CHAPTER SIX

The Ethicists

EVERAL YEARS AGO, local television news stations began run-

ning news segments about Xigris, a sepsis drug produced by

Eli Lilly. Sepsis is an infection of the blood that can threaten
the lives of hospital patients. “Robert Lieberman is lucky to be alive,” re-
ported a New York station. “He was on a ventilator near death when he
got a new biotech drug called Xigris that probably saved his life.” The
reporter noted that while Xigris had been a lifesaver, it was also VEry ex-
pensive, raising troubling ethical questions. Should patients be denied
the drug because of its expense?

When Lilly launched Xigris, in 2001, it hoped that the drug would
be a blockbuster. Prozac, another Lilly drug, had recently lost its pat-
ent protection, and the company needed a replacement. But Xigris had
not taken off. One reason may have been that Xigris was no better than
older treatments for sepsis. The main reason, however, was its cost.
Standard treatments for sepsis usually cost less than $50 per day, while
Xigris cost $6,800 per treatment. So Lilly hired a public relations agency
called Belsito and Company to promote the drug. Belsito designed a pub-
lic relations campaign called the Ethics, the Urgency, and the Potential,
and its premise was that it is “unethical notto use the drug.” To reinforce
the point, Lilly funded a $1.8 million project called the Values, Ethics,
and Rationing in Critical Care (VERICC) Task Force, in which bioethi-
cists and physicians from various American medical schools examined
the ethics of rationing certain drugs and services.! It was VERICC that
made the evening news.

The strategy was brilliant. There is no better way to enlist bioethi-
cists in the cause of consumer capitalism than to convince them they
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are working for social justice. Many bioethicists see it as part of their job
description to write and speak on behalf of those who are ill, disadvan-
taged, or oppressed. In the words of one prominent practitioner, bioeth-
ics is intimately concerned “with liberty, with rights struggle, and with
the drama of the one against the powerful authorities.”? Apparently, bio-
ethicists are also a good vehicle for selling drugs. When the PR campaign
was finished, the Council on Public Relations highlighted the VERICC
Task Force as a successful case study, pointing out that VERICC drew 60
media outlets, attracted more than 132 million viewers, and was covered
by the Wall Street Journal, National Public Radio, ABC World News To-
night, the Toronto Star, and the Boston Globe. By early 2004, Xigris sales
were up 36 percent.?

Given the dismal reputation of the pharmaceutical industry, you
might think that ethicists would be reluctant to join forces with it. Yet
in the late 1990s, it became clear that industry was funding bioethics in
a variety of different ways. Many ethicists did not see this as a problem.
It’s not like a doctor taking industry money, they argued; ethicists gener-
ally don’t write prescriptions. And it’s not really like a regulator taking
money either. Bioethicists don’t control drug approval or issue black-box
warnings. In the eyes of many bioethicists, it’s more like funding a char-
ity. Drug industry executives have so much money they can barely keep
it from spilling out of their pockets. Bioethicists make the world a better
place. Why shouldn’t they be paid?

The argument is not that far-fetched. Unlike some academic fields,
bioethics has a strong undercurrent of social activism. Many ethicists
would like to think their job is not merely to study the world but to
change it. And as any community organizer, human rights worker, or
environmental activist can tell you, changing the world costs money.
Many charitable organizations have been built out of the fortunes of
ruthlessly driven American businessmen. To many ethicists, accepting
money from the pharmaceutical industry does not mean endorsing its
marketing practices, any more than accepting money from the federal
government means endorsing its foreign policy. You take the money and
use it for a good cause.

In fact, bioethics has become a cause in itself. For the past three de-
cades bioethics has been vigorously generating new centers, new com-
missions, new journals, and new graduate programs, not to mention
a highly politicized role in American public life. In the same way that
sociologists saw their fortunes climb during the 1960s as the public eye
turned toward social issues like poverty, crime, and education, bioeth-
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ics started to ascend when medical care and scientific research began
generating social questions of their own. As the field grows more promi-
nent, bioethicists are considering a funding model familiar to the realm
of business ethics, one that embraces partnership and collaboration
with corporate sponsors as long as outright conflicts of interest can be
managed. This funding model allows, for example, the nonprofit Ethics
Resource Center in Washington, D.C., to sponsor ethics and leadership
programs funded by the tobacco industry and weapons manufacturers.*
Similarly, Harold Shapiro, a former president of Princeton University,
drew an annual director’s salary from Dow Chemical Company while
serving as chair of the National Bioethics Advisory Commission during
the Clinton administration. Meanwhile, Dow had famously been the
defendant in a highly publicized lawsuit over the Dow Corning silicone
breast implants, as well as in numerous legal actions involving disposal
of hazardous waste.’

Corporate funding presents a public relations challenge, of course.
It looks unseemly for an ethicist to share in the profits of arms dealers,
industrial polluters, or multinationals that exploit the developing world.
Credibility is also a concern. Bioethicists teach about pharmaceutical
company issues in university classrooms, write about those issues in
books and articles, and comment on them in the press. Many bioethi-
cists evaluate industry policies and practices for professional boards,
government bodies, and research ethics committees. To critics, this
raises legitimate questions about the field of bioethics itself. Where does
the authority of ethicists come from, and why are corporations so willing
to fund them?

A few years ago, I got an e-mail from the CEO of a now-defunct com-
pany called Foreview inviting me to become part of its “global network
of experts.” Foreview was sort of a corporate-academic dating service.
It matched up academic experts with businesses seeking expertise. Ac-
cording to its Web site, Foreview provided its clients with “information
about tomorrow’s state of the economy and politics.” It did this partly
through its Ask the Experts service, which hired people like me to re-
spond to questions posed by clients. My payment for taking part in Ask
the Experts would be $175 per question. I was also told that this work
would probably lead to more detailed consulting projects for which 1
could set my own rates, although Foreview would receive a 10 percent
finder’s fee, capped at a maximum of $5,000.
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I did not take Foreview up on its offer, which sounded a little too
much like a Dear Abby column, but I did start to ask colleagues in bioeth-
ics about the kinds of corporate consultations they had been asked to do.
The type of work available varies: testifying as an expert witness incourt
cases, preparing reports, giving talks at industry-sponsored meetings
(often held at ski resorts or foreign vacation spots). A handful of phar-
maceutical companies have hired their own in-house ethicists, but most
seem to rely on consultants from the academic world. Evan DeRenzo, a
staff member at the Center for Ethics at Washington Hospital Center, told
me she charges Janssen Pharmaceuticals by the hour to sit in on meet-
ings, review research protocols, and help the company develop policy
and educational sessions.

Bioethics has always had an ambivalent relationship with power.
The field emerged in the 1960s, when protesting against authority was
practically a generational requirement for those of a certain age, and
many ethicists see it as their role to speak for the powerless—for patients
against doctors, for research subjects against sponsors, for the medically
underserved against the insurers and the bureaucrats. Like any new field,
bioethics has struggled to establish its legitimacy; bioethicists must be
taken seriously if their work is going to have any effect. As the field has
come of age, however, many bioethicists have grown uneasy with their
rising status. It is one thing to be a social critic and another thing entirely
to be the voice of moral authority. Some scholars have recoiled, emphati-
cally rejecting the notion that their voices should count more than oth-
ers’ on ethical affairs. A few cringe at the term bioethicist, which carries
a slightly self-important air of professionalism and expertise. Yet others
display their moral authority like a newly promoted captain showing off
his stripes. For them, bioethics is a professional service that deserves so-
cial respect, market compensation, and the occasional appearance on a
television news program.

A handful of bioethicists have started their own businesses. When
Glenn McGee was unexpectedly dismissed as director of the Alden March
Bioethics Center at Albany Medical School, he registered a for-profit con-
sulting business called BENE, or the Bioethics Education Network, LLC.
He told the Business Review that he was “trying to build what will be-
come at least a $500,000 business in Albany.”® David Perlman used to
work as an ethicist for GlaxoSmithKline; today he works at the University
of Pennsylvania, where he has founded Eclipse Ethics Education Enter-
prises, LLC. (He is also identified as “the inventor of the Crucial Choices
learning format,” which is based on his experience at GlaxoSmithKline
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developing “ethics cases wrapped around a Jeopardy-type game format
for our senior leadership teams.””) Bruce Weinstein, who markets him-
self as the “Ethics Guy,” was a faculty member in bioethics at the West
Virginia University Health Sciences Center before he started a for-profit
service called Ethics at Work. He has published a series of self-help eth-
ics books offering moral advice on everything from dating to personal
hygiene. You can measure your “ethics 1Q” on his Web site.®

Other scholars have entered the consultation market in a more
modest way. In the late 1990s, when issues such as human cloning and
embryonic stem cell research first became topics of heated ethical dis-
cussion, many biotechnology companies began setting up bioethics
advisory boards. These boards meet periodically to consider issues and
offer the companies advice. A list of those reported to have served on
such advisory boards reads like a who’s who of bioethics: Nancy Dubler
of Montefiore Medical for DNA Sciences; Ronald Green of Dartmouth
for Advanced Cell Technology; Arthur Caplan of the University of Penn-
sylvania for Celera Genomics and DuPont; Karen Lebacqz of the Pacific
School of Religion and Laurie Zoloth of Northwestern for Geron Corpo-
ration.® Consultation fees vary considerably. According to the New York
Times, in 2001 Advanced Cell Technology was paying its advisory-board
members a mere two hundred dollars per meeting while Geron paid a
thousand dollars. Celera compensated Arthur Caplan annually in stock
options; he converted them to cash and donated the money to the Center
for Bioethics at the University of Pennsylvania, which he directs. One
year that stock was worth more than a hundred thousand dollars.

Not surprisingly, these industry payments began to generate ethical
questions of their own. Barbara Koenig, then at Stanford University, said
that she was paid two thousand dollars per meeting for one corporate
ethics board, an amount that troubled her. “I realized that the only rea-
son I was going to this was because I was getting paid,” she said. “And
that raised a red flag, and I immediately resigned.”’® But many bioethi-
cists insist that they are learning from their industry relationships and
shaping company policy for the better. Over the years, the list of bioeth-
ics advisers to industry has grown: Jonathan Moreno of the University of
Pennsylvania for GlaxoSmithKline, James Childress of Virginia for John-
son and Johnson, Tom Beauchamp of Georgetown and Robert Levine of
Yale for Eli Lilly.!" A task force commissioned by the two major Ameri-
can professional bioethics bodies, the American Society for Bioethics
and Humanities and the American Society of Law, Medicine and Ethics,
concluded that private corporations should be encouraged to seek out
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paid bioethics consultants, because “bioethics will have an impact on
that [corporate] activity only if bioethicists can be part of the dialogue.”
In fact, the task force did not merely encourage bioethics consultation;
it suggested that bioethicists might consider advertising their services.
(Interestingly, the task force refused to disclose the names of thek\c\‘ompa-
nies for which its members had consulted.)'

Defenders of corporate consultation often bristle at the suggestion
that accepting money from industry compromises their impartiality or
makes them any less objective as moral critics. “Objectivity is a myth,”
DeRenzo told me, marshaling arguments from feminist philosophy to
bolster her cause. “I don’t think there is a person alive who is engaged in
an activity who has absolutely no interestin how it will turn out.” Thomas
Donaldson, director of the ethics program at the Wharton School, has
compared ethics consultants to the external accounting firms often em-
ployed by corporations to audit their financial records.”® Like accoun-
tants, ethicists may be paid by the very industries they are assessing, but
they are kept honest by the need to maintain a reputation for integrity.

But ethical analysis does not really resemble a financial audit. If a
company is cooking its books and the accountant closes his eyes to this
fact in his audit, the accountant’s wrongdoing can be reliably detected
and verified by outside monitors. It is not so easy with an ethics con-
sultant. Ethicists have widely divergent views. They come from different
religious standpoints, use different theoretical frameworks, and profess
different political philosophies. They are also free to change their minds
at any point. How do you tell the difference between an ethics consul-
tant who has changed her mind for legitimate reasons and one who has
changed her mind for money? What distinguishes the consultant who
has been hired for her integrity from the one who has been hired because
her moral viewpoint lines up nicely with that of company executives?

In Merchants of Immortality, a book that examines the history of
the biotechnology industry, Stephen Hall offers little evidence that the
teams of bioethicists contracted by two biotechnology companies, Geron
and Advanced Cell Technology, played any meaningful role in shap-
ing company policy. In one case, Hall calls the ethical review a “mid-
wife to fundraising.” His assessment is reinforced by Michael West, the
biologist-entrepreneur who founded Geron and who later became CEO
of Advanced Cell Technology. When questioned about the ethicists he re-
cruited to advise Advanced Cell Technology on their ethically controver-
sial research, West answered, “In the field of ethics, there are no ground
rules, so it’s just one ethicist’s opinion versus another ethicist’s opinion.
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... You'’re not getting whether something is right or wrong, because it
all depends on who you pick.”"* Few executives will pick an ethicist who
wants to put the brakes on the corporate mission.

West’s comment highlights a problem with ethics consultation. Any
ethical problem can be approached from many different perspectives,
each of which will come with its own subtleties and nuances and com-
promises. It is entirely possible that puzzled executives may want to hire
an ethicist to guide them through some perilous terrain. However, they
might also simply want a congenial, like-minded ethicist to provide cover
for what they plan to do anyway. And to the ethicist who is hired, this will
not feel like a moral compromise. It will feel like working with an ally.

Consider the case of Eli Lilly, which found itself in the media spot-
light in 1996 when the Wall Street Journal reported that for two decades
the company had been paying homeless alcoholics to test drugs at its
Phase I clinic in Indianapolis.”® Company officials insisted that the
homeless subjects were driven by altruism. “These individuals want to
help society,” said Dr. Dwight McKinney, the executive director of clini-
cal pharmacology. The subjects themselves told a different story. “The
only reason I came here is to do a study so I can buy me a car and a new
pair of shoes,” said a twenty-three-year-old former crack addict who had
heard about the Lilly clinic on the streets in Nashville. “I'll get a case of
Miller and an escort girl and have sex,” another subject told the Journal.
“The girl will cost me $200 an hour.”

Unlike many pharmaceutical companies, which contract with uni-
versity hospitals or contract research organizations to conduct Phase [
trials, Lilly had been operating its own testing clinic since 1926. Dr. Leigh
Thompson, a former chief scientific officer for Lilly, told the Journal that
Lilly was already using homeless people as subjects when he arrived at
the company in 1982. “We were constantly talking about whether we
were exploiting the homeless,” he recalled. But he and others felt that the
company was offering the subjects a decent bargain. “Providing them
with a nice warm bed and good medical care and sending them out
drug- and alcohol-free was a positive thing to do.” However, the Journal
noted that Lilly paid subjects the lowest per diem in the business and
recruited them from a homeless shelter supported by the Lilly Endow-
ment, a charity funded by Lilly stock. Many of the subjects had alarming
stories to tell about their time in the clinic. One said that a Lilly drug had
given him a heart problem so bad “they had to put things on my chest to

start my heart up again.”
Research on human subjects has generated libraries of scholarly
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commentary. The dominant stream in bioethics sees the crucial issue
as informed consent. Can the subject make a free and informed choice
about whether to take part in a drug study? Does he know what he is
agreeing to do? But a minority opinion sees the issue as one of justice
and exploitation. To these scholars, it makes a crucial difference if a sub-
jectis sleeping on a hot-air grate and foraging for meals from a dumpster.
Poverty, illness, and addiction render subjects vulnerable to exploitation
by powerful corporations. And of course, a pharmaceutical company
seeking honest moral counsel about testing drugs on homeless alcohol-
ics would get very different answers depending on which ethicists they
asked.

After the Wall Street Journal story broke, Lilly hired a team of bio-
ethics consultants that included Tom Beauchamp of Georgetown, the
coauthor of Principles of Biomedical Ethics, perhaps the best-known aca-
demic textbook on the subject, and Robert Levine of Yale, the editor of
IRB, a prominent research ethics journal. Both are scholars squarely in
the bioethics mainstream. Beauchamp, in fact, is the coauthor of a no-
table book on informed consent. What the bioethicists privately advised
Lilly to do is unknown, but given their previous writing and ideologies,
their published take on the issue was not surprising. In an article in the
Journal of Medicine and Philosophy, they and their coauthors concluded,
“Itis not unethical or exploitative to use homeless people in Phase I stud-
ies if the system of subject selection is fair, consents are well informed
and bona fide, and the risks are not exceptional for the pharmaceutical
industry.”:

It is hard to know if these ethicists were compromised by their pay-
ments from Lilly, since their published answer to the problem is consis-
tent with their past writings. There was no dramatic reversal after the
Lilly consultation, no inexplicable turnaround. Equally hard to know
is whether Lilly picked these particular ethicists because they seemed
likely to endorse what the company wanted to do. Yet if a particular
ethicist’s answer is thoroughly predictable, what exactly is the purpose
of hiring the ethicist to say it? Why not simply read what he or she has
written?

For critics of corporate consultation, the main reason companies
are setting up advisory boards and hiring consultants is damage con-
trol. Ethically controversial actions can be defended by saying “We ran it
by our ethicists.” When scientists at the Jones Institute of Reproductive
Medicine found themselves being scrutinized in 2001 after announcing
that they had created embryos for research purposes, they told the me-
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dia they had consulted with three panels of ethics experts before pro-
ceeding.'” (They would not name the ethicists, however.) The fact that
the approval of an ethics board counts as a meaningful justification for
controversial actions is testimony to how far the field of bioethics has
risen. What is unclear is whether hired ethicists actually have the power
to stop unethical actions. Do they modify company policy in a meaning-
ful way, or are they hired to make selling easier?

Historians quibble about when and where the field of bioethics emerged,
but many observers agree that bioethics is rooted in scandal. In the
United Kingdom the catalyzing event was Maurice Pappworth'’s 1967
book Human Guinea Pigs, which cataloged over two hundred cases of
brazen research abuse, such as drilling holes in patients’ skulls in or-
der to study the physiology and injecting patients with malaria parasites
and cancer cells, often without the subjects’ knowledge.!® In New Zea-
land, the scandal was the “unfortunate experiment” in the 1960s and
1970s at Auckland Women’s Hospital, in which women with precancer-
ous cervical abnormalities were studied but not treated for cancer, de-
spite the availability of treatment.!® Many of these women subsequently
died from cervical cancer. The United States saw an entire catalog of re-
search scandals emerge during this period, the two most notorious of
which occurred at the Willowbrook State Hospital in New York, where
mentally disabled children were injected with the hepatitis virus, and in
Tuskegee, Alabama, where black men with syphilis went untreated for
years after treatment was available.?

The 1960s and 1970s were also a time of deeply puzzling moral
dilemmas, many of them raised by new medical technologies: organ
transplantation, ventilators, the artificial heart, genetic engineering, and
in-vitro fertilization. One of the earliest controversies, documented in a
Lifecover story by Shana Alexander in 1960, concerned the distribution of
dialysis to patients with failing kidneys at a hospital at the University of
Washington. The decision about which patients should receive dialysis
was made by what came to be known as the “God committee”—a group
of community members who decided, as Alexander put it, who shall live
and who shall die.! The development of dialysis itself was not nearly as
ethically controversial as the process by which the decision to allocate
it was made, especially the appeal to the “social worth” of candidates.?
The “God committee” had explicitly recommended that patients deemed
more valuable to society should be given preference for dialysis.
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