
pill. Roussel Uclaf’s announcement regarding the with-
drawal of RU-486 was well timed to illicit an outcry from
supporters of RU-486. The decision was announced during
the meeting of the World Congress of Gynecology and Ob-
stetrics, where physicians, professors, and other pro-choice
groups immediately mobilized to protest the company’s
decision.®® They compiled a list of Roussel Uclaf’s other
products, and physicians stated that they would boycott
them to show that, according to one professor, “Medical
groups and family planning clinics... ... have a voice, not
only right-to-life groups.” Other groups such as the Na-
tional Abortion Rights Action League (NARAL), Planned
Parenthood, and even the French Minister of Women’s
Rights, Michele Andre, all denounced the decision and
framed their dissent in the same general context: Roussel
Uclaf was conceding to a small minority and consequently
ignoring the potential benefits to many women worldwide.*

The protest of these pro-choice groups did not go
unheard, but once again, the distributors of RU-486 made
their decision based on economics. The French govern-
ment accepted the legality of abortion and did not want
to rekindle the debate,*® and decided to use its power as a
minority shareholder of Roussel Uclaf to bring RU-486
back to market by threatening to give the patent rights
of the drug to a company willing to market it.* Evin, the
French Minister of Health, “feared that if the antiabortion
movement was triumphant in its crusade against Roussel,
it would begin fighting for a repeal of the 1975 French law
legalizing abortion.”*! Roussel Uclaf did not want to lose
its patent rights for a likely profitable drug (even in the cur-
rently hostile political environment), and put RU-486 back
on the market on October 28, 1988, only one week after it
had been withdrawn.*

The Delayed Arrival in the United States: the influence
of interest groups

Although RU-486 was distributed throughout
France, dealing a blow to the antiabortionist groups, the
debate over the drug did not subside. In February 1989,
Congressman Robert Dornan (R-CA), sponsored H.R.
619, a bill that specifically banned funding for RU-486 in

the United States.” A federal ban on funds for abortion
research was already in effect, but because RU-486 also
had other potential clinical uses, such as treating Cushing’s
disease, breast cancer and endometriosis, the bill never
came to a vote.* The government, however, was in the
midst of a series of pro-life administrations, and during the
Reagan and Bush administrations, RU-486 was classified
as “a banned drug,” and no research was undertaken with
Federal funding.*

Furthermore, U.S. interest groups gained a major
victory in their attempt to delay the arrival of RU-486 to
the U.S. when Hoescht decided not to distribute RU-486
outside of France.** Although the company claimed that
it was a company policy not to market abortofacients, “...
in the case of RU-486, it [was] the commercial and public
relations consequences of the antiabortion groups’ moral
outrage that seem[ed] to underlie the decision of so many
pharmaceutical companies to avoid the drug and of Roussel
to limit its distribution and licensing.” Roussel Uclaf ex-
plicitly stated that if they were to market RU-486 outside of
the country, they would only do so if a foreign government
demanded it.** Due to the conservative political environ-
ment in the United States in the late 1980s and early 90s,
this effectively ensured that the product would not come to
the United States.

When Bill Clinton was elected in 1992, the pro-
choice interest groups’ finally gained a chance to be heard.
The Clinton Administration pressured Roussel-Uclaf to
donate the U.S. rights of RU-486 to the Population Council,
a nonprofit organization for advancing reproductive health,
and finally in 1994, the administration succeeded.*” The
Population Council applied for approval of RU-486 from
the FDA in 1996, and the FDA deemed mifepristone “ap-
provable” according to clinical trial data from France, but
noted that the Council needed to find a manufacturer in the
United States willing to produce the drug, properly label of
the drug, and deal with other concerns.*#

Despite this triumph for pro-choice advocates,
antiabortionist interest groups still attempted to prevent
the appearance of the drug on the market. Pharmaceutical
companies were wary of entering the political fray, and pro-
life interest groups focused their efforts on keeping RU-486
from being manufactured.® As a result, Teva, Merck,
Abbot Laboratories, Johnson & Johnson and Phamarmacia
& Upjohn all refused to manufacture the drug.*Finally,
Danco Laboratories proved to be the answer for allowing
the production of RU-486 in the United States. Danco was
created specifically to market RU-486%, leaving it immune
to threats of a boycott because there were simply no other
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products to boycott. The Population Council subsequently
reapplied for approval of RU-486 in both 1999 and 2000
and the FDA deemed the drug clinically effective and ready
for market on September 28, 2000.*° The FDA prohibited
RU-486 distribution by pharmacists, instead giving the sole
privilege to certified physicians.>!

Conclusion

Scientific work is supposed to be factual and unbi-
ased. But, what happens though when a scientific advance
clashes with moral values? The case of RU-486 dem-
onstrated the power of American antiabortionist interest
groups in dictating the fate of the controversial drug’s legal-
ization in the United States. Despite the positive results of
the RU-486 clinical trials, antiabortionist groups framed the
issue in the abortion arena, derailing the debate from cen-
tering on the safety of the drug. Their most powerful tool,
however, in the fight against RU-486 was the threat of a
boycott against Roussel Uclaf and its parent company, Hoe-
scht’s products. Because of Hoescht’s significant business
in the United States, the company decided that protecting
its international image was a higher priority than allowing
the distribution of the revolutionary drug.

‘Women in the United States, however, now have
access to RU-486. Despite the twelve-year lapse between
the initial distribution of medical abortions in France and
the United States, the legalization of RU-486 showed that
interest groups are not invincible. Although they can wield
significant power and make credible threats, other forces
are also at work in the political arena. The French Minister
of Health’s request for Roussel Uclaf to put RU-486 back
on the market in 1988 and Clinton’s request for Hoescht
to allow the Population Council to obtain the rights to the
drug if they refused to market it in the United States, were
followed by compliance of the companies.

During the first eighteen months mifepristone was
available in the United States, over 18,000 medical abor-
tions were performed.”* However, it has not revolution-
arily changed the abortion landscape as pro-life activists
feared. The debate surrounding abortion is far from over,
as South Dakota proved when it banned abortions in 2006.3
RU-486 has not ended the abortion wars nor eliminated the
need for abortion clinics. The approval process, however,
gave pro-life and pro-choice activists a forum to renew the
debate over the morality of abortion, and demonstrated the
wide-reaching influence of U.S. pro-life interest groups.
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