
Technological advances and 
patient burden: achieving balance
U.S. largely a death-defying culture

Technological advances in medicine have the capability of help-
ing health care providers to prolong life for patients faced with
a terminal illness or injury. But some say that if quality of life is

not improved, then prolonging life prolongs suffering as well. 
The United States, by and large, is a nation with a death-defying

culture, which makes the dependence on technology at the end of life
overshadow other concerns, such as being at peace as one faces death,
according to one bioethicist.

While technology does not create the ethical dilemmas associated
with its use to sustain life, the “advent of technological improvement
has occasioned the questions more frequently,” Felicia Cohn, PhD,
director of medical ethics at the University of California, Irvine, tells
Medical Ethics Advisor.

“I don’t think anybody has ever been happy about dying,” Cohn
says. “And so we’ve spent our entire history, or probably most of our
[U.S.] history, in trying to find ways to at least put off death, if not
defeat it altogether. We’ve always been looking for that fountain of
youth, and with each technological advance, we become more adept
at at least maintaining the physical being. But what we haven’t been
able to do is actually find the fountain of youth,” Cohn says. “So, we
can extend longevity, and we can live longer, but it doesn’t necessar-
ily mean we’re living better, or even in a condition that we would
find acceptable.”

Because we have sophisticated life-prolonging technology, in the
United States there is what some people refer to as the “technological
imperative,” Cohn says, “which means, ‘We can; therefore, we
should.’ So, the fact that we can prolong life for some people means
that we should do it, and we don’t always stop to really evaluate
whether we should.”

For example, if you were to poll most people on whether they
would prefer to die in a hospital, most people would say no, that they
prefer to die at home, Cohn says. 
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“You want to die suddenly and quietly at
home in your own bed surrounded by your fam-
ily,” she notes. “That’s the ideal vision we have,
but it almost never happens.”

Cohn explains that a “big pendulum swing”
occurred as a result of the patients’ rights move-
ment, whereby “patients wanted to enhance their
autonomy and increase control over their medical
decision making; and they were frustrated with that
[emerging] picture of death, plugged in from every
orifice to some version of medical technology.”

Today, physicians are more likely than in the
past to decide that certain life-prolonging treat-
ment is futile, but still, doctors are more likely to
focus on treatment, rather than helping a patient

face end-of-life questions, some say. (See story on
page 29 on research published in CANCER regard-
ing physicians and end-of-life discussions.)

Unilateral decision-making by physicians

Cohn maintains that many people have unreal-
istic expectations about medical technology at
end of life, particularly cardiopulmonary resusci-
tation (CPR) intervention. Often, they just don’t
understand either the bodily intervention
required to perform CPR, or they don’t under-
stand that most people do not survive CPR.

“[In] a chronically ill patient in a medical ICU
with multi-organ system failure, CPR is probably
not going to restore heart function, and even if it
does, the patient is likely to be unconscious and
then go on to die in the ICU days or weeks later,”
Cohn says.

This is true despite television portrayals of
CPR as being effective “about 80% of the time,
[and] patients survive CPR and go on to get up
and walk out of the hospital. “And so doctors
have said, ‘We don’t consider this to be medically
beneficial treatment; we don’t want to do it,’”
Cohn says.

In light of the true statistics related to the success
rate for CPR, many hospitals are developing poli-
cies about nonbeneficial treatment. “[Hospitals] are
developing these policies about nonbeneficial treat-
ment to give physicians some moral authority in
making decisions about the parameters of treat-
ment to be offered and provided, because physi-
cians were getting upset about patients or patients’
families who would come in and demand that
everything be done,” Cohn explains.

A physician’s view of palliative care

In the view of James A. Tulsky, MD, 
director of the Center for Palliative Care at 
Duke University Medical Center in Durham,
NC, medical technology advances “are what
they are, and those move forward really as they
ought to, as we use science and technology
really to try to help people.”

While advances in medical technology do raise
ethical dilemmas, “I think we just need to man-
age those . . .  and I think we can absolutely deal
with those decisions,” Tulsky says. Still, he notes,
education regarding how to deal with issues sur-
rounding end of life and technology could be
improved.

Education needs to be improved for all clini-
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cians, “but certainly [for] physicians and other
health care providers in terms of how to present
these issues, how to talk about them, what’s
important other than technology, and how to get
people to identify their goals of care,” he says.

Tulsky co-authored a study published in The
Journal of the American Medical Association in
November 2000 titled “Factors Considered
Important at the End of Life by Patients, Family,
Physicians, and Other Care Providers.”1

In that study, the authors found that the most
important thing to patients at the end of life was
to be free of pain. Tulsky says that it’s “pretty uni-
versal that people don’t want to suffer in that
way.”

“The number two thing for patients and for
family members is being at peace with God, so
the spiritual beliefs are very important, and hav-
ing some resolution in those spiritual beliefs is
very important,” he says. “The other things were
issues of being with family, being comfortable,
dignity and so forth. Mentally aware was one —
that’s an interesting one, because patients proba-
bly care about that more than physicians tend to.
And so [patients] may be willing to forego some
analgesia in the service of mental awareness —
they want to experience life; they want to experi-
ence their loved ones before they die.”

Of the attributes rated as important by more
than 70% of all participants, the number-one
desired attribute was to “be kept clean,” followed
by “name a decision maker,” “have a nurse with
whom one feels comfortable,” and “know what
to expect about one’s physical condition.”

Other important attributes included “have
someone who will listen,” “maintain one’s dig-
nity,” and “trust one’s physician.”

“Most people’s needs are basic — they’re
human beings,” Tulsky says.

Tulsky says that there is “clearly a greater
awareness of palliative care now. It’s now a medi-
cal specialty . . . [and] the majority of hospitals
now have palliative care services. So, therefore, it’s
becoming an increasing part of the vocabulary.”

As to whether physicians are more likely to
talk about death with their patients than they
were 30 years ago, Tulsky suggests that there is
no data to confirm that.

“What I can tell you is, according to surveys,
doctors are more likely to disclose to patients bad
news — to disclose a diagnosis of cancer, for
example — than they were 30 years ago,” he says.

If a hospital system has palliative care services,
sometimes the physician who has been the pri-

mary caregiver for treatment can make a referral
to a physician on the palliative care team, who
likely will directly discuss end-of-life options.

“I think that the important concept here is that
palliative care is not something that should only
be entertained when somebody has only days or
weeks away from death, but rather, it’s some-
thing that ought to be offered early in the course
of life-limiting illness and ought to continue
throughout the course of that illness. Early on,
when somebody is still getting interventions
directed toward cure, the palliative part of what
the team is doing will be less — maybe symptom
management and maybe trying to understand a
little about people’s goals,” Tulsky says. “As they
get more ill, and as the cure-directed options
become fewer, the palliative piece will become
greater. Somewhere along the way will be more
and more explicit discussions about end of life.
Ideally, you will have talked about goals of care
early on.”

A chaplain’s view on EOL needs

J. Vincent Guss, Jr., BCC, D.Min., chaplain and
bioethicist for Falcons Landing Air Force Retired
Officers Community in Potomac Falls, VA,
acknowledges that sometimes medical technol-
ogy, in effect, prolongs suffering at the same time
it is prolonging life.

“The whole point of technology, I think, is to
create a better chance for a person to be cured.
But being cured  . . . is not the same as being
healed. Cure can be a sign of healing. If you’re
trying to alleviate symptoms [or] reduce suffering
with technology, it’s a great thing,” Guss tells
MEA. “But if you are using it to prolong biologic
life when there’s no quality of life, that would
tend to increase suffering.”

In Guss’s experience, the primary concern for
patients is “they want dignity.”

“That’s the main thing, and if they have that
respect, or they’re treated holistically, and their
physical, their emotional, and their spiritual
needs are met, their [remaining] days will be of
higher quality,” he says.

Guss recalls an example of a woman in her
nineties who had stated her wishes in an advance
directive that she did not want extraordinary
measures taken to extend her life. Ultimately,
however, at the end of life, she changed her
advance directive for her children but experi-
enced a prolonged, suffering death in the inten-
sive care unit.
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“The technology probably did give her an extra
two weeks of life, but it was not a life that she had
intended to live,” Guss says. “She lived it that way
to appease her children. Now, that was her right to
do that, but it was very, very difficult.”

EOL options: when to discuss

As to how physicians broach the subject of
end-of-life options, the best approach is to assess
individual needs and desires, Guss suggests.

“I think physicians, nurses, social workers, and
chaplains alike need to assess what are the values
of the individual. What do they value most? Is it
longevity at any cost? Is it longevity to please the
children or significant others? Or is it [that] qual-
ity of life might be impeded by technology, or can
the high technology improve the quality of life?”
Guss says.

Any one physician’s approach to the subject is
likely to be different from another’s, and it
depends on their sensitivity to the situation, Guss
explains.

“How best to do it would be to be very clear
about what the implications and the ramifications
of using technology,” he says. “If that is going to
extend life, and if so, what will the burden and
the cost be, and do it in a sensitive and caring and
compassionate way, but be very clear; being
fuzzy about it is not being compassionate.

“You may think you’re being gentle, but actu-
ally, in the long run, lack of clarity ends up in
greater suffering, not just for the patient, but for
the family,” he says.

Reference
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Tech research: Should U.S.
study societal implications?
Desire to advance should not go ‘unbridled’

As medical scientists and engineers in the
health care arena pursue advances in drugs

and technologies, is now the time to think more
critically about these new technologies and how
to address future implications — for say, the ram-
ifications of genetic screening and designer
babies?

According to Marc D. Hiller, DrPH, of the
Department of Health Management and Policy in
the College of Health and Human Services at the
University of New Hampshire in Durham, NH,
those questions are “here, and they’re increasing.”

“One of the arguments I have long made, and
I’m not alone . . . is that the yearning, or the
unbridled desire for scientific advancement
should not necessarily go unbridled without a
complementary consideration or thinking about
what the ethical and social implications might be,
for whatever that advancement might bring,”
Hiller tells Medical Ethics Advisor.

“In other words, from a pure scientific point of
view, I am driven to generate new knowledge,
make advances, and discover new things,” he
explains. “But historically, we’ve not concurrently
invested in trying to think through and critically
examine what the implications might be of the
advances that we’re making,” he says.

Hiller says he isn’t suggesting that those
advances not be made, “because we all stand to
potentially benefit from many of them, but at
the same time, we haven’t historically invested
time, energy, [or] dollars into that kind of think-
ing.”

Hiller suggests that both public and private
organizations that invest funding in research
require that a certain percentage of the money
invest be apportioned to studying the social and
ethical implications of the research.

“If the bench scientist isn’t the person who
wants to spend his or her time thinking about it,
then allow them to work collaboratively with
people whose career paths or expertise is
engaged in wrestling with these issues,” he says.

Hiller notes that this is much easier to suggest
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than to actualize.
“But in the same context, I would argue that

we bear as a society a degree of social responsibil-
ity to engage in that thinking process much ear-
lier than we do [when] we wrestle with these
questions retrospectively,” Hiller says.  ■

CANCER study: Physicians
and EOL discussions
Physicians don’t discuss EOL within guidelines

Most physicians reported in a national survey
that they would discuss end-of-life options

with a terminally ill patient only when there
were no more treatments to offer that patient —
not when the patient was still feeling well,
according to a study published online in CAN-
CER, a peer-reviewed journal of the American
Cancer Society, in January.1

Based on other studies that suggest cancer
patients get a lot of aggressive care at the end of
life — and through their own experiences treat-
ing cancer patients — the designers of the study
were “suspicious that doctors might not be talk-
ing about end-of-life issues,” Nancy L. Keating,
MD, MPH, an author of the study, tells Medical
Ethics Advisor.

Also, the researchers took a cue from other
literature, which suggests that many patients
really don’t know how sick they are, she says.

“We were quite surprised to find such low
rates of discussion of some of these end-of-life
issues in patients [who] had a life expectancy of
four to six months,” Keating notes.

National end-of-life guidelines usually rec-
ommend that such end-of-life discussions take
place when a patient has less than a year to live,
she explains.

The researchers, Keating says, believe there
are two possible explanations: One is that

physicians aren’t aware of these national guide-
lines; the other is that they are aware of the
guidelines but disagree with them.

It is possible, she says, that physicians often
decide on their own that their patients aren’t
ready to discuss the end of life, or they believe
that patients won’t take the prognosis or discus-
sion well, and as a result they will lose hope
and give up.

“I personally think that patients have a right
to have these discussions early, when they’re
really able to and capable of [understanding],”
Keating says. “But there aren’t, and there
haven’t been, excellent studies randomizing
people to hearing about [these matters] early or
late to know what happens.”

Difficult conversations are, well, difficult

Keating says another explanation for why
physicians don’t have end-of-life discussions
with their patients is that these are difficult con-
versations to have.

“Unfortunately, we didn’t know what our
results would be to have follow-up questions on
that, so we can’t tell you anymore about that,”
Keating says. “We need more research to try to
find out why doctors aren’t having these 
discussions.”

Keating suggests that the best guess for why
they aren’t having these discussions is that doc-
tors tend to focus on treatment.

One finding from the survey was that 66% of
physicians surveyed discussed prognosis early,
or when the patient had four to six months to
live.

“So, we said, are doctors using this as an
opportunity to have other discussions about
hospice and DNR status, etc.,” she explains.
“And in fact, there were no differences in the
rates of doctors discussing these other things
who did or did not discuss prognosis early,
which leads us to think that the prognosis is a
discussion that the doctors use as an opportu-
nity to discuss treatment.”

“They might say, ‘Well, the average person
might live for six months with your condition,
but if we treat you with this drug, the average
person will live for eight months,” Keating says.

Since most of the doctors indicated they
would not discuss end-of-life options with the
patient unless there were no more treatments to
offer, Keating takes issue with that approach.

“In patients with metastatic disease, what
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does it really mean that there are no more treat-
ments to offer? I mean, none of the treatments are
curative in the cancers that were studying, or
pretty much none. So, most of these patients
really do have relatively few options, and I think
they may not be understanding that any treat-
ment for them is not going to be curative.”

Oftentimes, when these conversations are
delayed, in her experience, Keating says, the
patient gets chemotherapy, then the patient gets
sick from chemotherapy and goes to the hospi-
tal, where he or she get intubated due to pneu-
monia.

Keating maintains that “if the patient really
understood their prognosis, they might not
want that.”

Physicians are trained to treat

The real culprit for why these conversations
occur later rather than sooner is that physicians
in medical schools primarily are trained to treat
rather than talk — but that appears to be 
changing.

“I think, by and large, doctors are trained to
treat patients, and to make patients better — to
cure patients. And we’ve traditionally had very
little training and experience in focusing on
improving the quality of death,” Keating
explains. “And I think a lot of doctors feel like
they’ve failed, if they can’t cure someone or
can’t continue treating someone.”

Keating notes that about 20% of patients in
the Medicare population are admitted to the
ICU in the last month of life.

“I think there’s lots of evidence out there that
many patients get lots and lots of courses of
chemotherapy at the end of life,” she says.
“Many patients are getting new chemotherapy
within 30 days of death, and all of these things
suggest that we really are possibly being too
aggressive with the way that we’re treating 
people.”

An encouraging sign related to this issue is
that many medical schools now have structured
classes on communication covering topics such
as end-of-life options. Also, the survey found
that more recently trained doctors were more
likely to have end-of-life discussions with their
patients, Keating notes.

Timing is sensitive to patients

James A. Tulsky, MD, director of the Palliative

Care Center at Duke University Medical Center,
in Durham, NC, says end-of-life discussions can
begin when someone is diagnosed with a life-lim-
iting illness.

“Part of it is, it’s very important to find out
what the patient wants,” Tulsky says. “You know,
if you look at surveys of patients, they have very
different preferences for when they want to talk
about this. Some people say, ‘As soon as I get
diagnosed with metastatic disease, for example, I
want to have a discussion about end of life.’
Other people will say, ‘Only when I am a few
weeks away from death do I want to have a dis-
cussion about end of life.’”

Physicians are increasingly trained to ask
patients questions — and to listen to their
answers.

“One of the things that we train people to do is
to ask patients and to say to somebody, ‘One of
the things I would like to talk with you about is
decisions you would face in the future — con-
cerns about the future. Is now a good time to talk
about this? Would you like to hear about progno-
sis? Would you like to hear what we expect to
happen with this illness — or would you rather
not? People will [sometimes] say, ‘I’m not ready
to talk about that right now.’ And then that’s their
choice,” Tulsky says.
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Apologizing for medical
errors: the ethical approach
Also now seen as risk management strategy

From a grassroots organization’s efforts to
make medical error disclosure and apology part

of the U.S. health culture to more hospitals and
other health care players are beginning to be aware
of apology, and it would appear that more organi-
zations agree that offering an institutional “I’m
sorry” is the right thing to do.

Ethicists have long endorsed this approach to
medical errors, i.e., disclose and apologize. But data
now seem to be showing that it has benefits from a
risk management perspective, and in one case, a
hospital is using the data to analyze why the errors
are occurring to begin with and introducing those
findings to improve its patient safety initiatives.

“[Hospitals] have to be concerned about this
kind of stuff, because it’s really on the front burner
of the national consciousness,” says John D. Banja,
PhD, professor of rehabilitative medicine and clini-
cal ethicist with the Center for Ethics at Emory
University in Atlanta. “I mean, we frankly admit
the 20th century approach to [this issue], which
was don’t apologize and don’t disclose, that that’s
ethically wrong — that’s just not the right thing to
do. And I think we all agree about that. I think
where we may have some disagreement today is
maybe at the margin. How much should you tell
this [injured patient], and should you say the
words, ‘I’m sorry’?” Banja tells Medical Ethics
Advisor.

Expression of sympathy vs. apology

An important distinction to make is between an
expression of sympathy and an actual apology,
Banja suggests.

“In other words, those two words — I’m sorry
— they can be an expression of sympathy, which
just simply means, ‘I wish that you didn’t experi-
ence what you did, and it must have been very
unpleasant, and I’m sorry that you went through
that,” Banja explains. “That’s an expression of sym-
pathy, such as when a friend of yours has a loved
one who passes away [i.e.] ‘This is sad, and I
empathize with you.’’

“On the other hand, an apology — a really true
apology — it’s not that I wish you didn’t have to
experience that. A true apology — if I’m truly

apologizing to you for something — what it
means is, you shouldn’t have had to experience
that, and it was my fault.”

The latter option is the one physicians and
other health care providers should choose when
there is a clear case of medical error involved in a
patient’s harm or injury by the physician or
health care institution, Banja says.

Expressions of sympathy are more appropriate
when there was an unexpected complication, but
not necessarily a medical error, he adds. “You’re
only going to use an expression of sympathy
when it wasn’t your fault,” Banja says.

Informed consent as risk management tool

A solid informed consent process and discussion
can be an effective risk management tool.

“A good informed consent is really a risk trans-
fer mechanism, because if you’re my patient, and I
say to you, “Well, this is what we can expect after
this operation. These are some of the unpleasant
things that can happen, and they can happen even
if I do everything right,” Banja says. “If these risks
materialize — even though [the doctor has] done
everything right,” if the patient has decided to pro-
ceed with the surgery, for example, the patient then
bears the responsibility for them, because he or she
consented to the procedure.

However, at the very least, Banja says, “patients
should be able to demand from their health care
professionals that their health care professionals
treat them according to the standard of care.”

If the standard of care is the guideline for treat-
ment or intervention, and an error occurs, it means
the clinician did not follow the standard of care, he
explains.

“That’s what I am implying is: a pretty good def-
inition of error is, it is an unwarranted violation of
the standard of care. Or, I have not accommodated
the standard of care, or I don’t have a good reason
why I did not follow the standard of care,” Banja
says.

Apologies can be difficult and unpleasant

Banja suggests that error disclosures and
apologies for medical errors appear to be “very,
very difficult for lots of health care professionals
to do.”

“Because if I’m right, and I think I am . . . when
you apologize, that’s really an admission of
fault,” Banja explains. “For lots of health care
providers, that’s a very, very difficult admission
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to make.
Banja has written a book on this topic titled

“Medical Errors and Medical Narcissism‘
“When you apologize to someone, that’s an act

of humility on your part. You’re humble when
you’re apologizing to someone. You’re not narcis-
sistic, and that’s why people with narcissistic ten-
dencies or dispositions — or people who have a
very, very deep desire to maintain their self-esteem,
have a real hard time with apologizing.”

The flip side is: when you apologize to someone,
they feel respected, which is what makes the apol-
ogy so therapeutically effective, he says.

“If patients honestly think that their doctor has
harmed them through error, and that physician is
trying to conceal that fact and is not apologizing,
they feel disrespected,” he notes. ‘And it’s very,
very hard to trust somebody who you think does
not respect you. And that’s where things break
down. I think that’s where the therapeutic kernel of
the apology consists.  It just speaks to a very, very
deep need for self-respect that we human beings
have, and that’s why it works so well when you
apologize to someone in the correct circum-
stances,” Banja suggests.

He emphasizes that the apology is just as thera-
peutic for the health care provider as for the patient.

“What it does is, it tempers physicians’ narcis-
sism,” he says. “It injects that humility reminder in
that health care professional that medicine has its
limits, that I have my limits, and [the] whole point
of ethical behavior is patient-centeredness.”  ■

Michigan system’s
approach to medical errors
Previous approach was to settle

When the University of Michigan Health
System’s chief risk officer arrived in 2001,

he had already mapped out to institutional lead-
ers an architecture for risk management and med-
ical error disclosure that would dramatically

change the system’s liability expenses, as well as
its approach to patient safety.

Based on 20-plus years as a trial lawyer in the
health care arena, representing such institutions
as the Cleveland Clinic and the Henry Ford
Hospital in Detroit, he thought he had developed
a fix to the medical malpractice problem. And the
hospital leaders brought him on board to imple-
ment the solution he developed.

Upon his arrival, the health system’s culture
surrounding claims “was pretty consistent with
almost all my other clients,” says Richard C.
Boothman, JD, who has been at the system
almost a decade now. “Any claim, for the most
part — any patient injury — would not be
addressed in a proactive way. The health system
would wait until a claim was asserted; those
claims would be referred to trial lawyers like me.
We would spend a lot of time and a lot of money
investigating the cases and preparing a defense as
best we could. And in almost all cases, the health
system eventually would settle those cases. And
it always seemed to me to be the dumbest of all
approaches, because you would incur your own
costs; you would drag your staff through some-
times a couple of years of litigation, or at least
preparation for the trial,” Boothman explains.

The patient and the patient’s attorney would
incur costs, which Boothman says would only
increase the “price of the settling.” Because it is a
risk-averse institution, the system would still
almost always settle.

In the four years prior to Boothman’s arrival,
the institution tried only one case.

“It was frustrating from a trial lawyer’s per-
spective, because I would get some of the classi-
est defendants . . . the University of Michigan
would open doors to some of the best experts in
the world — and yet we would settle almost all
the cases,” he notes. “So, it was frustrating that
way.”

Boothman describes the mood among medical
staff as “a little split personality-ish.” Most of
them were “complacent” about lawsuits, because
they believed that they would always be settled, a
fact he calls “comforting to them.”

“On the other hand, it was not unusual for
doctors to say things in the hallways, such as ‘The
university settled this out from under me; I really
didn’t do anything wrong,’’’ he recalls. “And so I
felt, as a trial lawyer who was well connected
with the university that the atmosphere here was
not very constructive — not a team approach at
all.”
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The more important observation, he notes, was
that in all his years of being a trial lawyer “literally
not a single hospital ever asked me what they
should have learned from the cases I handled.”

Boothman says that the few times he did raise
the issue of learning from bad experiences, “it was
clear that I was raising something not even on their
radar screen.”

This “disconnect” was, he decided, the primary
problem with the medical malpractice issue.

“If you play out in your mind the scenario that
you’ve got an injured patient who appears at the
door of a hospital CEO, or the head of a faculty
group practice — and says, ‘You injured me —
now what?’” The institutional response tradition-
ally has been to refer patients to insurance com-
panies, “and by proxy, lawyers, as the only
response,” Boothman says.

As a result, that community “got exactly what
it bargained for — an adversarial environment.
So, that patients have come to believe that they’re
not going to get a fair shake and an honest
answer. They’re searching most of the time just to
understand what happened to them. And the
hospital administration becomes very readily dis-
connected from those problems, because the
insurance burden, the premium of malpractice
insurance, becomes a line item on their budget,
and as far as they’re concerned, they’ve taken
care of it,” Boothman says.

[Editor’s note: See the April issue of Medical
Ethics Advisor to learn about the specifics of the
University of Michigan Health System’s “honest,
principled” approach to disclosure and how that feeds
into patient safety and quality care initiatives.] ■

Series helps IRBs wrestle 
with tough ethical issues
Program focuses on the gray areas 

Some of the thorniest questions that IRBs face
are those for which there are no clear-cut

answers — opinions may vary, arguments on
both sides may be compelling, regulatory guid-
ance may be scanty. 

It’s those types of questions that Washington
University in St. Louis tackles on a regular basis
through its Ethics Series, a free series of discus-
sions open to researchers, IRB members and any-
one else who is interested.

The series, which has run since 2004, uses fac-

ulty members to explore human subjects protec-
tion issues such as payments for research partici-
pation, vulnerability in research, therapeutic
misconception and research with human biolog-
ical materials. It recently was honored by the
Health Improvement Institute as a best practice
in human subjects protection.

Sarah Fowler-Dixon, PhD, an education spe-
cialist in the Human Research Protection Office
(HRPO) at Washington University, says the idea
first was proposed by Ira Kodner, MD, an ethi-
cist and professor of surgery at the university.

“He thought it would be a good idea to have
more ethical offerings at the university,”
Fowler-Dixon says. “There was a need, not just
in what he was seeing clinically, but also from
research people who would come and ask these
questions and there were no straightforward
answers.”

She says that at the same time, IRB members
were asking for a forum at which they could
have more ethical debates — not just determin-
ing what the regulations said, but expounding
on them.

At first, the HRPO collaborated with the uni-
versity’s newly formed Center for the Study of
Ethics and Human Values to come up with
speakers and topics for the series. Early topics
included sham surgeries, gene therapy, organ
transplantation and pre-IRB scientific review.
Some sessions were offered as lecture-type
forums, while others featured panel discus-
sions. 

In the past few years, the HRPO has been
working with the Center for Clinical Research
Ethics of the Institute for Clinical and
Translational Sciences (ICTS), a joint effort
between Washington University and St. Louis
University. Speakers now are identified through
the ICTS and matched with topics in their areas
of expertise. The 2008-2009 series included five
sessions; four sessions are scheduled during the
2009-2010 year.

Audience demand

Fowler-Dixon says topics are chosen based on
demand.

“We solicit topics that people want to see
selected,” she says. “We always monitor what’s
out there currently in the literature, and we see
what topics are coming up in the questions that
we’re receiving over and over again.”

She says that so far in the series, they haven’t
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needed to repeat a topic.
Sessions are advertised not just at

Washington University, but at 10 other institu-
tions affiliated through the St. Louis IRB consor-
tium. Sessions are free, but participants are
asked to sign up in advance, so organizers
know how big a room to book, Fowler-Dixon
says. Most sessions draw about 50 people, but
on occasion, she’s had to find a larger venue for
more heavily attended sessions.

“Fifty is very good for Wash U, because we
have a lot of events competing,” she says. “It’s
not just faculty and staff but also people who
are training.”

She says the university has been able to 
operate the series fairly inexpensively. From

its inception in 2004 until spring of last year, it
was run on one $2,300 grant, and since then 

has used departmental funds. Speakers vol-
unteer their time and materials are posted on
the IRB Web site, eliminating the cost of copy-
ing them.

“We had no room rental, we did have refresh-
ments, we videotaped some sessions and money
went to that,” she says. “The personnel are
already on staff, although they will have to allo-
cate preparation time. 

“I’m not going to say there are no costs, but
other than resources that are already available
at your institution, you don’t have to have addi-
tional costs.”

She says the project does require a fair
amount of time to coordinate, and occasionally,
speakers need to be prepared ahead of time if
they’re not familiar with the format being used.
She expects the forum to continue in about the
same form through 2010.

A broader context

Fowler-Dixon says she’s seen a real impact the
series has had on ethical discussions within the
research community at the university.

“If nothing else, it brings an awareness that
causes people to start thinking about topics dif-
ferently,” she says. “For instance, because of some
of the presentations of the ethics series, people
realize now that there might be a difference
between cognitively impaired and decisionally
impaired people and it was a much broader topic
than they originally thought.”

She says the session on sham surgery caused
some people to realize that there were types of
study interventions that they might not identify

as sham surgeries that carried the same types of
ethical risks.

“The ethics series takes a topic that people
might think of only in isolation and puts it in a
broader context,” Fowler-Dixon says. “People
start to realize that it’s not just an isolated issue
relating only to certain people or a certain type of
study – it’s an issue that can cross several disci-
plines and types of studies.”

She says one important step in creating this
type of discussion series is to make it clear to the
audience ahead of time that the topics won’t have
set answers.

“You want to prepare your audience first in the
way you advertise it, to let them know that
you’re not going to give them yes-or-no type
answers.  You don’t want them to think they will
come out an hour later knowing exactly what to
do in a given situation. It just doesn’t work that
way.” ■

Liver cancer patients face
racial disparities in survival

Anews analysis published in CANCER found
that black patients with hepatocellular carci-

noma (HCC), or liver cancer, have worse survival
than patients of other races, even after receiving
comparable treatments.

The disparities have been thought to be due to
differences in the cancers themselves, as well as
to differences in health care utilization and access
to surgical therapy.

To explore the issue, researchers led by Joseph
Kim, MD, of City of Hope in Duarte, CA,
reviewed data from 20,920 patients in the
Surveillance, Epidemiology and End Results
(SEER) registry diagnosed with HCC between
1973 and 2004, as well as information from 4,735
patients in the United Network for Organ Sharing
(UNOS) who underwent liver transplantation for
HCC between 1987 and 2008.

The investigators found that survival from
HCC has improved over time for all race, ethnic,
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and income groups, indicating that all groups
have benefited from advances in screening, diag-
nosis, and treatment. 

Among the SEER group, black and low-income
patients had the poorest long-term survival. For
example, black patients had a 15% increased risk
of death compared with whites, while Asian
patients had a 13% reduced risk.

It was noted that the reasons for these survival
disparities are unclear, but may be related to dif-
ferences' in patients' underlying disease as well as
inconsistencies in access to appropriate care;
however, additional analyses showed that black
patients continued to do worse even after adjust-
ing for the type of therapy patients received. ■

Study:  costs play role in
oncologists’ treatment recs

In what was described as the largest survey to
date of U.S. oncologists' attitudes about the cost

of cancer treatments, researchers at Tufts Medical
Center and the University of Michigan found that
84% of oncologists consider their patients' out-of-
pocket costs when recommending cancer treat-

ment.
However, fewer than half of the respondents

surveyed frequently discuss cost issues with
patients.

The survey was published in the January 2010
edition of Health Affairs. It also found support
among oncologists for comparative-effectiveness
research, which could help doctors make deci-
sions about which treatments are best for differ-
ent patients.  ■
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COMING IN FUTURE MONTHS

CME instructions

Physicians participate in this continuing medical
education program by reading the issue, using

the provided references for further research, and
studying the questions at the end of the issue.
Participants should select what they believe to be
the correct answers, then refer to the list of correct
answers to test their knowledge. 

To clarify confusion surrounding any questions
answered incorrectly, please consult the source
material. After completing this activity with the June
issue, you must complete the evaluation form pro-
vided and return it in the reply envelope provided to
receive a credit letter. When your evaluation is
received, a credit letter will be mailed to you.  ■

CME objectives

After reading each issue of Medical Ethics
Advisor, you will be able to do the following:

• Discuss new developments in regulation and
health care system approaches to bioethical
issues applicable to specific health care systems.

• Explain the implications for new developments in
bioethics as it relates to all aspects of patient care
and health care delivery in institutional settings.

• Discuss the effect of bioethics on patients, their
families, physicians, and society. ■

BINDERS AVAILABLE

MEDICAL ETHICS ADVISOR has sturdy plastic
binders available if you would like to store back issues of
the newsletters. To request a binder,
please e-mail binders@ahc
media.com. Please be sure to include
the name of the newsletter, the subscriber
number, and your full address. 

If you need copies of past issues or prefer on-line,
searchable access to past issues, go to www.ahc
media.com/online.html.

If you have questions or a problem, please call a cus-
tomer service representative at (800) 688-2421.
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CCMMEE  QQuueessttiioonnss

9. While technology does not create the ethical
dilemma associated with technology to sus-
tain life at its end, the advent of technologi-
cal improvement has occasioned the
questions more frequently, according to
Felicia Cohn, PhD, director of medical ethics
at University of California, Irvine.
A.True
B. False

10. In a study for which James Tulsky, MD,
director of the Palliative Care Center at Duke
University Medical Center, was a co-author
and published in JAMA, the number one
thing patients indicated as important at end
of life was which of the following:
A. Food
B. Having financial affairs in order
C. Having spiritual affairs in order
D. To be free of pain 

11. According to a study published online in
CANCER in January, most physicians sur-
veyed said they would discuss end-of-life
options with terminally patients only when
there were no more treatments to offer that
patient.
A. True 
B. False

12. Historically, what has been the approach of
most hospitals and institutions toward medi-
cal errors.
A. Full disclosure for the error
B. Sincere apology for the error
C. Deny and defend the error 
D. Lack of awareness

Answers: 9. A; 10. D; 11. A; 12. C. 
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