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ROUNDING WITH THE EDITOR

The Fine Art of Patient Care

Dear Reader,

Thirty years ago, my father died of cancer in hos-
pice care in Florida. I was newly married, finishing
my doctoral degree on a student appointment at
the National Institute of Mental Health (NIMH),
National Institutes of Health (NIH). My mother
was a wreck. Hospice not only treated my father’s
pain (his always sunny nature held fast to the
end), hospice cared for my mother’s nerves and
my grief.

Now, my beloved 80-year-old cousin is also
dying of cancer. His case is somewhat different.
His disease was caught early. But after months
of cascading complications, just as he was finally
getting out of the hospital, the cancer—seem-
ingly eradicated—has returned with metasta-
ses. All know that there is nothing curative to be
done. Fortunately, all also agree that only gentle
medical management is in order. My cousin’s
Advance Directives are clear—no intubation.

For the time being, he is doing well. He is
driving again (albeit with his canister of oxygen
and his companion to move him in his wheel
chair when they reach their destination). None-
theless, my cousin—also one of the lucky ones
whose disposition has always been sunny and
continues to be so—is living fully. He is working;
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he gets into his office and out to meetings. He is
engaged with his community; he is able to handle
some county affairs, still serving as the County
Council Chairman, a volunteer post he has held
for years. He still sees his friends; he meets them
for lunch several times a week. And he continues
to be doted on by his wife of over 5 decades, his
daughters, and grandchildren. He is not in hos-
pice and he doesn’t want to talk about going into
hospice. That’s okay for now. That’s because his
many physicians are doing such an excellent job
of providing palliative care, in the broadest sense
of the word, that—for now—he continues living
a wonderful life.

Thirty years ago, hospice was foreign to
many. Fortunately, this was not the case with my
parents. My parents’ awareness of good end-of-
life care was a result of them being particularly
well informed. They read the newspapers; they
were aware of the Death with Dignity movement
sponsored by the Gray Panthers. Also, from the
time I was 14 until my doctoral studies, I served
as a bedside volunteer in nursing homes. Even
as an only child who didn’t previously see much
death in my own family, my volunteering gave
me a bird’s eye view of death that I discussed



regularly with my father. My parents, even then,
had written Advance Directives. Hospice was the
logical step for my father.

My cousin is dying in a different time. The
fields of palliative care and hospice have matured.
But it is also important to note that both my
father and my cousin have had the good luck of
having excellent physicians—in my cousin’s case,
some of the best in the country on just this very
topic,™ one in particular to whom I shall be grate-
ful for the rest of my days.

But everyone should
have access to oncologists
at this skill level in both
oncology and the pal-
liation of the patient with
cancer. Attention to the
complete needs of every
patient—true palliative
care—should be every-
one’s due.

To make this kind of
excellence the standard of
practice everywhere, the
road to having all oncolo-
gists—and other physi-
cians who treat persons
with cancer—skilled in
attending palliatively to
their patient’s needs is to
train physicians to pay
attention to the social,
psychological, and not
just physical needs of every
patient. This sounds like a
tall order but we are convinced it is not as merely
aspirational as it sounds. We believe that training
physicians in ethics is just to this point. Training
in ethics for physicians, especially in cancer, is to
sharpen their skills of observation, when possible,
the skill of loving attention, and at a minimum,
the skill of being able to be fully present when
with their patient.

And there is nobody I know or have ever
met who is better at all 3 of these skills than the
Guest Editor of this issue of JOHE, John J. “Jack”
Lynch, MD. To this day, through an esteemed

career in oncology, one of Jack’s great passions
has been training young physicians and medi-
cal students in caring for, and being present to,
patients with cancer. Almost 25 years ago, from
the time I started my own training in research
ethics at the NIH Clinical Center, Jack has been
one of my most important teachers. For us all
in the Center, for most at our hospital, and for
many throughout MedStar, the Washington, DC
metro area, and nationally, Jack has been one
of the greatest champi-
ons for palliative care in
oncology that one could
name. It is an honor to
have his fingerprints on
virtually every page of
this issue.
That he
authored our first piece

has co-

with Christian Carro-
zz0 is the perfect way to
introduce Christian to
the readers of JOHE. As
our newest staff member
in the Center for Ethics,
carrying the title of Clini-
cal Ethics Educator, he
serves as Editor of this
journal. We are so grate-
ful to have him—he, too,
has had his fingers on
every page, and we hope
he shall continue to do so
for many years.

The next article,
by Drs Deliya Banda and Sandra Swain, is on a
topic of great importance to progress in cancer
care. They provide a balanced view of the need
to recruit more patient research subjects while
making certain that prospective subjects are well
informed and that participants are well pro-
tected. The article grows out of a collaborative
relationship of student and teacher; Dr Banda
just finished her PhD under Dr Swain’s guidance.
We are particularly thankful for Dr Swain’s time,
as this year she is not only the medical director
of the Washington Cancer Institute at MedStar
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Washington Hospital Center, but also President
of the American Society of Clinical Oncology
(ASCO).

Turning to this issue’s policy piece, we thank
Marc Boisvert, MD, medical director of the Can-
cer Institute’s Center for Breast Health, for his
work on the article about his program. We are all
very proud of this program and our pride appears
well placed. The Center for Breast Health is seen
as a local and national leader in how best to care
for patients with breast cancer. Of the many ways
this program works, we decided to focus most
on its systems organization. A program is only
as good as its infrastructure is sound. There has
been much attention to the infrastructure of Dr
Boisvert’s program, and it shows.

Finally, as is our evolving practice, the
Residents’ Corner brings forward those parts
of cancer care that lay the ethical foundation
for becoming a well-trained oncologist. Even if
oncology is not one’s future, it is hard to imag-
ine many subspecialties in which a physician will
not, some day, treat a patient with cancer. For all
such physicians, learning the skills of attention
to all the needs of one’s patient and the ability to
be fully present is critically important. We expect
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that the Residents’ Corner can provide sound
instruction in growing these skills.

We hope this issue brings together attention
to ethical matters in the care of patients with cancer
that produces some insights for you, our reader.
We would love to hear your thoughts. In the
meantime, we wish you the best for the New Year.

Sincerely,

Evan

Evan G. DeRenzo, PhD
Editor-in-Chief

1. Levy MH, Adolph MD, Back A, et al. Palliative care.
J Natl Compr Canc Netw. 2012;10(10):1284-309.

2. Temel JS, Greer JA, Muzikansky MA, et al. Early pallia-
tive care for patients with metastatic non-small-cell lung
cancer. N Engl ] Med. 2010;363(8):733-742.



by John . Lynch, MD, Medical Director of the Center for Ethics at
MedStar Washington Hospital Center

Forty-five years of medical practice as an oncologist and the medical director
of ethics has taught me many valuable lessons. First and foremost, it has shown
me that relationships count. And to have a healthy and trusting relationship with
patients and families, you have to tell the truth from the outset.

Many times over the years, I've been asked, “How do you do it? All your patients
die.” Well, not ALL my patients die. Many go on to live healthy, productive lives.
But more importantly, all my patients are alive at the start, and it’s that life that you
learn to honor and respect.

Honesty starts at the very beginning, at the first visit. As patients face a possibly
tough diagnosis, they are looking to their doctor for information and for reassur-
ance. We must give them that information in a compassionate, truthful manner and
offer them our reassurance that we will be their partner in this journey.

Throughout the course of their treatment, we have to help them face the real-
ity of their situation. But that doesn’t mean we don’t use tact. Typically, we help
patients come to terms with their disease in small pieces. As the facts develop, we
add information to the total picture.

As time goes on, it’s important to repeat key information, be consistent, and
remain open to questions. You need to document everything you say, so you know
what you have told patients and families. The power of denial is very strong, and
you can’t let patients continue to deny reality.

Patients are looking to their oncologist for hope. Hope is a spectrum. There can
always be hope; we just must continually help our patients refine what that hope is
all about. At first, patients hope that a lump is benign. Then patients hope a treat-
ment is available and that there are few side effects during treatment. Then patients
hope there is no recurrence. Finally, patients hope for a dignified and pain-free death.

Giving false hope is not doing patients any favors. You don’t want to put your-
self in a position where patients can say, “That’s not what you told me before.” It’s
very easy to block and deny unpleasant information, but if you let that continue,
you are doing patients a disservice.

Informed consent is a critical part of the oncologist’s job. You have to carefully
explain treatment options, advise patients and families (with the patient’s permis-
sion) about the best course of action, and give them information about the anticipa-
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table outcomes. Here it’s best to rely on the literature to
give straightforward information about results. But that’s
not done all in one appointment; often, it takes place over
a series of appointments.

When you’ve used up all the standard treatments
and the only options are clinical trials, you should make
sure that patients understand the nature of a clinical
trial—that they may not benefit, but that participation
may help other patients in the future.

Many people think they’re coming to an oncologist
for a cure. That is too often not the reality, so you pre-
pare patients as you go along. As an oncologist, you have
to know when to stop. Don’t interfere when interference
won’t make a difference. Explain to patients what their
next option is in order to be kept comfortable. It’s up to
you to help patients come to terms with the need to stop
aggressive treatment.

A few words about families. .. Often family members
rely heavily on their loved one’s oncologist. That’s part
of your job. It’s as important to build strong and truthful
relationships with families as it is to build those relation-
ships with your patients.

Families often feel left out. They need to see the
whole picture so they can be involved and share the pain,
suffering, and treatment. No patient should have to take
this journey alone. It is the oncologist’s responsibility to
interact with families, with the patient’s permission.

It’s wise to have key family members present at
important visits, such as when you give a diagnosis or
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explain a treatment plan. Patients often report that this
information goes in one ear and out the other—they are
just too overwhelmed to retain the news, which is often
devastating. But having family members present—unless
the patient doesn’t want family members there—can be
key to patients understanding and accepting their diag-
nosis and treatment. The more families know, the better
they can support the patient.

Oncologists should also gather information so
patients and families can better understand the disease
and know what to expect. Unfortunately, there’s a ton
of misinformation on the Internet. It’s wise for phy-
sicians to gather up-to-date, relevant information for
your patient, or point them to the best sources. Also,
you’ll want to caution patients against well-meaning
advice from others; such advice likely has little bearing
on their case.

If patients lose trust in their doctor, it seriously ham-
pers the doctor’s ability to be effective. But remember
that trust is a 2-way street. Physicians need to be able to
trust patients to follow the plan of care and report their
symptoms and side effects.

As a final note, oncologists have to be particularly
aware of the dangers of emotional fatigue. By the very
nature of oncology, oncologists are going to be involved
with patients and families, but sometimes we may have
trouble being objective. It is our responsibility to know
when our judgment becomes clouded, and we must call
on our colleagues for support.



A Refined Clinical Perception

by Christian Carrozzo, MA and John J. Lynch, MD

Palliative care ought to begin the moment its need is perceived. Definitions of
palliative care medicine focus on the goals of treating pain and suffering, relieving
stressful symptoms, and improving quality of life for patients and families.*? Prop-
erly, these definitions do not emphasize a specific point along a disease continuum
where palliative services are imperative. Rather, what is implied in these definitions
is that the factor(s) that could mark the need for palliation may become evident
at any point along the course of a disease or condition. As soon as a patient dem-
onstrates symptoms of significant discomfort or distress in relation to the ardu-
ous ills of a debilitating medical circumstance, palliative care services ought to be
provided.3 For some persons with cancer, psychological symptoms may appear the
moment of diagnosis or even prior.

The absence of properly assessing and addressing concerns that may or may
not be in direct relation to a person’s medical circumstance can cause significant
distress for patients and families.# Responding to this practical need may call for
refined clinical skills in being attentive to patients’ often subtle indicators. These
include, intrinsically, the skills of mindfulness and the ability to be present to one’s
patient.5 Palliative care in oncology is far more than therapies designed to reduce
physical pain associated with end-stage cancer. Neither is it simply a category of
services provided by palliative care specialists.® Optimally, palliative care in oncol-
ogy includes the ability, learned by all clinicians, to see the sometimes very personal
and nuanced needs of a person facing cancer.

Table 1 includes delineations from the National Consensus Project? illustrating
the significant breadth of domains in which quality palliation services ought to exist.
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TABLE 1

Domain 1: Structure and process of care
Domain 2: Physical aspects of care

Domain 3: Psychological and psychiatric aspects
of care

Domain 4: Social aspects of care

Domain 5: Spiritual, religious, and existential aspects
of care

Domain 6: Cultural aspects of care
Domain 7: Care of imminently dying patient
Domain 8: Ethical and legal aspects of care

With the span of these domains taken into consider-
ation, the all-encompassing nature of undergoing treat-
ment for cancer provides insight into why there exists a
special focus on palliation in oncology. Oncology’s par-
ticular dedication to those persons falling under Domain
7 may provide further discernment for why there exists
an inappropriately truncated use of palliative care services
at the end of life. This narrow understanding of what
palliative care can be is not merely held by clinicians.
Patients, families, and the general public often connect

feature

definition. But these barriers can be defeated by consci-
entious and courageous administrators and clinicians,
working together to create palliative care service sys-
tems that defy its limiting misconceptions and work for
patients and families.

RECENT BACKGROUND

In 2009, the American Society for Clinical Oncology
(ASCO) released a comprehensive look at progress made
over the preceding decade integrating palliative services
into oncologic practice.® The study reviewed accomplish-
ments, assessed current needs related to the multiple
disciplines involved, and perhaps most fundamentally,
addressed development of a definition of palliative care.
Clinical accomplishments included both an increased
awareness of the need for palliative intervention as well
as an increase in its general use. Advances demonstrated
an increased willingness of health professionals to com-
municate, collaborate, and inform each other on sub-
specialty specifics and interdisciplinary perspectives. Yet,
even after these relative successes, there remains an inad-
equacy in identifying the full scope of personal palliative

As soon as a patient demonstrates symptoms of significant

discomfort or distress in relation to the arduous ills of a debilitating

medical circumstance, palliative care services ought to be provided.

palliative care to end of life, mistakenly understanding
them as conceptually interchangeable and synonymous.
Yet at the highest level of oncology practice, they are far
from the same.

Rather, palliative care is more wisely understood as
a philosophy or system of practice focusing on reducing
distress and noxious symptoms in all of these domains,
whether care is intended as curative or not. Palliative
care ought to be central to cancer care; to achieve this
goal, several obstacles have to be overcome. They include
psychological and cognitive impediments, as well as
instrumental barriers such as problems of conceptual
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need, accurately discussing the palliation concept with
patients, as well as in the proper timing for the introduc-
tion and integration of care services.

OBSTACLES TO INTEGRATING PALLIATIVE CARE
INTO THE TREATMENT OF PERSONS WITH CANCER
Perhaps the most significant barrier to integrating pal-
liative care into the treatment of patients with cancer is
that many physicians do not yet think of palliative care
as a standard clinical resource with extensive application.
Rather, palliative care is often considered a narrow clini-
cal resource applicable only when a patient is facing the
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end of his or her life. Often, the introduction of palliative
care is merely contemplated when options for aggressive,
curative intervention have been exhausted.

A significant number of reasons behind this problem,
such as the psychological mechanisms with which clini-
cians deal with terminally ill or dying patients, fall beyond
the scope of this article to properly explore. However, the
2 particular issues this article will attempt to address are
both the misconception of palliation with death, hospice,
or end-of-life care, and overcoming what may be a con-
ditoned, perceptual incapacity to identify the palliative
care needs of patients. This discussion thus focuses on
the conceptual decoupling of palliative care from end-
of-life care and the consideration of a particular cognitive
mechanism that may contribute to this error.

Hospice services are often triggered within mere days of
death.9* Palliative care is not and should not be con-
sidered synonymous with end-of-life care.* Although
palliative care services are ordinarily needed by those at
the end of their lives, such services are needed by many
other types of patients, especially those with severe, criti-
cal, and/or chronic diseases or conditions. What appears
pervasive throughout related literature is a conceptual
conflation of the terms palliation and end-of-life care.*>*3

Unfortunately, the use of these terms in actual clinical
practice is consistent with this conflation.

As ingrained as this misconception is, adjusting the
practice of recognizing the need for palliation to an ear-
lier phase in the care of patients may require methods
of intervention from a variety of sources. One method
involves working with physicians on how they can
become more attuned to the palliative needs of their
patients by isolating cognitive processes that may provide
an explanation as to why these concepts are confused and
particular patient needs often missed.

A specific cognitive effect that is known to account for
missing information is the result of a psychological prin-
ciple physicians sometimes learn and use for its ability to
increase speed and efficiency in certain clinical contexts.
The resulting perceptual effect in association with this
well-known psychological principle is known as Gestalt,
by which everything is said to be perceived in its most
simple form.* The Gestalt effect results in the tendency
to make quick and easy associations in appreciating
one’s environment. In many clinical contexts, this lim-
ited perception is of substantial benefit, as it is often seen
as a cognitive tool that allows for the quick processing of
significant amounts of clinically relevant information.*s

This cognitive tool is, however, also cause for
concern. In many cases, this simple form-generat-
ing capability of the senses causes one to miss criti-
cal details that expose the true connections between
parts that constitute the whole. The Gestalt effect may
take place during a clinician’s first glance at a patient
and his or her environment or upon exposure to new
information. In pursuit of improved palliative care,
this bracketing can result in missed cues for when
palliation is needed.

That is, the Gestalt effect can potentially confuse
information both conceptually and practically by creat-
ing perceptual blind-spots around defining particulars.

These kinds of limited perceptions are arguably both
responsible for why the concept of palliation is so regu-
larly confused with hospice and end-of-life care, as well
as why it is so difficult to recognize the very particu-
lar circumstances and nuances of a patient’s life. As a
cognitive tool, useful in some clinical situations, when
considering palliative care needs can produce false
psychological connections and result in an incomplete
picture. To counter the inclination toward this imme-
diate and generalized perception, conscious efforts by

WINTER 2012/2013

VOLUME 3 NUMBER 2



VOLUME 3 NUMBER 2

clinicians to counter this kind of habituated response
will be necessary.

The Gestalt effect could be said to provide insight to
the space between environmentally triggered, physiologi-
cally conditioned behavior and conscious involvement
in what one is perceiving and actually doing. Much of
human function, especially that which is routine, is exe-
cuted without dedicating special attention or mindfulness
to a given task.

Limited perceptions have recently been studied in
relation to human motor function, such as the various
movements, reactions, and adjustments one makes in
response to a generalized perception of driving condi-
tions while operating a car.?® These actions are automatic
and without incisive contemplation. However, though
this may be acceptable for driving a car or even a num-
ber of simple, routine clinical activities, it may result in
inadequacies when assessing the palliative care needs of
an individual person with cancer.

To learn how to avoid the blind spots, conflations,
and thus potential errors that it may cause, one must
become sensitized to how it works. Table 2 lists the
ways in which the Gestalt effect can misinform one’s
perception, sometimes masking critical detail or proper
connections.”

TABLE 2 Concepts Associated With Gestalt Effect (in clinical
perception)

CONCEPT OPERATIONAL DEFINITION
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With practice, however, physicians can learn to
identify instances in which they may be unwittingly
employing a far too general and habituated perception
of a clinical environment. These skills are necessary to see
one’s entire patient, including the personal subtleties sur-
rounding that patient and suggestive of a perhaps earlier
and more refined application of palliative care. Avoiding
the negative effects associated with limited perceptions
can be achieved by assuming a greater mindfulness when
exposed to the delicate nuances in a patient’s comments,
behaviors, and surroundings.

Dispositional mindfulness has been demonstrated to
result in better self-regulated behavior and positive emo-
tional states, and the potential transfer of this mood and
disposition to a person with cancer could be considered
a form of palliation itself, as increases in patient mindful-
ness over time and throughout treatment relate to further
declines in mood disturbances and stress.*® The morally
aware and focally adjusted physician who breaks from a
habituated manner of limited perception will engage with
a patient proactively, seeking to identify where these per-
sonal and circumstantial distinctions are critical to pro-
viding good palliative care.

Plainly, the care necessary to address the various domains
of palliative care needed by a person undergoing the
experience of cancer must involve the patient’s physician
at a deepened level of attention. This enriched attention
to patient needs will demand a new consciousness to the
ways in which limited perceptions, such as those associ-
ated with the Gestalt effect, sometimes useful, can cause
clinicians to miss the particular and perhaps earlier need
for palliation. This requires the skill of being present, of
being mindful, and not merely scientifically or proce-
durally effective. These skills call for a clinical disposi-
tion and process of analysis that consciously attends to
contextual particulars® and may only be possible once
clinicians adjust their thinking to counter the simplifica-
tion and conceptual bracketing of information. With the
consideration of what can be learned by way of a more
careful and enlightened perception of patient need, a
refined palliative care strategy for the person with cancer
may be realized.
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Making Scientific Progress and Protecting Human
Research Participants

by Deliya R. Banda, PhD, MPH and Sandra M. Swain, MD

Patients have described the experience of receiving a cancer diagnosis as destabi-
lizing. Faced with the need to make a series of difficult decisions, often within a
short period of time, newly diagnosed patients may find themselves completely
overwhelmed by both the definitive nature of their condition and a multitude of
uncertainties associated with its potential outcome. The decision whether or not to
participate in a cancer clinical trial presents an additional layer of complexity. For
most patients, making a fully informed decision to participate in a cancer clinical
trial hinges on multiple factors.

Arguably, one of the most ethically complex is when their enrolling physician
is also their treating physician. In this dual role, awareness of the importance of the
physician’s disposition, approach toward the patient, and his or her self-awareness
should be heightened. The ability to understand the needs of a patient beyond his
or her clinical presentation becomes critically important. How this very delicate
decision-making process is managed from the first interaction between patient and
clinical and/or clinical research physician can determine whether or not the patient
enrolls in the trial and if they are doing so in a well-informed way.

The complexity of a split role of both treating clinician and researcher pres-
ents a myriad of ethical questions. What duty do enrolling physicians have when
presenting the option of a clinical trial, given their dual role as caregivers and
researchers? What ethical obligations do treating physicians have if they are going
to offer clinical research as an option in a treatment context? How different are
these obligations if the treating physician is also an investigator on a trial being
offered as an option? What kind of option is being offered? That is, is the patient
being offered entry into a Phase 1 trial because there are no more approved treat-
ments available for his or her specific disease, or perhaps the ones that exist are
noxious and minimally effective? Or is the patient being offered entry into a trial
because the related drug is at a stage close to approval by the US Food and Drug
Administration (FDA) as the next and best available treatment? How coercive
might be the differences between roles depending on a patient’s sense of despera-
tion? This article seeks to address some of these questions.
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We can start to narrow our focus by noting that
today’s patients rightly assume an increasingly active
role in their medical decision-making and expect to be
informed of all their options. When an ethically justifi-
able option includes entry into a cancer clinical trial, a
primary ethical responsibility of either a treating phy-
sician or a physician-investigator is to ensure that his
or her patient fully understands the difference between
research and treatment, and appreciates which role the
physician is playing at any point in time.»>34

The development of better therapeutic options for can-
cer patients is contingent on progress produced in the
research setting. To achieve such progress, it is necessary
to have the voluntary participation of patients in clini-
cal trials. In a clinical trial, participants receive specific
interventions according to the research plan developed
by investigators. Interventions might include drugs or
medical devices, procedures, or changes to behavior. Pro-
cedures may test a new medical approach against either
an existing standard or a placebo with no active ingredi-
ent. (See clinicaltrials.gov for a complete description of
clinical trials.)

Trial participation also ordinarily ensures that can-
cer patients receive excellent medical attention, close
monitoring of their disease, and careful attention to
their quality of life. If the patient is enrolled in a study
that may potentially offer a direct benefit, in particular
during late Phase 2 and Phase 3 trials, there is a statis-
tical probability that many of the research participants
may experience a positive therapeutic result from their
participation. Despite these advantages to study partici-
pation, of all adults in the United States diagnosed with
cancer, only 3% to 5% will participate in a cancer clinical
trial.>6

The accrual of patients for clinical trials remains one
of the biggest challenges facing investigators at cancer
centers. Barriers to trial accrual are numerous and well
documented. They range from systemic factors such as
trial availability and eligibility, patient-related factors
including fear and lack of knowledge, and factors related
to physicians, such as a lack of patient engagement.”89
Unique ethical challenges arise for physician-investiga-
tors who represent an individual study site or when the

clinical trial is of their design. Physician-investigators
must balance the need to provide their patients with
the best available care while also involving patients in
research.

Because such a low percentage of persons with can-
cer participate in cancer clinical trials, creative recruit-
ment and retention strategies need to be applied to
many cancer populations and subpopulations. Research
participation of more women, patients from minority
populations such as the elderly, or patients from a wide
variety of ethnic backgrounds (both genetic and social)
could produce much new knowledge. It is, however,
beyond the scope of this article to address all aspects of
this problem. Rather, while making mention of minori-
ties, generally we focus most closely on issues concerning
African Americans in cancer clinical trials.

When compared with non-participants, patients in clini-
cal trials are likely to be younger, have a higher education,
be of higher socioeconomic status, and be overwhelm-
ingly white.*®* Minority patients with cancer, particu-
larly African Americans, consistently experience worse
prognoses and treatment outcomes in comparison with
other ethnic groups. Enrolling African American patients
is thus especially necessary in order to collect group-spe-
cific data, evaluate the effectiveness of existing treatments
within different ethnic groups, and to adapt treatments as
may be necessary.*>*3 Demographic imbalances in enroll-
ment limit the extent to which research results from
clinical trials can be generalized. Physicians are therefore
faced with the need to employ specialized methods to
ensure minority patients are given equal opportunity in
accessing clinical trials.

In designing clinical trials, comorbidities are most
frequently responsible for the exclusion of minorities,
regardless of their attitudes or willingness to participate.*
While these contraindications are often the primary
reason, a patient’s personal decision is also a significant
factor; therefore, the physician’s role can be decisive.
Physicians need to appreciate differences in ways minor-
ity patients are best approached. That research is per-
ceived differently by patients of various minority groups
should be taken into account in the design and presenta-
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tion of a trial. At the root of this is an acknowledgement
that different cultures may have particular attitudes and
perceptions about clinical trials.?¢%7

Both the role of culture as a contributor to health
disparities and the potential impact of culturally com-
petent care on improving cancer outcomes in ethnic
minorities have been underestimated. A patient’s cul-

tural context or lived experience may significantly influ-
ence his or her attitude toward clinical trials, ultimately
preventing or promoting participation. Cultural beliefs
and values are becoming increasingly recognized as inte-
gral to decision making in the prevention and control
of cancer.

There is no shortage of literature confirming the impor-
tance of a trusting relationship between a physician and
any patient considering a clinical trial. Trust plays a criti-
cal role in most cultures when making such a decision.
In minority populations, this seems particularly prob-
lematic when it comes to enrolling patients into clini-
cal trials, but not for the reasons many assume. Mistrust
of researchers may come from a variety of places; not
all of it comes from the legacy of the Tuskegee Syphilis
Study.®® Physicians could be more successful in enroll-
ing patients in cancer clinical trials if they acknowledge
particular concerns minority populations may have,
helping physician-investigators gain the trust of the
patient and his or her family.?9°

A pilot study examining attitudes of African Ameri-
can patients at an urban cancer center toward clinical
trials®* revealed information challenging some of the
more commonly held notions about what influences
their cancer trial participation. Patients stated that
whether or not they were personally ready to enroll in a
trial, it was critical that their family members (spouses,
parents, and even grandparents) were involved in the
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patient’s ultimate decision to participate. Thus, engaging
the entire family in discussions about what the research
will entail could be a useful recruitment strategy.

There are definitely attitudinal barriers to trial par-
ticipation by persons of a cultural heritage associated
with a minority group, which include the following
concerns:*>%3

« Being treated poorly or as a “guinea pig”

* Distrust

* Loss of autonomy

« Potential for ethical misconduct by investigators

* Privacy

+ Range of knowledge and awareness of the inves-

tigators

It might come as a surprise, however, from this
list that the sole statistically significant predictor of a
patient’s willingness to enroll was his or her concern
over a potential loss of privacy after signing a research
consent form.?* For these patients, a thorough under-
standing of what would happen to their personal infor-
mation, including exactly who would have access to it
and how any health data would be transmitted to the
trial sponsor and other entities, engendered a far greater
level of concern than the experimental nature of a clini-
cal trial. Patients conveyed that physicians did not spend
as much time discussing these facts as they did other
aspects of the study.

A particularly interesting discussion is about
whether a clinician who shares a patient’s ethnicity is
necessary and/or sufficient to building enough trust for
a patient to feel comfortable enrolling in a trial. Part of
this discussion is whether such intentional pairings of
persons who are more culturally similar may be consid-
ered coercive. As more work continues on this particular
issue, potential subjects’ preferences are likely to emerge
more clearly than to date.?526:27-28:29

Patients in one study3° stated that the approach, dis-
position, manner, willingness, and ability of a provider



to develop a relationship with the patient were all influ-
ential in their consideration to participate in a trial. With
this understanding, the importance of paying particu-
lar attention to minority interests in accrual should not
be ignored, especially when considering the increasing
and disproportionate burden of cancer among minor-
ity patients in the United States. It is projected that by
2030 there will be a 99% increase in cancer incidence
for minority patients, compared with a 31% increase for
whites.3! This underscores the need for cultural compe-
tence among all providers, regardless of how similar or
dissimilar they may be to the patient.

There is a tendency for physicians to speak to patients
about clinical trials in the role of a caregiver/provider
when they are actually speaking from their role as a
researcher. This is precisely where a distinction should
be identified.3*33 The distinction can be further obscured
when a trial is presented to a patient in a manner that
suggests it is his or her only treatment option, given the
disease. While physicians have the obligation to ensure
this is never the case, it can be a difficult distinction for
the patient to make when eligible trials are discussed dur-
ing the same time as treatment options. This point war-
rants special consideration in the case of a patient with
metastatic disease, which is essentially incurable. While
a physician’s obligation is to ensure the patient under-
stands the facts, as an investigator the obligation is to

offer and hopefully place an eligible patient in a trial. If
the patient is not presented the option or chooses not to
enroll in a trial, a critical opportunity is missed for the
advancement of the science, which is the primary goal of
the researcher.

When the obligation of the physician is that of a
researcher, it is his or her obligation to approach the
patient differently than if the information about enter-

ing a trial was given by a physician who is neutral as to
whether the patient enrolls or not. In either situation,
it is necessary to clearly distinguish standard clinical
care and what can be done should the patient not opt
to participate in research. This nuance is not always
clearly conveyed by the physician-investigator, who
often believes that any experimental therapy will be at
least as efficacious as the standard of care, which may
not turn out to be the case. Patients frequently express
concerns of being randomized to a section of the study
in which they would only receive a placebo as a reason
why they would not participate. This suggests a common
misunderstanding of the purpose and circumstances of
randomization in a clinical trial that can sometimes be
further obscured by the clinician’s presentation.

The term “guinea pig” is laden with negative connota-
tions in the world of clinical trials. In an effort to build
and maintain trust while promoting necessary discourse,
a patient needs to understand that a trial is experimental
by definition. Physicians ought to be clear with patients
regarding the uncertainty about what the specific out-
come will be, and that this kind of uncertainty is what
it means to be in a research study. The emphasis of this
aspect of clinical research can be easy for the clinician-
investigator to downplay if he or she is intent on placing
a patient in a study, rather than intent on having an open
conversation with a patient about the potential risks,

benefits, and alternatives to research participation.
Understandably, there may be discomfort that
focusing on the relative uncertainty in the outcome of an
experimental treatment may arouse fear and doubt in a
prospective patient-volunteer. When given the option of
the better known and likely more predictable outcome
of a standard therapy, a patient might be dissuaded from
choosing a clinical trial. This, however, is the physician’s
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obligation to address. Physicians should provide appro-
priate context and help shape perspective by highlight-
ing that it is in fact by such “experimentation” that we
develop standards of care.

When patients in a 2011 pilot study,3* in discussing
the nature of clinical trials, were informed by the staff
that drugs such as aspirin and other basic remedies are
in use today because they were first tested under similar
circumstances, they were then able to associate a com-
mon medical product with a prior experimental process
responsible for allowing its wide-spread availability. Phy-
sicians can leverage this angle and focus on the advances
made because of clinical trials, and what the results of
prior “experimentation” have been (including the stan-
dard of care they will receive should they choose not to
enroll). This both aids in patients’ understanding and
places into context the objective of their participation.

This also underscores the importance of fully
explaining and assuring the patient understands the
trial endpoints or measured outcomes, as well as the
trial origin (for example, whether it is a pharmaceutical
industry or National Cancer Institute-sponsored trial).
Patients also need to fully understand that the trial is ask-
ing a meaningful and necessary question, which should
be explained in the context of their disease and what is
known about the standard treatment compared with
what the trial could help researchers further understand.
Not all trials are created equal and the physician-inves-
tigator has an obligation to present trials to patients in a
way that fully explains what may be gleaned from their
particular situation and disclosure of what exactly they
hope to achieve by performing the study.

Developing creative strategies for recruitment is an
important task for the cancer clinical trial community.
One strategy is to increase access at community hospi-
tals and cancer centers serving minority populations. An
example of taking this approach is the Community Clini-
cal Oncology Program (CCOP) of the National Cancer
Institute, National Institutes of Health.35

Over time, it will be important to increase the diver-
sity of the research team members themselves. Medical
schools can begin talking to medical students early on
about the satisfactions of adding clinical research to
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their otherwise strictly clinical care of patients. Fellow-
ships in clinical research need to reach out to the diverse
community of medical residents. Although this is a
long-range process, it should result in a more diverse
researcher community, which can only increase the
depth of thought and attention to the needs of a diverse
population of patients with cancer—patients who might
become interested in research participation.

In the end, approaching the patient with com-
passion, honesty, and understanding is of paramount
importance regardless of whether one’s role is that of a
caregiver or researcher. The clinician-investigator, how-
ever, is required to factor in an added level of specificity
about the role he or she is playing while speaking with a
patient who may become a research volunteer. Consid-
eration for what matters to the patient is important, but
the integrity of the physician-investigator may be more
important. It is critical that the patient understands the
differences between the role of a clinical physician and
that of a physician-investigator in order to ensure that
the patient can make a truly informed decision about the
options presented. Patients ought to be able to fully rec-
ognize the context in which their provider is approach-
ing them as a clinician and the point at which that
clinician shifts into speaking as a researcher—a critical
distinction that should avoid ambiguity and ultimately
result in having more well-informed and understanding
cancer clinical research participants.

Deliya R. Banda, PhD, MPH was a research program manager for
oncology at the MedStar Health Research Institute, and is cur-
rently a senior health communication researcher for Communi-
cate Health Inc.

Sandra M. Swain, MD is medical director of the Washington
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currently serves as president of the American Society of Clinical
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by the Editorial Group of the Center for Ethics at MedStar Washington Hospital Center

Mrs C is a 56-year-old woman who is admitted to the Intensive Care Unit (ICU) with stage

IVb cervical cancer. She is breathing shallowly (O2 saturation is 90%) and has not been able

to eat more than a few bites of food for the past 6 days. A CT scan confirms that she has distal

metastases throughout her peritoneal cavity and malignant ascites.

When Mrs C was initially diagnosed 4 years
ago, she agreed to have surgery but refused che-
motherapy and brachytherapy. At that time, she
was adamant about her preference for a homeo-
pathic approach for further treatment. More
recently, she began seeing an oncologist who has
had her on a chemotherapy regimen that has now
made her sick enough to be admitted to the ICU
through the Emergency Department (ED).

The ICU attending physician in charge of
Mrs C’s care has directed the residents to keep
her comfortable. She is receiving oxygen and IV
nutrition, is sedated to ease her anxiety, and has
a fentanyl patch to manage her pain. The inter-
ventional radiology consultant says that draining
her ascites may relieve her breathing and keep
her more comfortable, but will likely have to be
repeated.

The patient’s husband is understandably
distraught. His wife named him as her surrogate
decision maker in an advance directive signed 2
years ago, but did not specify treatment prefer-
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ences. The residents work to establish rapport
with him so they can help him come to terms with
the fact that his wife is dying. They arrange con-
sultations involving the palliative care and social
work teams, with the hope that the patient can
return home to die with the aid of hospice care.

On the third morning of her stay, the ICU
attending discovers that the patient’s oncologist
visited the ICU the previous night. She had spo-
ken with the husband without any of the residents
present, leaving a note in the chart. The note indi-
cates the oncologist had a conversation with the
husband (the wife lacks decisional capacity as a
result of sedation and pain medications and is
minimally responsive) about trying a particular
chemotherapy regimen that she believes could
be “of value.” The husband became hopeful and
agreed to pursue the option.

When the ICU attending discusses this treat-
ment approach with the husband, the attending
explains that due to the advanced stage of Mrs
C’s cancer, another chemotherapy treatment will



likely provide no more than a few days of addi-
tional life, if at all, and comes with significant side
effects. The husband becomes suspicious and dis-
trustful of the attending physician and residents in
the ICU, unsure whether they are providing him
with accurate information and wanting to believe
in the oncologist’s more positive perspective.

The attending physician has been reluctant
to confront the oncologist. Chemotherapy begins,
despite the patient’s precarious condition and
incapacity. The residents are uncomfortable with
the lack of coordination in care and contact the
clinical ethicist.

Ethically relevant history: Patient is a
56-year-old woman with stage IVb cervical cancer
in rapid decline and admitted to the ICU. Patient
underwent surgery after original diagnosis 4 years
ago, but has only received chemotherapy recently
due to her strong personal preference for homeo-
pathic medicine, which she had been trying since
surgery. Patient lacks decision-making capacity
due to sedation for her anxiety and pain medica-
tions, and has named her husband as her surro-
gate. Consults are arranged with both the palliative
care and social work teams to assist the patient’s
husband in coping with his wife’s imminent death.

In the last 24 hours, the patient has been vis-
ited and evaluated independently by an oncolo-
gist who suggests a chemotherapy option that she
believes would be “of value.” This recommen-
dation is made directly to the husband, without
prior discussion with any ICU staff. The oncolo-
gist leaves a chart note stating that the husband
has agreed to the chemotherapeutic intervention.
Before starting the new chemo regimen, the ICU
attending explains to the husband the lack of
expected benefit from this course of treatment.

The husband becomes distrustful of the ICU staff,
as the information he is being given does not con-
cur with the opinion of the oncologist who has
now provided him with a degree of optimism
regarding his wife’s prognosis.

Although the intensivist and oncologist have
yet to discuss the patient’s care with one another,
chemotherapy is initiated.

Issue: Because the patient’s medical pref-
erences were never explicitly communicated,
and the fact that she resisted at first but recently
decided to try chemotherapy, what the patient
might have wanted at this stage of her disease
process is difficult to determine. At issue is a dis-
agreement between the intensivist and oncologist
about the appropriate treatment plan, which has
left the patient’s husband uncertain of the care his
wife should be receiving and has caused him to
develop distrust in the ICU team.

Recommendation: Ethics recommends that
the oncologist and intensivist come to a shared
conclusion. If this is not possible due to a reason-
able difference of opinion, then ethics recom-
mends creating a plan to present both physicians’
views of what is realistic, given the patient’s full
set of medical circumstances, and to assure proper
informed choice. The use of hospital resources
such as social work and palliative care consulta-
tions should continue. Also, spiritual care should
be called to provide additional support to the
husband, regardless of whether or not his wife
receives any more chemotherapy.

If the husband decides to pursue chemother-
apy, ethics recommends that clear stopping rules
be set so that if the intervention results in sub-
stantive burdens to the patient without provid-
ing commensurate benefits, the treatment will be
stopped and the patient’s direction of care shifted
to comfort measures only.
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The recommendations in this case reflect the
complexity of its central ethical question: how
ought oncologists approach patients and families
about what might be “of value” to a person who
is clearly dying of cancer? Physicians need to be
extremely careful about the words they use with
patients and families, especially at the end of life.
In this particular case, the term “of value” is emo-
tionally charged. What this patient might have
considered and what her husband considers “of
value” may now be driven by unrealistically hope-
ful medical information, or simply by a wish that
his wife not die. This deep psychological dread is
central to many end-of-life cases.! Disagreements
among clinicians simply make matters worse.
The disagreements that often occur between
oncologists and intensivists distract from optimal
end-of-life care. These professional disagreements
may say more about psychological differences
between the 2 specialties than they do about sci-
entific validity and evidence-based medicine for
patients like Mrs C. It is important for achiev-
ing excellence in the care of such patients that,
rather than settling on an agreement between
these differences of opinion, clinicians find the
moral courage to sit down with a patient’s sur-
rogate and have a realistic talk about what each
physician thinks and why. The surrogate ought to
understand not only what the disagreements are
about but also attain a realistic idea of what each
potential intervention can be expected to provide.
It is the responsibility of the physician to
identify and remove his or her partiality to the
greatest degree reasonable in determining what is
of value, in particular when regarding the care of
a patient with cancer at the end of life. But it is
difficult for clinicians to dismiss their own subjec-
tive need for rescue, even when rescue is no longer
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reasonable and may in fact produce harm. This
natural bias ought to be recognized and managed
by physicians, allowing for transparency with
their colleagues, their patients and respective sur-
rogates, and most critically, with themselves.

Another ethical imperative identified in this
case is the need for all medical teams to work
in collaboration. Collaboration need not mean
agreement, as long as the disagreements and their
inherent uncertainties are made clear to a patient
and/or surrogate. It is essential for good end-of-
life care. When an intensive care team believes a
patient is dying and a separate assessment is made
by an oncologist that results in a disorganized and
unilateral recommendation for aggressive treat-
ment, divisions are created among providers, the
patient, and his or her family.

The Editorial Group of the Center for Ethics at MedStar
Washington Hospital Center

1. Scarre G. Can there be a good death? J Eval Clin Pract.
2012;18(5):1082-1086.



CASE 2

by the Editorial Group of the Center for Ethics at MedStar Washington Hospital Center

Miss Yis a 15-year-old girl who has spent the last 3 years battling acute lymphocytic leukemia

(ALL). She was originally diagnosed after complaining of profound fatigue. She had an initial

white blood count of 80,000 and underwent aggressive induction chemotherapy, achieving

complete remission 12 weeks later. She continued to receive consolidation chemotherapy,

followed by maintenance therapy for the subsequent 2 years.

Miss Y relapsed 6 months ago and received
an allogeneic bone marrow transplant using tissue
from a sibling who was a near-perfect match. After
this procedure and despite initial remission, the leu-
kemia has returned and this time involves her cen-
tral nervous system. Miss Y’s platelets are 30,000,
hemoglobin is 7, hematocrit is 21, and leukocytes
are 100,000, which indicate a poor prognosis.

The patient’s parents are very upset and want
to pursue an additional course of chemotherapy
in an effort to beat back the leukemia once again,
despite their daughter’s poor prognosis. How-
ever, Miss Y states clearly that she does not wish
to fight anymore. She states that her quality of life
has suffered dramatically, especially throughout
the past 6 months, as a result of the transplant and
a virulent course of graph vs host disease. She has
been hospitalized much of this time and has not
been able to attend school due to the potential for

infection. She believes that further treatment will
only prolong her suffering and will not lead to any
meaningful result.

The parents continue to insist on additional
treatment, claiming that she is under age 18 and
it is therefore their responsibility to make deci-
sions for her. The oncologist has requested neuro-
logical and psychiatric consultations to assure that
the patient is free of related problems that may
be impairing her cognitive capacity or contribut-
ing to a depression and thus an inability to make
rational decisions. Both assessments result in an
affirmation of her decision-making capacity, giv-
ing the oncologist confidence that the choice the
patient is making is authentic. In light of the prog-
nosis and his clinical judgment about the clarity
of his patient’s thinking, he is reluctant to proceed
with treatment against Miss Y’s will. The medical
team requests an ethics consult.
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Ethically relevant history: Patient is a
15-year-old female with acute lymphocytic leu-
kemia (ALL). Patient has spent the last 3 years
battling her disease, received an allogeneic bone
marrow transplant 6 months ago, and has since
relapsed with CNS involvement.

Despite the patient’s poor prognosis, her
parents want to pursue additional chemotherapy.
This, however, is not the patient’s preference, as
she feels her quality of life has diminished signifi-
cantly and that further treatment will merely pro-
long her suffering.

Given the patient’s status as a minor, her par-
ents continue to insist that it is their decision to
make and they want to pursue further curative
treatment. The oncologist is uncertain about how
to proceed, as he does not wish to go against the
clearly stated desire of this underage—but capaci-
tated—patient.

Issue: The core ethical conflict in this case
is whether a fully capacitated, underage patient’s
choice to cease treatment should be allowed in
light of her parents wish to continue aggressive
therapy and their legal decision-making author-
ity because she is less than 18 years of age. Addi-
tionally, there is circumstantial uncertainty and
moral distress for the attending oncologist who
must make the decision to adhere to either Miss
Y’s wishes or those of her parents. Other medi-
cal team members, who know the patient well,
believe she is making a reasonable decision and
are also conflicted about their own sense of com-
passion for both the patient and her parents.

Recommendation: The clinical ethicist sup-
ports the oncologist’s reluctance to order fur-
ther chemotherapy against the patient’s wishes.
The physician and clinical team believe that
the patient’s request to stop aggressive curative
intervention is well justified by her continued
suffering and poor prognosis. Therefore, the
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physician should not force this underage patient
to receive treatment against her will. The physi-
cian should inform the parents of his decision
not to do so and his recommendation that the
patient’s care plan be shifted to comfort mea-
sures only. Hospital resources such as spiritual
care, palliative care, and hospice should be made
available to support the patient and family.

The physician should explain that assistance
will be offered to transfer the patient to another
provider or medical facility if the parents remain
intent on furthering aggressive, curative treat-
ment for their daughter. The oncologist should
discuss supporting this patient with both social
work and the hospital’s legal department, should
she desire to be declared an emancipated minor
for the purpose of making this decision. Once the
patient has been discharged, ethics recommends
the arrangement of a group session with the med-
ical team in order to address any remaining moral
distress.

In this case, the oncologist would be right in his
refusal to provide chemotherapy if he believes
that Miss Y is dying and that it would only pro-
long suffering.»? It is also his right to decide that
he does not want to go against the clearly stated
desire of his patient, as long as her preference is
permissible within acceptable standards of medi-
cal practice.

Parents may hold a legal right to make deci-
sions for their 15-year-old daughter, but this
patient’s moral “right”># to avoid pain and suf-
fering should be honored as well. Physicians have
a moral obligation to avoid providing any treat-
ment they feel is not indicated. That the patient
is a minor only makes decision making more
complicated. Here, the patient is old enough that
she can be expected to understand her medical
circumstances and future outcome. Minors who



have suffered a chronic disease and demonstrate
maturity ought to be respected in terms of their
desire to extend or cease any particular kind of
care. Of significant debate in national and foreign
legislative systems is what is referred to as the
“mature minor” doctrine.>® This consists of the
recognition that under certain (albeit unspeci-
fied) circumstances, a minor may have the matu-
rity and intelligence necessary to be allowed to
make his or her own medical decisions. This doc-
trine functions as a statutory or common law, but
has not found concrete legislative footing at the
federal or state level.

Legal matters aside, what should be empha-
sized ethically is the imperative for the physician
to generate a conversation with the parents that
will allow him to thoughtfully convey why, in
his medical judgment, additional chemotherapy
is not in their daughter’s best interest. He has a
clear obligation to be truthful with the parents
about their daughter’s prognosis. The oncolo-
gist must engage the parents in a discussion that
shows respect for their wishes and, at the same
time, shows respect for the patient’s wishes. The
oncologist ought to allow multiple opportunities
for the parents to understand their daughter’s
point of view.”

One of the most difficult and emotionally
fraught times in the practice of oncology is when
circumstances involve the impending death of a
child. An oncologist with an appropriate degree of
moral awareness and a skilled sensibility ought to
assist the family in accepting that the child is in fact
dying.® This may be the first step in substantiating
their ability to help their beloved child, rather than
dispute the validity of her wishes.

Surely, the ethically optimal outcome is for
the physician to broker a resolution between Miss
Y and her parents, so she may die free of conflict
and discord. If this cannot be achieved, support-
ing the moral right of a mature and dying minor
to refuse a non-beneficial intervention when it is
consistent with the physician’s best medical judg-
ment is the ethical imperative.

The Editorial Group of the Center for Ethics at MedStar
Washington Hospital Center
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by the Editorial Group of the Center for Ethics at MedStar Washington Hospital Center

Mr B is a 79-year-old man presenting to the Emergency Department (ED) with abdominal

pain. Sent from his assisted care facility, the facility’s staff informs the ED that he has stayed
in bed the past 2 days. When Mr B arrives at the ED, he has diarrhea and frank blood in his

stool. Palpation of his abdomen suggests areas of hardness, suspicious for colon cancer. Blood

tests show that he is severely anemic and has compromised liver function.

Mr B’s previous medical history is notable for
avascular stroke at age 43, which left him paralyzed
on his left side. He is wheelchair bound, fully alert,
and responds appropriately to questions, albeit
with some difficulty. He has been in an assisted liv-
ing facility for the past 25 years. He never married
and has no children or other family members.

Upon hospital admission, he has a CT scan
that confirms he has a significant mass, structurally
consistent with a malignancy; it is almost certain
that the patient has late-stage cancer of the trans-
verse colon with identifiable metastases throughout
his pelvis. There is no sign of bowel obstruction.
When the radiologist reads the results, however, he
is alarmed to note a previously undiagnosed 10cm
abdominal aortic aneurysm (AAA), which ordinar-
ily constitutes a surgical emergency. He contacts a
vascular surgeon to look at the results.

In the meantime, an oncologist visits Mr B
and tells him of his probable colorectal cancer. The
oncologist tells him that they are almost certain
that he has advanced colorectal cancer and, if that
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is the case, the outlook is not good. The oncologist
does not, however, discuss with him the explicit
details diagnostically, nor that there is a low prob-
ability of survival beyond 3 to 6 months..
Separately, after the vascular surgeon reviews
the CT, he goes directly to Mr B’s room and
informs him of the AAA finding. The surgeon
explains that a AAA of this size could burst at any
time, leading to sudden death. He explains to Mr B
that the patient has two main options. First, Mr B
can undergo immediate surgery, which is consid-
ered a high-risk operation that could result in his
death. Or, Mr B can take his chances and forego
the surgery in light of the possibility that the patient
may have advanced colon cancer. After hearing
these choices, Mr B opts for the surgery. The sur-
geon leaves the patient’s room expecting to per-
form the operation within the next 12 to 24 hours.
Within minutes of the surgeon’s departure,
the palliative care team arrives, as requested by the
oncologist. Mr B tells the palliative care Nurse Prac-
titioner (NP) that he’s agreed to surgery because, “I



don’t want to just die; I can lick this cancer. I had a
cousin who they said was going to die of cancer and
he lived another 10 years.” The NP is uncomfortable
with the patient’s stated decision given the high-risk
nature of the AAA surgery, and because nobody has
completed the colon cancer workup so it is not clear
what his prognosis really is. She tells the patient she
will be back in a few minutes and steps outside to
page the on-call clinical ethics consultant.

Ethically relevant history: The patient is a
79-year-old man who presented to the ED with
abdominal pain. It is likely he has advanced colon
cancer. He also has been found to have a 10cm AAA.
He has significant left-sided paralysis from a stroke
at age 43. He lives in an assisted living facility. He has
no wife, children, or other family members but is a
cognitively capable decision maker. Patient has been
made aware, but only in general terms, of his pos-
sible advanced colon cancer. Patient has consented
to a AAA repair.

Issue: Must the AAA repair proceed at this time
or might there be time for further exploration of the
patient’s clinical status, along with more detailed dis-
cussions with the patient?

Recommendation: Ethics recommends that, if
it is within reasonable surgical standards of practice,
surgery not be performed at this time. This would
allow for further clarification of the patient’s onco-
logic status along with more detailed discussions
with the patient to produce a more coordinated
plan of care.

If such a long-range plan still includes Mr B
wanting to move forward with the AAA surgery, it
is reccommended that the patient’s oncologist docu-
ments (as with all previous patient conversations)
the patient’s preferences for future care, in the event
that there are complications. It would be ideal if the
patient identifies a surrogate and documents his own
advance directives using hospital forms.

Today, ordinary care often looks like the disjointed
scene portrayed in this case. All the clinicians are

working hard to do their best for the patient. But
the lack of coordination may result in an outcome
that will turn out not to have been the best possible
for the patient. Here, it is difficult to know if pursu-
ing AAA surgery is best. For one reason, it is uncer-
tain as to whether or not Mr B really has metastatic
colon cancer because there has yet to be definitive
testing. Even if a CT scan can be considered suffi-
ciently diagnostic, there has been insufficient dis-
cussion with Mr B about the implications of all the
new possibilities.

One possibility is that if Mr B has aggressive,
advanced colon cancer, he could survive with his
aneurysm for a period long enough to allow the
course of his cancer to dictate his remaining time,
avoiding the discomforts of the surgery.

Another possibility is that a recommendation
against the surgery is a result of unacceptable ethical
reasoning. That is, one can imagine that there will be
kind and caring clinicians who think that life, wheel-
chair bound, in a facility, for a 79-year-old, is not a
quality of life good enough to warrant life-extending
surgery. Rather (so this thinking sometimes goes,
consciously or not), the best care approach would be
to transition the patient to hospice. While acceptable
at a personal level, professionally this is not accept-
able ethical reasoning; at least in the United States it
is no longer the clinician’s call. That is because some
see such thinking as discriminatory on the basis of
age or disability.

So, at a minimum, it is best to slow down the
decision-making process, if only to allow for bet-
ter coordination across clinicians and a fuller set
of conversations with the patient. Because if Mr B
proceeds to surgery after all, there should be clear
stopping rules in place in case of complications. In
taking this approach, everyone can feel comfortable
that 1) the patient has had the opportunity to make
a fully informed decision and 2) a preventive ethics
approach has been taken.

The Editorial Group of the Center for Ethics at MedStar
Washington Hospital Center
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The Center for Breast Health at MedStar Washington Hospital Center:

An Example of Why the
Communities of Practice Model
Works for Hospital Quality

by Marc E. Boisvert, MD, MBA and the Editorial Group of the Center for Ethics at
MedStar Washington Hospital Center

Today, hospital quality is all about getting the systems right.* Atul Gawande, MD, in a
recent article in the New Yorker,> may have taken this thought to its most logical extreme.
In the article, he suggests that in order to get it right, hospitals should look to the restaurant
industry. We are not quite sure that is the best place to turn. Rather, we think the approach
taken by the Washington Cancer Institute’s Center for Breast Health, built on the Com-
) munities of Practice (CoP) model,3 exemplifies how to best create and sustain a cancer care
Li kel\/’ every program (or perhaps even a program for any therapeutic area). Some restaurant chains
may have a great system for replicating simple functions such as introducing new recipes,

hospital is .
P but when it comes to taking care of sick patients, analogies to easy and repetitive processes

working to fall apart.

Likely, every hospital is working to design systems of excellence with patient-specific
de5|gn systems outcomes as the markers for quality.#>¢ But hospital quality is also affected by how we
attend to the relevant needs of patients’ families, as well as clinicians and other hospital

of excellence employees. Further, quality involves outreach to the many communities a hospital serves.
with pati ent- It is not the what of quality that is lacking; it is the how. For many years, hospital
administrators and physicians have been trying to transform the mounting knowledge

spec ific about how complex organizations function into improved systems operations. The under-
standing that hospitals are organic learning institutions’ has introduced the language of

outcomes as interdisciplinary meetings and teamwork into the medical lexicon. But the spirit of these

the markers new ways of collaborating, in which physicians work with each other as well as with non-
physician members of the team, have been slow to take hold in functionally meaningful
for qua | |ty ways. The hierarchy of medicine and the isolationism of the physician-patient dyad have
been slow to evolve into a more democratic model of practice, with the specialness of the

physician-patient relationship protected in newly imagined ways.
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To reach excellence, the many systems involved in care delivery must interact, cooper-
ate, and collaborate at the highest levels of competence and collegiality. The CoP model
connects the dots between the structural changes already instituted but functionally mori-
bund, and the way to bring these structural changes to life. The Center for Breast Health is
the perfect example of how hospitals can make it all work.

Taking a systems approach to hospitals has been in vogue for many years.® At first, the
focus was on structural changes: creating interdisciplinary teams and identifying systems of
care delivery. Although this kind of thinking began to reshape practice, it was not sufficient
to transform the general climate and functioning of an acute care hospital. Even today,
many hospitals remain at a level of dysfunction, with isolated (and often competitive)
subspecialists and departments.®*® Implementing a CoP model may be the fundamental
change needed to recalibrate the gears of a hospital system for good.

The CoP model is relatively new to the acute care hospital setting. It has been used suc-
cessfully in corporate settings, such as Royal Dutch Shell, Xerox, and IBM; in the develop-
ment world of the World Bank; and is now being considered for national implementation
across Canadian cancer care systems.* Of the components of the CoP model we focus on
here, the CoP model involves the notion of “aliveness” in how to enliven interdisciplinary
practice. In a hospital, the CoP model employs voluntary interdisciplinary groups of clini-
cians who come together to take care of sick patients. Although this inherent quality of
voluntariness is essential for the model to work, it also acts as a barrier to establishing the
model. That is because, at first, starting to work in a CoP way may seem like an additional
time drain on physicians.

Hospital clinicians are both short on time and busy trying to generate funds, either
in payment for them or their hospitals. These two facets of contemporary hospital care
conspire to act as barriers to shifting from the old way of doing things—the siloed, com-
petitive, non-cooperative, non-collegial groups, interspersed with functionally impotent
interdisciplinary teams—to a transformed and transformative way of working.

Interdisciplinary care practiced at its highest level of excellence is what patients need. This
is a non-controversial, even platitudinous, statement. Implementation is where the dif-
ficulty lies. The CoP model may provide the solution. Specifically, this model may have
what it takes to leap the divide in systems functionality embedded in the CoP model notion
of “aliveness.” No clinical professional has the time, interest, or money to sit in a boring
and time-wasting meeting. Such meetings sap clinicians’ time and psychic energy away
from attending to the needs of hospitalized patients. But attending a meeting that feeds
clinicians’ thirst for new knowledge, and may spawn creative solutions to problems in the
care of a specific patient, is well worth the time. In fact, this “aliveness” may give back to
busy, often exhausted, clinicians the energy necessary to return to the practice of high-
performance hospital medicine. The energy that is generated comes from new knowledge
that a clinician takes away from the meeting, not only of assistance in the care of the patient
under discussion, but also applicable to care planning for multiple patients.
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As for the business aspect, one may assume a short-sighted or a long-sighted perspec-
tive.”? The short-sighted perspective is, of course, the belief that anything that takes time
away from what can be billed, such as direct patient visits and care, is money lost. But this
is definitely the short-sighted view. Because once the group gets going, as has been true for
our Center for Breast Health, the results of this effort contribute to more patients coming
to your hospital rather than your competitors’ because the care is simply better. And that
has always been the marker for excellence in relation to the bottom line.

MedStar Washington Hospital Center established the Washington Cancer Institute in 1992.
At that time, a virtual program was in effect for breast cancer with informal conferences
among surgical, medical, and radiation oncologists, but with no formalized processes.

In 2006, the hospital’s Women’s Auxiliary funded the Center for Breast Health, which
has a separate space within the Cancer Institute. It holds weekly meetings during which
patients are reviewed by the full complement of team members, occasionally including
the patient’s community internist. Out of the 8,039 cancer cases managed by the Cancer
Institute between 2009 and 2010, almost 600 were breast cases diagnosed or treated at the
Center for Breast Health (Washington Cancer Institute Annual Report, 2010).

Breast cancer is the most common cancer affecting women. Approximately 1 in 8 women
will have breast cancer at some point in their lives. The American Cancer Society estimates
226,780 new cases of invasive breast cancer and an additional 63,300 new cases of i1 situ
breast cancer among women in the United States for the year 2012.%

As mass screening has led to earlier detection, the smaller size of tumors renders fur-
ther complexity to the decision-making process, involving the efforts of mammographers,
pathologists, and the full cohort of oncology specialists. Breast centers bring together all
members of the team for optimal performance.*

It is likely, though, that breast cancer has been a leader in interdisciplinary care for
more than technical and scientific reasons. There are multiple social, sexual, political, and
familial aspects of breast cancer and breast cancer treatment that naturally inclines the
treatment of this disease toward an interdisciplinary care model.

Breast cancer, and by extension breast cancer centers, enjoy the support of a strong
lobby and good funding, such as from the Susan G. Komen Foundation. Since 1982, Susan
G. Komen for the Cure has partnered or funded programs in more than 50 countries and
invested nearly $1.5 billion in breast cancer research, education, and community pro-
grams,’ including direct support for fellowships and several research projects conducted
by the Center for Breast Health.

But simply setting up breast cancer centers on an interdisciplinary model is not suf-
ficient. Even the best-funded centers, if lacking a CoP philosophy, are doomed to systems
mediocrity. Rather, it is the “aliveness” generated by the CoP model’s philosophy of vol-
untary participation and bottom-up organization that allows these centers to actually work
as hoped.

At the Center for Breast Health, improved quality is demonstrated both by its suc-
cess through such outcome measures as patient satisfaction and patient load and by its
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accreditation from the American College of Surgeons’ National Accreditation Program
for Breast Centers (NAPBC). Our program is one of only 58 centers nationwide that has
participated in this rigorous accreditation process and earned the NAPBC designation.
NAPBC sets standards for center leadership, clinical management, research, community
outreach, professional education, and formalized continuous quality improvement.

A full discussion of many of the NAPBC’s program standards of care that ought to be
included in a comprehensive breast cancer center are beyond the scope of this article.
Examples are the use of minimally invasive biopsy methods for diagnosis, and sentinel
node biopsies rather than axillary dissections for staging.

But central is the interdisciplinary model that makes the delivery of this care cohesive.
Our team has grown over the years. It began with a breast surgeon, medical oncologist,
radiation oncologist, and reconstructive surgeon, later incorporating a radiologist and a
pathologist with additional training in breast cancer diagnosis. This kind of specialized
approach has been shown to work—at the Center for Breast Health, survival for patients
with stage III and IV breast cancers is well above the national average.

Medical services have been added along the way. A palliative care team helps manage
pain and noxious symptoms, a geneticist counsels and tests women at high-risk for breast
cancer, and a physiatrist at our hospital’s sister organization next door, MedStar National
Rehabilitation Hospital, manages a full-service cancer rehabilitation program staffed with
professionals who are fellowship trained in the lymphedema specialty.

The Center for Breast Health has added a host of additional services that complete the
care spectrum. These services begin with screening women for breast cancer and deter-
mining who is at higher risk for developing the disease, supplemented by a free Breast
Cancer Prevention Kit. The Center’s Patient Education Resource Center has an extensive
collection of materials, as well as Internet access. A patient health educator is available to
answer questions, as is a program-dedicated nurse navigator. A nutritionist helps patients
maintain a healthy diet during and after treatment. Dedicated social workers provide indi-
vidual, group, and family counseling, and arrange for support from community resources
as needed. Relaxation and stress reduction techniques including guided imagery and Reiki,
a light touch therapy, are also available. Our chaplains provide spiritual support along the
way. All these professionals attend meetings when their patient’s care is being discussed.

Clinical trials are an important part of the Center for Breast Health’s program. Various
members of our team participate in cooperative group, investigator-initiated, and indus-
try-sponsored clinical trials, with the help of a clinical research nurse. The Center for Breast
Health specifically collaborates on clinical trials sponsored by the National Cancer Insti-
tute (NCI), National Institutes of Health (NIH), and with the Lombardi Cancer Center at
MedStar Georgetown University Hospital. Our clinician-investigators are generally regular
members of a core team that holds meetings together and with the breast researchers at
the Lombardi Cancer Center to cross-fertilize new knowledge and approaches to breast
cancer care. The idea is to make the interdisciplinary meetings useful to the participants
and interesting for all, a hallmark of the CoP model.

WINTER 2012/2013

VOLUME 3 NUMBER 2



VOLUME 3 NUMBER 2

In considering traditional modes of practice in breast cancer treatment versus those that
reflect the state-of-the art, traditional care can be understood as disintegrated.

The disintegrated approach: A woman goes for an annual exam with her gynecologist
or primary care physician and is given a prescription for a mammogram. She takes that
prescription to an imaging center where she undergoes mammography. She is notified that
there is an abnormality on her mammogram and is told to make an appointment with a
breast surgeon for further evaluation. She picks up her films from the imaging center and
brings them to the breast surgeon. The breast surgeon may send her back to the imaging
center for an ultrasound exam or MRI. She brings these additional results back to the
breast surgeon, who decides to perform an excisional biopsy. After a diagnosis of breast
cancer is made, the woman may also have to visit a medical oncologist, radiation oncolo-
gist, and reconstructive surgeon, with little guidance about how best to determine the most
appropriate treatment amid often differing recommendations. Further, these specialists
are often located separately and may be at significant distances from one another, creating
logistical impediments for patients in addition to delays in diagnosing and thus treatment.

This is the picture of breast cancer care today across many locales. But for the women
who have to go through this, it is the picture of miserable care. It is time to imagine and
implement evolved ways of delivering breast cancer care—and care in a host of other
therapeutic areas. Let us consider what this care can look like.

The integrated approach: Consider the same woman, but in this scenario she has
come to the Center for Breast Health. The woman takes her prescription for a mammo-
gram to a breast center with specialized imaging services. When there is an abnormality,
she is referred to a breast surgeon at the center. During her initial visit, she is examined and
her imaging is reviewed in detail with the center’s radiologist. Together, they make a deci-
sion regarding further testing. A patient navigator arranges any suggested studies on the
day of her visit or subsequently by telephone, and then schedules the interdisciplinary con-
sultation, usually within one week. At this consultation, the woman meets with the breast
care team, including the radiologist, surgeon, medical oncologist, radiation oncologist, and
reconstructive surgeon. The team reviews the test results with the patient and discusses the
next steps for staging and treating the disease, with a nurse navigator at her side throughout
the process. All appointments are coordinated by the patient navigator, supplemented by
education and support from the nurse navigator. All care is provided in a patient-friendly
space, whether designed especially for women, or in general oncology. Help is available for
transportation, financial arrangements, and a full range of non-medical support. Because
this woman is a single parent of 2 teenagers (many of the patients at the Center are single
parents), particular attention is paid to this social reality in her life so she can be assured that
the needs of her children are managed adequately while she manages her own health needs.

Certainly this kind of integrated approach is what any patient with breast cancer,
or any serious medical problem, deserves. Critical to the successful implementation of
such state-of-the art integration is effective communication. In 1992, there were monthly
meetings of specialists involved in the evaluation and treatment of breast cancer patients.
Within a few years, the prospective reviews became weekly, with the team members meet-
ing with new patients later the same day to outline the treatment strategies that were dis-
cussed during the meeting.
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The form below demonstrates a typical Multidisciplinary Oncology Consultation Ser-
vice (MOCS) form. Implementation of the CoP model requires weekly interdisciplinary
meetings that are useful to the participants and interesting for everyone.

Multidisciplinary Oncology Consultation Service (MOCS)
Lead Physician: Dr Marc Boisvert
Month and Date, 2012

Thank you for agreeing to participate in the MOCS for:
Ms XXXX  MR#000000
XX-year-old Female

Ms XXXX comes to MWHC for evaluation and recommendations from the MOCS team regarding her care.

All available medical reports are attached. She is aware that these recommendations are preliminary and final
recommendation of care will depend upon her pathology results from her definitive surgery. The MOCS will be
held in the Cancer Institute, Oncology Specialty Center, 1st floor, on Wednesday, Month and Date, 2012.

If you have any questions, please contact Senta Benson, RN, BSN, OCN, Breast Oncology Nurse Navigator at 202-
877-9343.

MOCS Schedule:
12:00 pm  Senta Benson RN (Breast Oncology Nurse Navigator)
12:30 pm Dr Marc Boisvert (Breast Surgeon)
Dr Janice Sicat (Surgical Breast Fellow)
1:00 pm Dr Karen L. Smith (Medical Oncology)
1:30 pm Colleen McLain LICSW (Social Work)
2:00 pm Dr Michael Porrazzo (Radiation Oncology)
2:30 pm Dr Rafael Convit (Plastics and Reconstructive Surgery)
3:00 pm Yvonne Francis PT (NRH Breast Cancer Rehab Program)
3:15 pm Lynette Wray (Clinical Research)
Surgeon: Dr Marc Boisvert Dr Lana Bijelic

Date of Abnormal finding:

Referral Source:

Diagnostic mammography Facility:

Screening mammography Facility:

MRI/other Facility:

Breast self exam

Clinical breast exam Physician:

Abnormality noted: Location Right/Left breast.

Mass Calcification Other:

Other Imaging/Date: PET/CT MRI Ultrasound

Date of Biopsy: Ultrasound guided MRI guided Excision Other:

Type of Breast Cancer

Confirmed Pathology/ date:

New

Recurrence

Ductal Carcinoma In Situ

Invasive Ductal Carcinoma

Lobular Carcinoma In Situ

Invasive lobular Carcinoma

Inflammatory Breast Cancer

Hormone Receptors:

ER Positive Negative Pending
PR Positive Negative Pending
HER 2-neu Positive Negative Pending Genetics consult: Yes No
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With offices in close proximity to each other, the physicians and other team clinicians
keep in frequent touch through impromptu hallway conversations, supplemented by a
generous use of e-mail. Much of the group’s interaction and communication is increas-
ingly managed by use of an internal SharePoint Web site.

When the Center for Breast Health started, there were only nurse navigators, who
managed all aspects of patient interaction. But as the patient load increased, this function
was split into 2 separate roles. The patient navigator manages all appointments, coordi-
nates schedules, and is generally in charge of the many logistical aspects of care. The nurse
navigator provides education, support, facilitates physician interaction, and becomes the
contact point for patients and families whenever they have a concern related more specifi-
cally to clinical factors.

What is important is that the specialists and subspecialists come out of their silos to
form a community of practice centered on a common interest in breast cancer, focused on
the care of individual patients and families. This illuminates another hallmark of the CoP
model, which is that members of the group share a common passion: excellence in breast
cancer care. At the Center for Breast Health, the intellectual diversity optimizes patient
care by strengthening group cohesiveness. The group is currently working toward allowing
other breast programs within the MedStar system to join their meetings via the Internet in
order to help seed replication throughout the MedStar hospital system.

What has helped the Center for Breast Health to thrive is the team’s willingness to stay
flexible and keep ahead of the curve. An important example of this is the establishment
of a fellowship for breast surgeons, the first and only such fellowship in the DC area. The
Center is now training their 11th fellow. Educating new physicians keeps the group on top
of its game while supplementing patient care.

There is also a Cancer Registry that shares a strong collaborative relationship with the
Center for Breast Health, while generally associated with the Washington Cancer Insti-
tute. This relationship provides Center personnel, as well as hospital leadership, important
information about patients and their progress. This information allows celebration of suc-
cesses and helps improve treatments for new patients.

The Cancer Institute’s Cancer Support Services offers many classes, programs, and
other services for patients, including a survivorship program dedicated especially to breast
cancer patients. Although the Center for Breast Health has long been an active participant
in Komen’s Race for the Cure, the team wants to find additional ways to bring our survi-
vors together for their benefit and for the benefit of our newly diagnosed patients.

The Center for Breast Health adds new technologies and advanced therapeutic
approaches as they are proven effective and become available. A regional anesthesia pro-
tocol has been implemented for patients facing surgery, providing better pain control, and
limiting the effects of an anesthetic to a single section of the body, such as a limb, or the
lower or upper half. This method also results in significantly fewer side effects for patients
and allows them to be awake during many procedures, enabling communication with the
surgeon when necessary. Currently, the Center’s leadership is considering intra-operative
radiation therapy for selected patients. Both within the MedStar system’s 10 hospitals and
outside, it is clear that the manner in which the Center for Breast Health’s program con-
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nects new systems of organization, knowledge, and interdisciplinary efforts is the direction
in which hospital medicine is moving, in general.

Although it is true that the Center for Breast Health enjoys wide support throughout the
hospital and the MedStar system (defined as both material and political resources), it had
to build that support when it started, just as any program must. That is, it does not mat-
ter if a hospital is large or small, sophisticated systems for integrated care delivery can and
must be established in all health care institutions.

Our experience is that the place to start is with a physician champion. For it to become
a high-functioning program, there needs to be a physician champion: a leader who can
move the program from his or her heart to reality. Some physicians are natural leaders. But
whether naturally gifted in leadership or not, when a physician champion surfaces, it is use-
ful for that physician to become well trained in state-of-the art hospital management. In that
way, the program’s physician champion can begin to discuss the prospects for such a pro-
gram with hospital administrators—departmental directors and unit chiefs, Chief Executive
Officer (CEO), Chief Operating Officer (COO), and hospital president, et al—in language
that the hospital’s formal leadership can appreciate.

It is wise to convene a task force that represents all clinical specialties. To create a
new, fully integrated breast health program (or other program), there will need to be
buy-in and a sense of ownership among a wide range of subspecialties; hospital support
departments such as social work, physical and occupational therapy, and pharmacy; and
of course, hospital administration. Establishing an enthusiastic and active task force is an
ideal way to show the rest of the hospital how important developing this program is to
others.

Perhaps opportunities can be created for the task force, or at least some task force
members, to visit other programs to see how they operate and to learn about how they
were put together. Such visits can also build new collegial and cross-program relationships
that can be nourished as time progresses. Like-minded clinicians and administrators are
bound to run into each other at professional meetings where tips can be shared and new
insights sparked.

Once the idea of a program has taken root, seeking community partners and identi-
fying fund-raising opportunities will be essential. But it is important, too, to realize that
the heart of the MedStar Washington Hospital Center’s program is its interdisciplinary
meetings focused on providing breast care in a coordinated, efficient, integrated way that
works best for patients, patients’ families, and clinicians. Creating this kind of model needs
only dedicated clinicians willing to put in the effort required to shift from a traditional,
disintegrated delivery model to a delivery system of integrated services. Resources help,
but they are not what drive the program. It is commitment to a better health care service
delivery model that is the driver.
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Building the Center for Breast Health, however, has not been without resistance. Anyone
who has ever worked in a hospital can imagine the barriers. Many of these are reducible to
the willingness and disposition of traditionally trained health professionals who may find
it difficult to reconfigure the manner in which they relate with one another and ultimately
to the systems in which they practice medicine. Invariably, it is such persons who tend to
make it challenging for others to move toward a more evolved organizational structure.
When the process involves conceptualizing and creating centers of care delivery that func-
tion organically and are equipped with a purely voluntary staff, it is not difficult to see
why those who have practiced for a significant time within a more traditional and rigidly
structured care system may be resistant.

The hurdles of 1) having to convince others that the additional meeting time will be
well spent, 2) creating physical space within which professionals are in close proximity,
allowing for impromptu, spontaneous conversations regarding care, and 3) growing a
voluntarily present group of physicians and support clinicians in a bottom-up, CoP-like
process are high. Building a breast cancer center, or any other therapeutic care delivery
on the CoP model, requires vision, leadership, and a masterful hand to the politics. But
it is worth it, as patients, physicians, families, and the community all benefit. Toward
that end, organizations representing all types of hospitals from various regions across the
country have come to the Center for Breast Health to view these practices and learn. Our
team wants to encourage other hospitals and centers to adopt this way of serving patients
with cancer and their families. The Center for Breast Health’s Annual Report is available
upon request.

Marc E. Boisvert, MD, MBA is a breast surgeon and medical director of the Center for
Breast Health at the Washington Cancer Institute at MedStar Washington Hospital Center
and director of the hospital’s breast oncology fellowship.
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Oncology and Ethics 101

by John J. Lynch, MD and the Editorial Group of the Center for Ethics at MedStar Washington Hospital Center

Whether treatment is provided acutely by a surgeon, hospital
intensivist, or for an extended period of time by a patient’s
oncologist, cancer care is most often ethically complicated.
Much of this complexity stems from the disease process in
combination with emotional components brought in by
patients and physicians alike.

For many patients with cancer, the disease progres-
sion—whether over months, years, or decades—ends in
death. According to the National Cancer Institute, from
2005-2009, the annual age-adjusted death rate in the United
States was 178.7 per 100,000 men and women.* Because so
many die from cancer each year, virtually everyone knows
something about the disease and fears a diagnosis.

Having cancer is not like having, for instance, an uncom-
plicated appendicitis. But the skills needed to take good care
of a patient with appendicitis, or any number of benign con-
ditions, are well learned through the care of a patient with
cancer. For both, the need to have excellent technical skills
is no different. Technical competence is always the baseline,
regardless of the disease entity.

The difference, however, between caring for a patient
with an uncomplicated appendicitis and a patient with can-
cer lies not in mere competence in a skill set related to inter-
personal relations, but the special demand on that skill set.
This competence requires that a physician learn how to:

1. Manage emotions, especially those of fear, hope, grief,
anger, and dread. This includes those of the patient,
any involved family and friends, and those of the phy-
sician.

2. Communicate clearly, genuinely, and in ways that
convey empathy and compassion.

3. Identify and come to terms with the person, not just
the patient.
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The progressive decline often associated with cancer is
perhaps its most terrifying and unsettling characteristic for
patients and families. This makes it essential for physicians
to master interpersonal skills in the care of these patients.

In a 2002 article, 2 medical researchers described their per-
sonal experiences with cancer. Drs Tierney and McKinley’s
experiential model? is ideal for learning important interper-
sonal skills. Their work involves the delineation of 8 general
concern areas (the 8 “Ds”) drawn from their own experience
as patients with cancer. The following is guided by their proj-
ect, and teases out the ethical skills that all good physicians
should master. In focusing on these particular skills and con-
cerns, this JOHE residents’ training module can teach new
physicians how to reduce the pain and suffering of those who
become their patients. In oncology, perhaps more poignantly
than in any other medical specialty, the most basic of ethics
lessons is that a physician’s obligation to treat pain and suf-
fering is as important as treating the disease.

A diagnosis of cancer is shocking. “The shock of the cancer
diagnosis was painful and introduced chaos into our daily
routines...The overall feeling was one of loss and uncer-
tainty.”? Patients diagnosed with cancer find themselves
inevitably having to restructure well-established routines in
their daily lives. This restructuring does not pertain solely
to how an individual receiving cancer treatment may have
to limit certain physical aspects of everyday life. Response
to a cancer diagnosis is also influenced by differing degrees
of psychological acceptance or denial related to the effects of



these anticipatable limitations. This reconfiguration affects
a patient’s relationships with family, friends, and others.
Having the physician address this aspect of the diagnosis can
build trust and provide needed reassurance.

To master an ability to address the inner concerns of
patients, residents need to identify and acknowledge their
own levels of discomfort in discussing difficult topics with
them. It takes practice to overcome a natural inclination to
withhold news that is distressing. It is also critical to take
note of a patient’s psychological and practical restructuring
subsequent to a cancer diagnosis.3 How a patient manages
this restructuring may guide the physician in how to engage
with his or her patient during this time. Watching a patient,
and perhaps those close to him or her, carefully enough for
the physician to determine what coping strategies are being
employed may offer the physician clues on how to best
approach the patient with sensitive news in the future.

Another powerful psychological component for a physician to
understand is the conceptual framework with which a patient
with cancer regards the possibility, and often inevitability,
of dying. This is different from fear associated with death.
Rather, concerns about dying include fear related to pain and
suffering as well as the kinds of selfless concerns a patient may
hold regarding practical and emotional burdens that will fall
to others as the dying process progresses.

An interpersonally skilled physician ought to be aware
that many patients think about dying through their expo-
sure to others dying in comparable circumstances. Visions of
people they have known to have died from cancer, in perhaps
excessively debilitated states, may flood their mind. These
visions and the patient’s resulting anxiety are often suffered
in silence. If fortunate enough to not have experienced such
circumstances, at the very least patients have likely formed
a concept of the dying process and how it must feel. It is
important that the physician gently probe to learn about
these thoughts.#

Once learned, these notions about the dying process
should be addressed honestly. Accurate information should
be given, and assurance that pain and other symptoms will be
managed should be emphasized. Patients should be informed
that assistance can be provided with other aspects of dying,
including those of a psychosocial and spiritual nature. Also,
it is important to future care planning that these conversa-

tions be fully documented in the patient’s chart, including
the patient’s spoken fears, hopes, and expectations.

Discomfort for cancer patients who are undergoing treat-
ment may depend on the aggressiveness of the protocol, as
well as their own physical capacity to withstand such treat-
ment. Aside from the necessity to be compassionately honest
while communicating the range of adverse effects, pain, and
other symptoms associated with a given treatment, physi-
cians ought to consider the interpretive effects of the pain
experience for patients. That is, the interpersonally and ethi-
cally astute physician works to learn each particular patient’s
potential for linking the severity, location, or chronic nature
of pain to the quality and progression of his or her disease.
These may not be necessarily correlated. A misinterpretation
of this kind by patients only reinforces fear and insecurity
related to the state of their disease.

Additionally, a physician ought to introduce and accu-
rately describe the idea of palliative care at the beginning of
the treatment process. Too often, patients and physicians
confuse this with end-of-life care, but palliative efforts should
begin with the onset of symptoms, providing pain relief and
symptom management throughout the course of treatment.
In fact, there are data emerging that demonstrate that pallia-
tive intervention early after diagnosis may extend survival.>

To learn the skills involved in managing patients’ dis-
comfort throughout their cancer disease process, physicians
need to remember that discomfort is both physical and psy-
chological. Focusing only on physical concerns and failing to
attend explicitly to those of a psychological nature provides
inadequate cancer care. Further, a failure to address psycho-
logical distress may undermine efforts at treating physical
discomfort.67

Patients undergoing cancer treatment may suffer progres-
sively through many losses in physical ability because of the
adverse effects of their given therapy and their advancing can-
cer, often resulting in decreases to body mass and function.
It is not unusual for patients to attempt to counteract some
of these effects by engaging their body in activities known to
help produce what is being lost, such as an increase in weight
training or muscle building exercises when initially experienc-
ing myopathy.
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It is essential for the physician to both be truthful about
expected physical adversities and be willing to engage in con-
versation. The physician should explain simply and clearly
what a patient can expect. A physician who is less than com-
passionately honest about the physically disabling ramifications
of cancer treatment encourages unrealistic quality-of-life goals,
which may produce frustration, anger, and other negative emo-
tions in patients and families.

Drs Tierney and McKinley report suffering many of the com-
mon adverse effects of cancer treatment, and that they suffered
these side effects in silence. In fact, they report that “... we
rarely complained about these adverse treatment effects unless
we were explicitly asked... Even then, we tended to minimize
their severity and impact on our lives.”? They suffered in silence
so as not to upset their physicians or to appear weak. This dis-
closure should be an important warning to physicians. It is
essential that physicians ask their patients about the effects of
their treatments, exploring what negative symptoms they may
be experiencing.

The ethics lesson here is that the physician needs to
understand the ways in which each particular treatment may
be affecting the patient. Only with this information can the
physician adjust his or her sense of the harms and benefits a
particular treatment entails for the patient at any point along a
cancer continuum. A morally aware physician seeks to under-
stand this balance so that recommendations for continuing
and/or changing treatments or a plan of care can be tailored to
a patient’s prognosis. This requires courage on the physician’s
part to face straightforwardly what, in this sense, is going to be
in the patient’s best medical interest.

Although, when possible, the intended good of provid-
ing chemotherapy is remission or a cure, it is also important
for the physician caring for a person with end-stage cancer to
understand death as equally ethically permissible when such an
intervention will bring relief from pain and misery. An ethically
skilled physician acts courageously under both circumstances,
honestly talking with patients and family members, shaping
hope for appropriate goals of care.

Closely linked to disability and treatment effects are the social
effects these circumstances cause to a patient’s personal and
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professional support structures. That is, as patients recently
informed of their disease reconfigure their lives, those who
surround and constitute their social sphere are likely to feel the
need to find ways to somehow ease their burden. This may be
a psychologically arduous adjustment to persons who have dif-
ficulty accepting help. It is essential to understand the relational
dynamics and be respectful of the choices of patients and family
members.

Patients may feel overwhelmed with insecurity in terms of what
their physiological capacity may be to withstand a treatment
course that leads to remission and the return to a healthy and
productive life. If the relationship between patient and phy-
sician is one assisted by honest communication of the clini-
cal circumstances, chances are these uncertainties are in fact
shared by both patient and physician. The virtue of being hon-
est, however, does not require focus on the negative. Patients
often find comfort and optimism in the stories of patients who
have faced similar clinical adversity, and the careful sharing of
this knowledge by a sensitive physician does not necessarily
constitute a provision of false hope. Nonetheless, an ethically
and interpersonally skilled physician is careful to choose stories
that build a patient’s confidence in ways that are appropriately
tailored to the stage of that patient’s disease. Even when a cure
is no longer possible, stories that increase a patient’s confidence
in the hope of a comfortable death may bring them the solace
that is their physician’s obligation to provide.

For many patients, experiencing the fear of dying is entirely
distinct from the consideration of imminent death. Once death
is actually approaching, many anxieties related to the concrete
aspects of a patient’s everyday life that may have been pres-
ent very shortly after the initial diagnosis are replaced with a
more profound set of inquiries related to existence, the par-
ticular meaning of the patient’s life, and often a wide spectrum
of sometimes religiously substantiated trajectories of thought
and contemplation. For many, it is simply regret for the sorrow
and grief the end of their lives will bring to their loved ones;
for others, there may be a sense of relief provided by what will
constitute the end to their own pain and suffering. These reac-
tions can vary greatly, and a skilled physician must support the
patient in a way that provides the most comfort.



For the compassionate physician, the lessons learned through

caring for a patient with cancer, regardless of where in that

patient’s disease process the physician intercedes, may serve

to elevate his or her ethical awareness in all patient relations.

These lessons may assist in how to:

* Be fully present during difficult conversations, such as when
communicating bad news.

* Be honest and sincere with a seriously ill patient.

* Be sensitive to the religious and cultural aspects of a patient’s
life.

* Engage in discussions related to advance planning in the
early stages of a disease’s progression.

+ Find within one the moral courage necessary to face the
patient’s death, and guide the patient’s dying process.

* Genuinely explore with a patient what he or she wants dur-
ing a complicated informed consent discussion.

As noted earlier, the progressive decline associated with
cancer is perhaps its most terrifying and unsettling signature
quality. It is this quality, however, that allows the physician
multiple points of necessary intervention and the oppor-
tunity to develop a relationship that provides care for the
patient in every sense of that word. The experience of car-
ing for the person, not just the disease, ultimately benefits all
future patients.

www.cancer.net (sponsored by American Society of Clinical Oncology)
www.cancer.org (sponsored by American Cancer Society)

www.cancer.gov (sponsored by National Cancer Institute)

End of Life: Helping With Comfort and Care

National Institute on Aging
National Institutes of Health

Downloadable at: http://www.nia.nih.gov/health/publication/end-life-
helping-comfort-and-care
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For the Pre-Test, please read the cases in The Consult Corner, beginning on page 71. Read each Case
Presentation, without referring to the sections that follow. Answer the Pre-Test CME Questions on

page 97.

For the Post-Test, after you have completed reading the entire Journal, answer the Post-Test CME
Questions on page 98.

The answers for this issue’s CME questions are provided on page 99. You are on your honor to take
the Pre-Test before reading beyond the case Presentation. You are also on your honor not to read the

answers until you are finished with reading the entire Journal and have completed the Post-Test.
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The Editorial Group of the Center for Ethics at MedStar Washington Hospital Center
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In the case titled “When Oncologists and Intensivists Disagree About Appropriate Care,” 2 physi-
cians disagree about the treatment plan for a terminal cancer patient. How should this be resolved?

[J A. Leave it up to the patient.
[J B. Flip a coin.

[} C. Both physicians should present treatment plans in a joint meeting with the patient/surrogate for
his or her decision.

[J D. Involve the hospital administration.

[J E. The intensivist makes the choice because the patient is in the ICU.

In the case titled “When an Adolescent and Her Parents Disagree About Treatment,” a 15-year-
old girl with leukemia wants to stop treatment, but her parents disagree with her wishes. Should her
refusal of chemotherapy be accepted?

[J A. No, the patient is underage so her parents must decide.
[J B. The physician should make the call.
[] C. The courts must decide.

[] D.If a minor demonstrates maturity given these circumstances, she should be allowed to make
her own medical decisions.

[} E. Yes, but the patient must seek emancipation.

In the case titled “When Is Non-Cancer Surgery Warranted in a Cancer Patient?” a 79-year-old
man with probable late-stage colon cancer is found to have a 10cm abdominal aortic aneurysm
(AAA) that requires a high-risk surgical procedure. Should this surgery be performed?

[} A. The surgeon and oncologist must decide.
[] B. It doesn’t make sense to do the surgery in light of the patient’s prognosis.
[J C. The surgeon has to perform the surgery if the patient wants it.

[J D. After providing all the information to the patient, the patient can decide if he wants the
surgery, despite its risk and his likely cancer diagnosis.
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The correct answer is C. Although ordinarily the patient/surrogate is ultimately the decision maker,
it is important that the physicians jointly meet with the patient/surrogate to discuss the treatment
options. This allows both physicians to present their views about what is realistic so the patient/sur-
rogate can make the most informed choice.

The correct answer is D. Given this patient’s long history with the disease and the terminal prog-
nosis, her feelings deserve to be given the most weight. The physician can serve as an advocate for her,
and every effort must be made to help the parents accept her decision so this family can achieve some
measure of peace.

The correct answer is D. Only the patient can decide if he wants the AAA surgery, despite its risk.
Accepting this risk, or refusing surgery to avoid it and perhaps be assured a little more time before his
probable cancer takes its full course, is a decision the patient should make in accordance with his own
values after being properly informed.
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